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ABSTRACT

Background Elderly patients in primary care often have multiple health prob-
lems, with different healthcare professionals involved. For consistency in care, it is
required that communication amongst professionals and patient-systems (patient
and informal-carers) be well tuned. Electronic-communication can make it easier
for patient-system to be active in care.

Objective To examine whether an e-communication tool (Congredi) designed for
professionals, including a care plan and secure e-mail, is usable for patient-sys-
tems and what their experiences are.

Methods In a multi-method study, home-dwelling elderly patients with two or more
professionals were invited to use Congredi; data were gathered from the system
after 42 weeks. Also semi-structured interviews were undertaken with patient-sys-
tems with topics retrieved from literature. Analysis took place by two researchers
independently; the themes were extracted together by consensus.

Results Data about actual use of the tool were gathered from 22 patients. Four
profiles of Congredi-users were distinguished, varying in intensity of use. Data from
interviews with members of patient-systems (n = 7) showed that they were moti-
vated and able to use Congredi. Barriers in daily use were limited participation
of professionals, unanswered e-mail and not being alerted about actions. Despite
limitations, patient-systems retained their motivation.

Conclusion Congredi was usable for patient-systems. The barriers found seem
not to be tool-related but primarily user-related. An important barrier for daily use
was limited active participation of involved professionals in a complete feedback
loop. Potential for future implementation was found, as patient-systems were intrin-
sically motivated for better feedback with the professionals, even though in this
study it only partly met their expectations.

Keywords: eHealth, healthcare delivery, patient care management, patient
participation, multidisciplinary communication, primary care, nursing
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INTRODUCTION

Elderly patients in primary care often have multiple health
problems, with different health care professionals involved.’
For consistency in care, it is required that communication
amongst all be well tuned.?2 Much can be gained if patient-
systems communicate productively with involved profession-
als.3-7 This is underscored by the chronic care model, which
states that an informed, active patient-system in interaction
with a prepared, proactive practice team improves the quality
of patients’ outcomes.”®

Evidence shows that eHealth technology, including elec-
tronic communication, can make it easier for the patient-sys-
tem (patient and informal-carers) to be active in care.10-16
With the advent of eHealth, it is relevant to understand in
which way e-communication tools can support patient-sys-
tems to become active.’417-1® From the literature, it has
become clear that successful eHealth interventions need to
contain a complete feedback loop (CFL).1® According to Gee
et al., the CFL should consist of five stages of communica-
tion in which both professionals and patient-systems have an
active role: (1) transmission of data and information about
patients’ health status, (2) interpretation of data and informa-
tion using previously established knowledge and/or wisdom
and the use of evidence-based standards, (3) address the
specific need of the individual patient, (4) timely feedback to
the patient addressing their needs, and (5) regular repetition
of the feedback loop.1®

Besides promising outcomes, researchers have identified
challenges that occur and need attention when implement-
ing e-communication tools.2-26 First, barriers concerning
the technical aspects of the tool have been identified: ease
of use, perceived usefulness, efficiency of use, availabil-
ity of support, comfort in use and site location.2® Second,
patient characteristics such as low income, education, cog-
nitive impairment, low computer literacy low social support
and high illness burden have been shown to influence the
use of e-communication.2%21 Third, professional character-
istics influence the use of the tools. For instance, healthcare
providers beliefs (is the tool useful for professionals and
patient);22-24 the fact that general practitioner adoption of
e-mail remains low even though it is easily available?® and
professionals do not give equal priority to e-communication
(nurses are more conscientious than physicians);?? low com-
puter literacy, insufficient basic formal training in health IT
applications, physicians’ concerns about more work; work-
flow issues; problems related to new system implementation,
including concerns about confidentiality of patient informa-
tion; depersonalization; incompatibility with current health
care practices; lack of standardization and problems with
reimbursement.2? Fourth, barriers to implementation can also
be found at the institutional level. There are concerns about
confidentiality and security?® unclarity in the implementation
process concerning decisions about roles, sufficient time and
sufficient competence of professionals.22:24

The challenge in this study is to find out whether it is feasible
to connect a newly developed professional tool, which has
been shown to work, to patients. Given that e-communication
between professionals and patient-systems seems to be help-
ful, a prerequisite is that patient-systems are able and moti-
vated to use the tools."® The aim of this study was to describe
the use and experiences of patients with an e-communication
tool (Congredi) that was selected by partners in primary care.?’

METHODS

The following research question was addressed: is an e-com-
munication tool for professionals (Congredi) usable for elderly
patient-systems to participate in care?

Design

A mixed-methods design was chosen.7-2829 To examine the
actual use of Congredi by patient-systems quantative data
were retrieved from the Congredi data system during 42
weeks. Also, data were gathered from individual interviews
with members of patient-systems to examine their experi-
ences, motivation and satisfaction with Congredi. The inter-
views were semi-structured and were scheduled to take 30
minutes. All interviews were audio-recorded and transcribed
verbatim. Respondents were offered the choice of being
interviewed face-to-face or by telephone.

