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Digital health support – a good thing, but not for me. Experiences
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ABSTRACT
There is an increased belief in the benefits of information and
communication technologies (ICT) in healthcare, but the perceived
benefits of ICT in family caregiver support need to be explored. This
qualitative interview study aimed to describe how family caregivers and
healthcare staff in COPD care experience ICT. The results showed that
both family caregivers and staff had limited interest in ICT and stated
that it might be better for a new generation but not for themselves.
Both groups preferred face-to-face meetings instead of contact via ICT.
Meeting the needs of an ageing population will require that health
services adopt new technologies. Still, the importance of eye contact
must not be underestimated, particularly when encountering fragile
patients and their spouses.
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Introduction

The use of information and communication technologies (ICT) continues to increase in society, but
not in all groups (Swedish Internet Foundation, 2018). About 5% of Swedish people never use the
internet, and, among all, 11% use the internet less than once a day. Of the people who never use
the internet, most are aged above 65 years, are to a larger extent women, have less income, and
more often live in rural areas, live alone, and are unemployed or on sick leave. This is similar to a
study in 17 European countries, where it was reported that an average of 49% of persons above
50 years had used the internet in the last seven days, with differences between the countries
(König et al., 2018) such that younger elderly, males, persons with higher education, and persons
with prior experience of technology were more likely to use the internet.

Patient information and education

Patients affected by chronic diseases need knowledge about their disease and what strategies they
might use in order to relieve as many symptoms as possible related to the consequences of the
disease. The recent GOLD executive summary recommends providing education to patients with
chronic obstructive pulmonary disease (COPD) (Vogelmeier et al., 2017), for example, about
smoking cessation, exercise, or breathing strategies (Stoilkova et al., 2013; Vogelmeier et al.,
2017). In contrast to patients affected by cancer, who have been found to gain benefits from
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computer- or internet-based interventions (Ryhänen et al., 2010; Salonen et al., 2014), the tools relat-
ing to education for patients affected by COPD are mostly printed materials (90.5%) and only a min-
ority include internet-based education (9.5%) (Stoilkova et al., 2013). Moreover, there is not enough
evidence to recommend ICT for the management of COPD (McCabe et al., 2017).

Skills in using ICT – eHealth literacy

A study in Iran of hospitalised patients’ use of ICT found that themost important sources of information
were patient education, searching health information, and physician contact, and that the factors that
affected the use of ICT were the patient’s IT skills, access to communication technology tools, and per-
ceived usefulness of the tool (Zare & Jebraeily, 2018). ICT as a way of supporting vulnerable patients’
self-care was explored in a review of the benefit of using electronic, mobile and telehealth tools for
vulnerable patients with chronic disease (Parker et al., 2018). It was found that most studies sought
to persuade vulnerable patients to believe that they could self-manage their conditions, but there
were none or limited interaction with the patients. The level of interest could be related to eHealth
literacy, which is defined as “the ability to seek out, find, evaluate and appraise, integrate, and
apply what is gained in electronic environments toward solving a health problem” (Norman &
Skinner, 2006, p. 1). A recent web-based survey in United States of patients affected by COPD
found that the patients reported moderate levels of eHealth literacy (Stellefson et al., 2018). Higher
eHealth literacy was associated with very severe COPD, lower lung-specific health-related quality of
life, and greater COPD knowledge. Family caregivers in Iran have been found to have a poor level
of eHealth literacy and those with higher eHealth literacy were found to have higher skills in obtaining
health and medical information from the internet (Soleimaninejad et al., 2019)

ICT for supporting relatives and family caregivers

Although most studies in ICT support are related to those directed at patients, there is some evi-
dence of ICT approaches directed at relatives of patients who are affected by various different dis-
eases and conditions, that is, relatives of patients who are affected by cancer (Leow & Chan, 2016;
Morris et al., 2018; Tang et al., 2014) and relatives of older people (Barbabella et al., 2016). Inter-
net-based support for family caregivers could be beneficial in that it could result in a sense of
inclusion and belonging (Newman et al., 2019), but no evaluated IT approaches for supporting rela-
tives of patients affected by COPD were found.