Intervention
Congredi is a communication tool developed for profession-
als by professionals.?’ It consists of patient records with a
care plan and a communication channel (secure e-mailing).
Professionals use it to communicate about the care of a
mutual patient. For each patient, a record is initiated, with a
care plan based on the Social, Functional, Mental, Physical
and Communication domain model.'8 In the plan, current care
problems are assessed, involved professionals make obser-
vations and care actions are assigned. The secure e-mail
channel can be used for sending and receiving e-mail to col-
leagues about the care plan. One professional is appointed
as a coordinator of the patient record and is responsible for
linking other professionals. All professionals can update the
care plan. To achieve optimal communication in the CFL
about a mutual patient, there are two conditions: first that all
involved professionals link to the patient-record and second
that they are active and react to communication of others.
The intervention consisted of giving patient-systems access
to their Congredi record through a patient portal, enabling
them to view their care plan and to communicate with the pro-
fessionals. They could actively contribute by monitoring the
care plan and communicating or giving feedback about their
needs to their professionals. The intervention was limited to
providing access to the communication tool for professionals;
no specific adjustments for patients were made with respect
to professional jargon or addition of specific paragraphs of
special interest for the patient-system.

Journal of Innovation in Health Informatics Vol 24, No 3 (2017)

"yBuAdoo Aq paloalold 1sanb Aq TZ0z ‘g JaquIsAoN Uo Jwod fwg sairewoul//:dny wolj papeojumod ‘2T0Z AINC T U0 Z£6°SIyZAIYl9szyT 0T Se paysiiand 1Sy :wioju| a1ed yiesH rIAg


http://informatics.bmj.com/

de Jongetal. The challenge of involving elderly patients in primary care using an electronic communication tool with their professionals: a mixed methods study 277

Inclusion in the sample

The study population consisted of the patient-systems (patient
and informal-carers) of elderly patients with two or more pro-
fessionals involved. A convenience sample was recruited. The
professionals invited patient-systems with whom they already
had good communication, using face-to-face contact, tele-
phone or unsecure e-mail, and they expected they were capa-
ble of using Congredi. These patient-systems were invited to
become a Congredi-user by the general practitioner or nurse.
To enter Congredi, patients had to give informed consent to
start a patient-record and to link relevant healthcare profes-
sionals to it. Part of the approached population, namely, those
who became active users of Congredi, was invited for an inter-
view by e-mail from their coordinating professional.

Variables and measures

Actual use was mapped quantitatively with variables from the
system. First, the characteristics of the patients (age and gen-
der) and the discipline of the coordinating professional were
retrieved. Second, data about the actual use of Congredi by
the patient-system were gathered: duration, the number of
professionals involved per Congredi record, the frequency
of use and the type of actions. Duration of active use was
defined as the number of weeks within which patients were
active in Congredi, starting from the first time they logged on
and ending at the end of the measuring period or, if patients
stopped prematurely, the date of the last action by the patient-
system. The date of the last action was defined as the date
followed by a period of at least 12 weeks in which no actions
took place. Frequency of use included all actions that took
place when the user logged on to Congredi. The types of
action encompassed Congredi record views and e-mail com-
munications (receiving, sending and reading). Last, the num-
ber of prematurely stopping patients was retrieved.

From the interviews, three types of variables about experi-
ences with the use of Congredi were retrieved. First, the char-
acteristics of the patient-system-member were gathered: role
(patient or informal carer), gender, age, living situation, social
activity, education level, computer competency, relation to
patient, distance to patient and intensity of care. Second,
the users’ perception of usability of Congredi was assessed
(technical problems, attractiveness and user-friendliness).
Third, motivation, expectations, experiences and satisfaction
with Congredi were discussed.

Table 1 Description patients in the Congredi records

Variables Active pat n =22 (%)
Age
<70 3(13,6)
71-80 3(13,6)
81-90 13 (59,1)
>90 3(13,6)
Gender
Male 8 (38,1)
Female 13 (61,9)
Missing 1

Analysis

Quantitative data were described using frequencies in
Statistical Package for the Social Sciences 20. The data
concerning the actual use of Congredi were analysed at
patient-system level; the system did not have the option to
distinguish between the users of the patient-system, thus
also not between patients and informal-carers. When more
than one professional from the same profession was involved
(e.g. several district nurses), one person represented the
sub-group. Due to privacy considerations, we used only
anonymous data from Congredi; therefore, it was not pos-
sible to link the interviewees to a Congredi record.

Data on motives and experiences, encouraging and imped-
ing factors have been gathered through interviews. Semi-
structured interviews were held, ensuring that all topics in
the topic list (Appendix 1) were discussed. The topic list was
compiled from themes found in the literature. With regard
to usability, a fairly strict structure was made in advance by
carefully monitoring technology, user-friendliness and attrac-
tiveness. The other components (motives, experiences and
satisfaction) were also structured. Each theme was launched
with an open question to give the respondents the space to
tell their own story. The interviews were scheduled to take 30
minutes. All interviews were audio-recorded and transcribed
verbatim. Respondents were offered the choice of being
interviewed face-to-face or by telephone. One researcher
(CJ) conducted all the interviews, and two researchers (CJ,
WR) analysed the results independently. The themes were
extracted together and discussed until consensus was
reached.

RESULTS

Description patient-systems in Congredi
Forty-six patient-systems were offered the opportunity to log
on to Congredi. Twenty-two patient-systems actually logged
in (47.9%) and thus had an active patient record in Congredi.
The majority of the patients in the Congredi records were
female and between the age of 80 and 90 years old (Table 1).
In 20 of the 22 patient records, the coordinator was a nurse.
The other two coordinators were general practitioner and
elderly care consultant.

All patient-systems (n = 22) that had logged on to Congredi
were invited for an interview. Seven members of a patient-
system accepted the invitation; all were informal-carers and
a child of the patient: three sons and four daughters (Table 2).
The majority was over 50 years of age, had followed post-sec-
ondary school education, did not live with the patient but their
own family, had a (voluntary) job and felt they were highly com-
petent computer users. Four lived near to their parent (cycling
distance). All reported that, within the patient-system, they had
the task of monitoring Congredi.

Actual use of Congredi by patient-systems

Results pertaining to the duration of use show that from the
moment the 22 patient-systems had registered in Congredi,
there were activities in their record from 1 to 38 weeks during
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Table 2 Description of members of the patient-system who gave an interview

In-formal Sex Age Relationto  Education level  Distance to Intensity Computer Living Social activity
carer patient patient informal competency  situation
care (visit +
telephone)
A F >65 Child University Far Weekly High Partner Retired
. R . Partner +
B F 50-65 Child University Far Weekly High children Job
C F >65 Child Secondary Far Weekly High Solo Volunteer
D M 50-65 Child University Near Daily High Partner Job
E M 50-65 Child Vocational Near Daily High Partner Job
F M 50-65 Child Vocational Near Weekly High Partner Job
G F <50 Child University Near Weekly High Solo Job

the 42-week observation period (Table 3). Fifteen were still
active at the end of this period; seven stopped prematurely.
The number of professionals active in Congredi records
was on average 3.82. This varied from one to nine profes-
sionals (1x1, 7x2, 4x3, 3x4, 2x5, 2x6, 2x7 and 1x9). It was
unclear whether this constituted all involved professionals.
Concerning the frequency of use results showed that
the total number of activities by patient-systems in their
Congredi record varied from 1 to 179. Several activities
were performed: 17 patient-systems viewed their records
varying from 1 to 124 times, sent e-mail to professionals
varying from 1 to 33 times, received e-mail from profession-
als varying from 1 to 22 times and read e-mail varying from
1 to 22 times.
Four patient-system profiles were distilled from these results.
» Collaborators: Five patient-systems (22, 7%) viewed
the record more than five times and sent, received
and read e-mail. All were still active at the end.
* Consumers: Five patient-systems (22, 7%) viewed
the record between two and five times, read all
received e-mail, but hardly sent e-mail.

Table 3 Activities of patient-systems in Congredi

» Casuals: Seven patient-systems (31, 6%) viewed the
record once, read their e-mail irregularly and did not
send any e-mail.

* Non-Consumers: Five patient-systems (22, 7%)
registered in Congredi but performed no further
activities. They all received e-mail from their
professionals, but did not read them. Four stopped
prematurely.

Usability of Congredi experienced by
patient-systems

The interviews yielded information concerning the usability
of Congredi. The informal-carers did not experience techni-
cal problems: they were able to log on to Congredi, instruc-
tions were clear and technical support was not needed. They
had some comments on the user-friendliness of Congredi. All
mentioned that they would have appreciated an alert when
they received e-mails. Professional jargon was not men-
tioned as a barrier. Some also commented that the care plan
could have been more ‘attractive’ for them; in the layout it was
not clear to them, which care actions had been agreed.

Patients/activities Non- Casuals Consumers Collaborators Total patients
consumers average average (range)  average (range) average (range)
average (range) (range)
Active period (wks) 5(1-14) 7(1-27) 4,8 (2-8) 33,2 (27-38) 12,3 (1-38)
Prematurely stopped 80% 1% 40% 0,00% 31,80%
Professionals linked 6,2 (2-7) 2,1 (1-3) 4 (2-6) 5,6 (4-9) 3,8 (1-9)
Doss views 0,0 1(0-1) 2,6 (2-3) 50,2 (11-124) 12,2 (0-124)
E-mails sent 0,0 0,0 0,2 (0-1) 15,2 (1-33) 3,5(0-33)
E-mails read 0,0 0,7 (0-3) 0,4 (0-1) 10,6 (1-33) 2,7 (0-33)
Tot.act. (doss view, 0,0 1,7 (1-4) 3,2 (2-5) 76 (13-179) 18,6 (0-179)
e-mails read and sent)
E-mails not read 3(1-7) 0,6 (0-2) 0,0 0,0 0,9 (0-7)
E-mails received 3(1-7) 1,3 (0-4) 0,4 (0-1) 10,6 (1-22) 3,6 (0-22)

Journal of Innovation in Health Informatics Vol 24, No 3 (2017)

"yBuAdoo Aq paloalold 1sanb Aq TZ0z ‘g JaquIsAoN Uo /wod fwg salrewoul//:dny wolj papeojumod ‘2T0Z AINC T U0 ZE6°SIyZAIYl9szyT 0T Se paysiiand 1Sy :wioju| a1ed yiesH rIAg


http://informatics.bmj.com/

de Jongetal. The challenge of involving elderly patients in primary care using an electronic communication tool with their professionals: a mixed methods study 279

Motivation and expectations, experiences
and satisfaction of the patient-systems
Motivation

The informal-carers had an intrinsic motivation for using
Congredi: they wanted a better overview of the care for their
parent, a check on appointments made and to be informed
about incidents and to collaborate more effectively with all
professionals involved. In most cases, the collaboration with
the coordinating professional was already perceived as good
before Congredi. This experience had built their trust and
helped in their decision to try Congredi when their profes-
sional invited them.

‘In my opinion, it seemed to me a good thing that there
is a kind of central point where you can always find out
what’s going on’.

Expectations

The informal-carers expected that Congredi would be ‘a point
where everything comes together’, where an overview of the
actual care plan and care actions could be obtained. It would
be an easy way to communicate with relevant professionals
about their opinions or issues. It would help them to take care
of their parent because they could see updates on the care
plan, feedback on the visits of professionals to their parents
and to be informed about incidents. One informal caregiver
expected that the amount of work would decrease because
she could do more coordination from a distance when change
in the care situation was needed.

‘The agreement was actually that if there were reports
about my mother, they would be entered in the system.
So then | could see what conversations she had or
whether something was going on with her. And | could
also report something if | found something wrong or |
could report if | was worried myself’.

Experiences and satisfaction

For some informal-carers, Congredi lived up to their expecta-
tions. They checked Congredi as a regular activity and were
satisfied with the communication with the professional. Others
found routinely checking Congredi was taxing because there
often was no new information. For some, this was a reason
to stop.

Informal-carers experienced a limitation because not all
relevant professionals were linked to Congredi. Furthermore,
some informal-carers reported that e-mails sent to profes-
sionals were not answered; this did not work as an incentive
for the further use of the tool. The amount of work for the
informal caregivers did not decrease.

Informal-carers perceived it as supportive when profes-
sionals reacted to their e-mail about observations and wor-
ries. Some informal-carers felt more involved when using
Congredi; they checked for messages regularly and felt it
as their responsibility to respond and share their observa-
tions. They felt that they were making a contribution to the

care process. Others went back to their old form of collabora-
tion and involvement using telephone, face-to-face contact
or unsecure e-mail, because Congredi did not add value for
them. Informal-carers perceived only small effects on the
care plan (observed malnutrition by informal carer led to
dietary advice). They also experienced small improvements
in collaboration with the professionals by the use of Congredi
(using e-mail to give feedback felt as collaboration). In gen-
eral, patient-systems were satisfied with the actual execution
of care. The use of Congredi did not make a difference on
that count.

‘Yes and this general practitioner .... | ask a question and
there is no answer ... yes, well | think just leave it

‘That overview did not happen. E-mailing is the only way
| get something into it ... and then | don’t get a response.
And the particular GP, whom | specifically mailed with
the neurologist’s information, never saw it! And this was
all important information. So yes, that works very demo-
tivatingly. | can tell you that’.

‘If I think my mother is not doing well then I'll send an
e-mail about it: it may be sensible to visit my mom to see
what you think of her yourself. The nurse then reports: |
have visited your mother and talked to her ... for exam-
ple, her sister died recently and she finds this very hard,
and then .... such a feedback. But what has been dis-
cussed between the GP and the nurse, you do not actu-
ally see that. Or actions that need to be taken. Too little’.

‘Yes, | would recommend it. It's because everything goes
digital. And in this city, they obviously use Congredi so |
would recommend them to use that, because that’s how
it works. It can certainly improve and then it's handy’.

DISCUSSION AND CONCLUSION

Discussion

General findings

Ultimately, almost half of the patient-systems that logged
in were hardly active. At a first glance, this seems low. But,
we were dealing with the implementation of a technological
innovation of which it is known that the adoption starts with a
relatively small group. Rogers argues that the adoption of an
innovation takes place in stages; it starts with a select group
of innovators and early adopters and then proceeds to the
early and late majority.3? We, therefore, concluded that the
extent of participation of those that logged in (a quarter of all
patient-systems approached) is reasonable.

Amongst the group of users (50%), four user-profiles (col-
laborators, consumers, casuals and non-consumers), based
on the intensity of use of the e-communication tool, were
found. Half was regularly active in Congredi (collaborators
and consumers), some were occasionally active (casuals),
but also one quarter was not active.
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The main users appeared to be the informal-carers. Those
that gave an interview were all informal-carers. However, due
to blinding, it is not known in which profile category the inter-
viewed patient systems were active. However, it is plausible
that they came from the collaborator and consumer group
because, from the statements in the interviews, it can be
deduced that the interviewees have at least looked at their
Congredi records several times. So, it can be concluded that
seven of the ten members of the collaborators and consum-
ers were interviewed. It might be hypothesised that their
characteristics provide a profile of collaborators and consum-
ers: sons or daughters, over 50 years, highly educated, com-
petent in computer-use and socially active which seems in
line with other findings.3'

The fact remains, however, that quite a number is not
participating. Technical issues were not found to be a bar-
rier because all users logged in without problems and did not
require helpdesk support. From the interviews, we learned
that instructions were sufficient. Because Congredi is a tool
developed for professionals, it is quite conceivable that cer-
tain characteristics, such as professional jargon, would be
experienced by patient systems as a barrier, but this was not
the case; it was not mentioned as a barrier. However, there
was a need for a certain degree of tailoring because this was
a trigger for several informal-carers to stop using Congredi.
Some tailoring of the screens was named, as was also an
alert when there was any form of action such as mutation in
the care plan or e-mail.

Issues on implementation of e-communication tools
The invitation for an interview was accepted in all cases
by informal-carers. This was not unexpected, as they are
known to play a crucial role in the care of these patients.31:32
It is, therefore, presumed that informal-carers were quite
active within the study population. Continual support is
important to them which may be why they were motivated
to use Congredi.®? Human support from the provider has
been shown to increase compliance, but it was not exam-
ined how often the patient-systems were proactively
urged to use Congredi.3® In further implementation, this
aspect needs attention. It is also advisable to focus on the
informal-carers.29:34

We noted that professional jargon was not named as a
barrier for use by the informal-carers. An explanation may
be that the informal-carers who were interviewed were
mainly highly educated and that they were sufficiently
trained in these matters as semi-experts in the disease
status of their parent.323% In this study, a tool that had
been shown to be feasible for professionals was offered to
patients without making many adjustments. Other studies
show that modifying language is not necessary.'%35 The
benefits of having information surmount language prob-
lems; however, tailoring of content is recommendable.
In summary, it may, therefore, be possible to introduce
e-communication technologies that have not yet been fully
developed for patient-systems.

Limitations and future research

The number of active patient-systems was found to be a limi-
tation in this study. Professional- and patient-related factors
may play a role. Three components could be distinguished:
(1) characteristics related to the professional (amongst others
netiquette), (2) characteristics of the patient (state of health
and active role of the patient-system) and (3) characteristics
of the caregiver—patient relationship (trust and the degree of
insistence on using Congredi).

In our research, as in others, it seemed that the profes-
sionals who were using an e-communication tool could do
this better; the new professional-patient communication
patterns in the CFL need attention.7-21-23.26 A CFL is impor-
tant as a catalyst for effective eHealth technologies.'1-16
Congredi was found to be suitable for the CFL because all
five stages of the CFL could be run through.'® However,
although the Congredi system appears to meet the condi-
tions for the CFL, patient-systems perceived the CFL to be
limited. An explanation could be found in the way of use
by the professionals. The records showed that on average
3.82 professionals were connected. That seems a realis-
tic number considering the patient population, though the
interviews showed that not all professionals were linked
and not all were active because patient-systems did not
receive reactions to their e-mails. Both were experienced
as a barrier.

Concerning the patient-related factors, research shows
a relationship among poor health, multi-morbidity, many
doctor visits and high e-communication.3® Because our
patient-population partly met these characteristics it could
be assumed that this group was amenable to an e-commu-
nication tool, specifically when their situation worsens.??
Another influencing factor on the use of eHealth systems
is trust.33:37-3%9 The sample selection was based on trust
between patient and professional, which may have led to
an active role as nearly half of the sample logged on to
Congredi.

We did not perform sophisticated qualitative analyses; we
focused primarily on the topics that were known from the lit-
erature, and in the interviews no other topics were raised,
even if explicitly asked.

CONCLUSION

Congredi, an e-communication tool developed for professionals,
was usable for patient-systems, but an alert was wanted when
professionals had performed action in the Congredi record. The
barriers found seem not to be tool-related but primarily user-
related. Limited active participation of involved professionals
in the CFL was an important barrier. Potential for future imple-
mentation was found, because patient-systems were intrinsi-
cally motivated for better feedback with the professionals, even
though in this study it only partly met their expectations.
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APPENDIX 1: INTERVIEW SCHEDULE
CONGREDI WITH TOPIC LIST

Context question
» Can you tell me about your illness and the reason
why you are receiving care?
* What kind of care are you receiving?
* How is your living situation?
* How are your contacts with the caregivers?

Personal characteristics
* Are you patient or informal carer?
* Relationship to patient
* Year of birth
» Education
» Living situation in relation to (informal) care
» Computer skills
* Role of internet in daily life (how often, what)
» Informal carer: degree of involvement in care
* Informal carer: family situation
» Informal carer: job or other obligation.

Initial question: Did you use Congredi?
* Logon
* Your data
* Questionnaires and care plan
» Messages.
(Ask per functionality whether they have used it, and if so,
how they experienced this, and if not, why not?)
Then, let the interviewee talk as much as possible and sub-
mit subjects.
In any case, the following topics must be considered
(possibly by the researcher through open questions. Order
random).

Use

* How were you connected? How was it offered to you?
Did you receive explanation about the use?

*  What did you use it for? (Together with family/carer,
keep control over my care with carers, check if the
appointments made are listed and performed, check
data, e-mail with my carers.)

* Readability of the healthcare provider’s texts.

» Support when using Congredi: granddaughter or case
manager, or else.

« Ease of use Congredi: slow, difficult and attractive.

Motivation use of Congredi
*  Why did you want to use Congredi?
* What was the reason you wanted to be connected?
* What were your expectations of Congredi?
» Have they come out?
* Has your care changed compared to when you were
not connected to Congredi?

Use experiences

How did you perceive the use of Congredi?

Did you gain anything using Congredi? Example?
Did it help?

» See care plan

» E-mail contact

« See data.

What does Congredi mean for your (chronic)
disease?

Has the use of Congredi changed how you
experience your health? Do you feel fitter, for
example, are you more optimistic or do you feel more
depressed? Example?

Collaboration with caregivers

Has using Congredi changed your contact with your

healthcare providers?

»  What matters have changed? Example?
(Experienced as a partner, direct contact with my
healthcare providers, quick answer to my questions
and answers were helpful, so healthcare providers
will contact me if necessary, my data was in order.)

Has it helped you to improve collaboration with the

healthcare provider?

Involvement in your care process

Do you feel that, using Congredi, you can control and

guide your cared and influence it?

* What has changed? Example? (Frequency of care,
amount of face-to-face contacts less, digital contacts
more. What are your feelings about this? Did you
feel that you should not telephone anymore)?

Execution of care

Did using Congredi help you to carry out your care as
intended? How? Example? (e.g. you can read it in the
care plan, exact instructions)

Finishing

Can you name positive experiences with Congredi?
Can you name negative experiences with Congredi?
Is there anything else you want to say about your
experiences with Congredi/care?

If you would advise someone, would you recommend
Congredi?

If I have additional questions, may | call you again?

End interview

1. Thank your respondent for the interview.

2.

Indicate that you can still talk about everything if you

want to. Leave e-mail address.

Journal of Innovation in Health Informatics Vol 24, No 3 (2017)

"yBuAdoo Aq paloalold 1sanb Aq TZ0z ‘g JaquIsAoN Uo Jwod fwg sairewoul//:dny wolj papeojumod ‘2T0Z AINC T U0 Z£6°SIyZAIYl9szyT 0T Se paysiiand 1Sy :wioju| a1ed yiesH rIAg


http://informatics.bmj.com/

de Jong et al.

REFERENCES

10.

1.

. Makai P, Perry M, Robben SH, Schers HJ, Heinen MM, Olde

Rikkert MG, et al. Evaluation of an eHealth intervention in
chronic care for frail older people: why adherence is the first
target. Journal of Medical Internet Research 2014;16(6):e156.
Available at: https://doi.org/10.2196/jmir.3057. PMid:24966146;
PMCid:PMC4090371.

. Valentijn PP, Schepman SM, Opheij W and Bruijnzeels MA.

Understanding integrated care: a comprehensive conceptual
framework based on the integrative functions of primary care.
International Journal of Integrated Care 2013;13(1):655-79.
Available at: https://doi.org/10.5334/ijic.886.

. Bodenheimer T, Lorig K, Holman H and Grumbach K. Patient

self-management of chronic disease in primary care. JAMA
2002;288(19):2469—75. Available at: https://doi.org/10.1001/
jama.288.19.2469. PMid:12435261.

. Bloomfield HE, Krause A, Greer N, Taylor BC, MacDonald

R, Rutks |, et al. Meta-analysis: effect of patient self-test-
ing and self-management of long-term anticoagulation
on major clinical outcomes. Annals of Internal Medicine
2011;154(7):472-82. Available at: https://doi.org/10.7326/0003-

4819-154-7-201104050-00005. PMid:21464349.

. Hibbard JH and Greene J. What the evidence shows about

patient activation: better health outcomes and care experiences;
fewer data on costs. Health Affairs (Millwood) 2013;32(2):207—
14. Available at: https://doi.org/10.1377/hlthaff.2012.1061.
PMid:23381511.

. Lorig KR, Sobel DS, Ritter PL, Laurent D and Hobbs M. Effect of

a self-management program on patients with chronic disease.
Effective Clinical Practice 2001;4(6):256—62. PMid:11769298.

. Hibbard JH, Greene J and Overton V. Patients with lower activa-

tion associated with higher costs; delivery systems should know
their patients’ ‘scores’. Health Affairs (Millwood) 2013;32(2):216—
22. Available at: https://doi.org/10.1377/hithaff.2012.1064.
PMid:23381513.

. Lorig KR, Ritter P, Stewart AL, Sobel DS, Brown Jr. BW,

Bandura A, et al. Chronic disease self-management program:
2-year health status and health care utilization outcomes.
Medical Care 2001;39(11):1217-23.

. Greene J, Hibbard JH, Sacks R, Overton V and Parrotta CD.

When patient activation levels change, health outcomes and
costs change, too. Health Affairs (Millwood) 2015;34(3):431—
37. Available at: https://doi.org/10.1377/hlthaff.2014.0452.
PMid:25732493.

Woods SS, Schwartz E, Tuepker A, Press NA, Nazi KM, Turvey
CL, et al. Patient experiences with full electronic access to health
records and clinical notes through the My HealtheVet Personal
Health Record Pilot: qualitative study. Journal of Medical
Internet Research 2013;15(3):e65. Available at: https://doi.
org/10.2196/jmir.2356. PMid:23535584; PMCid:PMC3636169.
Gee PM, Greenwood DA, Paterniti DA, Ward D and Miller LM.
The eHealth enhanced chronic care model: a theory derivation
approach. Journal of Medical Internet Research 2015;17(4):e86.
Available at: https://doi.org/10.2196/jmir.4067. PMid:25842005;
PMCid:PMC4398883.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

The challenge of involving elderly patients in primary care using an electronic communication tool with their professionals: a mixed methods study 282

Bishop TF, Press MJ, Mendelsohn JL and Casalino LP.
Electronic communication improves access, but barriers to
its widespread adoption remain. Health Affairs (Millwood)
2013;32(8):1361-67. Available at: https://doi.org/10.1377/
hithaff.2012.1151. PMid:23918479; PMCid:PMC3817043.
Hassol A, Walker JM, Kidder D, Rokita K, Young D, Pierdon
S, et al. Patient experiences and attitudes about access to a
patient electronic health care record and linked web messag-
ing. Journal of the American Medical Informatics Association
2004;11(6):505-13. Available at: https://doi.org/10.1197/jamia.
M1593. PMid:15299001; PMCid:PMC524631.

Tang PC, Ash JS, Bates DW, Overhage JM and Sands DZ.
Personal health records: definitions, benefits, and strategies
for overcoming barriers to adoption. Journal of the American
Medical Informatics Association 2006;13(2):121-26. Available
at:  https://doi.org/10.1197/jamia.M2025.  PMid:16357345;
PMCid:PMC1447551.

de Jong CC, Ros WJ and Schrijvers G. The effects on health
behavior and health outcomes of internet-based asynchronous
communication between health providers and patients with
a chronic condition: a systematic review. Journal of Medical
Internet Research 2014;16(1):e19. Available at: https://doi.
org/10.2196/jmir.3000. PMid:24434570; PMCid:PMC3913926.
Jimison H, Gorman P, Woods S, Nygren P, Walker M, Norris S,
et al. Barriers and Drivers of Health Information Technology Use
for the Elderly, Chronically Ill, and Underserved. Rockville, MD:
Agency for Healthcare Research and Quality, 2008.

Fleming TM, de Beurs D, Khazaal Y, Gaggioli A, Riva G, Botella
C, etal. Maximizing the impact of e-therapy and serious Gaming:
time for a Paradigm shift. Frontiers in Psychiatry 2016;7:65.
Available at: https://doi.org/10.3389/fpsyt.2016.00065.

Robben SH, Huisjes M, van Achterberg T, Zuidema SU, Rikkert
MGO, Schers HJ, et al. Filling the gaps in a fragmented health
care system: development of the health and welfare informa-
tion portal (ZWIP). JMIR Research Protocols 2012;1(2):1-13.
doi:10.2196/resprot.1945. Available at: https://doi.org/10.2196/
resprot.1945. PMid:23611877; PMCid:PMC3626145.

Kreps GL and Neuhauser L. New directions in eHealth com-
munication: opportunities and challenges. Patient Education
Counselling 2010;78(3):329-36. Available at: https://doi.
org/10.1016/j.pec.2010.01.013. PMid:20202779.

Finkelstein J, Knight A, Marinopoulos S, Gibbons MC, Berger
Z, Aboumatar H, et al. Enabling patient-centered care through
health information technology. Evidence Report/Technology
Assessment No. 206. Rockville, MD: Agency for Healthcare
Research and Quality, 2012.

Bergsund E, Cvancarova M, Ekstedt M, Moore SM and Ruland
CM. How user characteristics affect use patterns in web-based ill-
ness management support for patients with breast and prostate
cancer. Journal of Medical Internet Research 2013;15(3):e34.
Available at: https://doi.org/10.2196/jmir.2285. PMid:23454601;
PMCid:PMC3636230.

Bergsund E, Cvancarova M, Moore SM, Ekstedt M and Ruland
CM. Comparing effects in regular practice of e-communica-
tion and web-based self-management support among breast

Journal of Innovation in Health Informatics Vol 24, No 3 (2017)

"yBuAdoo Aq paloalold 1sanb Aq TZ0z ‘g JaquIsAoN Uo Jwod fwg sairewoul//:dny wolj papeojumod ‘2T0Z AINC T U0 Z£6°SIyZAIYl9szyT 0T Se paysiiand 1Sy :wioju| a1ed yiesH rIAg


https://doi.org/10.1001/jama.288.19.2469
https://doi.org/10.1001/jama.288.19.2469
https://doi.org/10.2196/jmir.2356
https://doi.org/10.2196/jmir.2356
https://doi.org/10.1377/hlthaff.2012.1151
https://doi.org/10.1377/hlthaff.2012.1151
https://doi.org/10.1197/jamia.M1593
https://doi.org/10.1197/jamia.M1593
https://doi.org/10.2196/jmir.3000
https://doi.org/10.2196/jmir.3000
https://doi.org/10.2196/resprot.1945
https://doi.org/10.2196/resprot.1945
https://doi.org/10.1016/j.pec.2010.01.013
https://doi.org/10.1016/j.pec.2010.01.013
http://informatics.bmj.com/

23.

24,

25.

26.

27.

28.

29.

30.

31.

de Jong et al.

cancer patients: preliminary results from a randomized controlled
trial. Journal of Medical Internet Research 2014;16(12):e295.
Available at: https://doi.org/10.2196/jmir.3348. PMid:25525672;
PMCid:PMC4285721.

Bergsund E, Ruland CM, Moore S and Ekstedt M. Nurses’
experiences of using an interactive tailored patient assessment
tool one year past implementation. International Journal of
Medical Informatics 2014;83(7):e23—e34. Available at: https:/
doi.org/10.1016/j.ijmedinf.2013.10.010. PMid:24268722.

Varsi C, Ekstedt M, Gammon D, Borosund E and Ruland
CM. Middle managers’ experiences and role in implement-
ing an interactive tailored patient assessment eHealth inter-
vention in clinical practice. Computers, Informatics, Nursing
2015;33(6):249-57. Available at: https://doi.org/10.1097/
CIN.0000000000000158. PMid:25988851.

Ye J, Rust G, Fry-Johnson Y and Strothers H. E-mail in
patient—provider communication: a systematic review. Patient
Education Counselling 2010;80(2):266—73. Available at:
https://doi.org/10.1016/j.pec.2009.09.038. PMid:19914022;
PMCid:PMC4127895.

Boukus ER, Grossman JM and O’Malley AS. Physicians slow to
e-mail routinely with patients. In Practice 2010;14:65.5.
Hogerwaard W. www.congredi.org. 2015. Accessed 12
November 2015.

Cohen L and Manion L. Research Methods in Education.
London, UK: Routledge, 1994.

van Gemert-Pijnen JE, Nijland N, van Limburg M, Ossebaard
HC, Kelders SM, Eysenbach G, et al. A holistic framework to
improve the uptake and impact of eHealth technologies. Journal
of Medical Internet Research 2011;13(4):e111.

Rogers EM. Diffusion of Innovations. New York, NY: Simon and
Schuster, 2010.

Makai P, Perry M, Robben SH, Schers H, Heinen M, Olde
Rikkert MG, et al. Which frail older patients use online health
communities and why? A mixed methods process evaluation
of use of the Health and Welfare portal. Journal of Medical
Internet Research 2014;16(12):e278. Available at: https://doi.
0rg/10.2196/jmir.3609. PMid:25519769; PMCid:PMC4275472.

32.

33.

34.

35.

36.

37.

38.

39.

The challenge of involving elderly patients in primary care using an electronic communication tool with their professionals: a mixed methods study 283

Kraijo H, Brouwer W, de Leeuw R, Schrijvers G and van Exel J.
Coping with caring: profiles of caregiving by informal carers liv-
ing with a loved one who has dementia. Dementia 2012;11:113—
30. Available at: https://doi.org/10.1177/1471301211421261.
Maeder A, Poultney N, Morgan G and Lippiatt R. Patient com-
pliance in home-based self-care telehealth projects. Journal of
Telemedicine and Telecare 2015;21(8):439-42. Available at:
https://doi.org/10.1177/1357633X15612382. PMid:26556057.
Van Velsen L, Wentzel J and Van Gemert-Pijnen JE.
Designing eHealth that matters via a multidisciplinary require-
ments development approach. JMIR Research Protocols
2013;2(1):e21. Available at: https://doi.org/10.2196/res-
prot.2547. PMid:23796508; PMCid:PMC3815432.

Schaller S, Marinova-Schmidt V, Gobin J, Criegee-Rieck M,
Griebel L, Engel S, et al. Tailored e-Health services for the
dementia care setting: a pilot study of ‘eHealthMonitor’. BMC
Medical Informatics and Decision Making 2015;15. Available at:
https://doi.org/10.1186/s12911-015-0182-2.

Newhouse N, Lupianez-Villanueva F, Codagnone C and
Atherton H. Patient use of email for health care communication
purposes across 14 European countries: an analysis of users
according to demographic and health-related factors. Journal of
Medical Internet Research 2015;17(3):e58.

Brooks E, Turvey C and Augusterfer EF. Provider barriers to
telemental health: obstacles overcome, obstacles remaining.
Telemedicine and e-Health 2013;19(6):433-37. Available at:
https://doi.org/10.1089/tmj.2013.0068. PMid:23590176.

Lyles CR, Sarkar U, Ralston JD, Adler N, Schillinger D, Moffet
HH, et al. Patient-provider communication and trust in relation
to use of an online patient portal among diabetes patients: the
diabetes and aging study. Journal of the American Medical
Informatics Association 2013;20(6):1128-31.
https://doi.org/10.1136/amiajnl-2012-001567.
PMCid:PMC3822118.

Kuo A and Dang S. Secure messaging in electronic health

Available at:
PMid:23676243;

records and its impact on diabetes clinical outcomes: a
systematic review. Telemedicine Journal and e-Health

2016;22(9):769-77.

Journal of Innovation in Health Informatics Vol 24, No 3 (2017)

"yBuAdoo Aq paloalold 1sanb Aq TZ0z ‘g JaquIsAoN Uo Jwod fwg sairewoul//:dny wolj papeojumod ‘2T0Z AINC T U0 Z£6°SIyZAIYl9szyT 0T Se paysiiand 1Sy :wioju| a1ed yiesH rIAg


https://doi.org/10.1097/CIN.0000000000000158
https://doi.org/10.1097/CIN.0000000000000158
https://doi.org/10.2196/jmir.3609
https://doi.org/10.2196/jmir.3609
http://informatics.bmj.com/