ICT and healthcare staff

ICT and eHealth interventions could benefit healthcare staff, however, there are a number of barriers
to performing their successful implementation. Workload is often reported as the biggest concern
among healthcare staff, as an eHealth intervention may disrupt current processes. It is also
common that healthcare staff report that undefined roles and change of work practice are potential
issues when implementing eHealth interventions (Granja et al., 2018). Healthcare staff often report
that they prefer face-to-face communication compared to eHealth interventions, and they also view
eHealth as impersonal. Personal preconceptions among healthcare staff about eHealth interventions
should also be considered as a potential barrier in the implementation process (Granja et al., 2018).

In summary, internet use is more limited in elderly patients and among those with lower edu-
cation. Furthermore, there is not enough evidence to recommend ICT in COPD management. The
difficulty in engaging patients in ICT could be due to poor eHealth literacy in both patients with
COPD and their family caregivers. This, together with healthcare staff’s hesitation to use it, could
be reasons for the limited literature about ICT support to COPD family caregivers. Thereby, there
are a number of issues that need further investigation in how family caregivers of patients
affected by COPD and healthcare staff in COPD care view ICT and eHealth interventions.
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Aim

The aim was to investigate how ICT and eHealth interventions in COPD care are experienced by
family caregivers and healthcare staff.

Methods

This study is a part of a large interview study concerning well-being in family caregivers of COPD
patients and their experiences and need for support and contact with healthcare staff. The main
study focused on the elements of well-being, burden, and communication experienced by the
family caregivers through qualitative interviews with semi-structured, open-ended questions
(Strang et al., 2018). To gain deeper insight about how communication and ICT were related, ques-
tions about IT, computer habits, and support via apps were posed at the end of each interview. The
opinions about digital support were gathered from two perspectives: the family caregivers, and
healthcare staff working with COPD patients.

Participants

Individuals with personal experience of living with a person affected by COPD (GOLD stage III–IV)
were recruited during October 2016–October 2018 in a multicultural catchment area in the south-
west of Sweden. Staff at three hospitals contacted eligible participants and handed them written
information about the study in either Swedish or, if not fluent in Swedish, their native language
(i.e. Finnish, Bosnian, Arabic, Spanish, or Turkish). A purposive maximum variation sampling strategy
was adopted, aiming to obtain a wide range of participants with regard to gender, age, country of
birth, and language (Patton, 1990). In total, 36 family caregivers (14 women and 22 men) agreed to
participate. Most of them cohabited with the patients, and were in their mid-sixties to mid-eighties,
with the exception of two adult daughters and two sons, one cousin, and one daughter-in-law, who
were in their mid-thirties to mid-forties. Furthermore, 17 healthcare staff from three of the hospitals
were interviewed about their opinions and experiences of digital support. All worked in pulmonary
clinical settings with COPD patients and had worked in healthcare for between 10 and 40 years (see
Table 1).

Measurement

Both focus group interviews and individual interviews with semi-structured questions were con-
ducted in order to elicit a multiplicity of interactions and to obtain a range of experiences. The inter-
views were conducted face-to-face at the hospitals, except for two interviews, which were
conducted by telephone. The interviews started with an open question about the participant’s inter-
est and experience of IT (i.e. smartphones, computer, websites, and applications concerning health-
care support, hereafter referred to as IT). Thereafter, additional questions were posed such as: “Could
you, please tell me more about it, would you like to have contact about healthcare matters through
IT?” The duration of the interview sessions varied between 20 and 70 minutes. At the end of each
interview, two final questions focused on internet-related topics. The interviews were audio-
recorded and transcribed verbatim.

Data analysis

The interviews were analysed with qualitative manifest and latent content analysis, focusing on simi-
larities and differences between parts of the texts and on the manifest and latent content (Krippen-
dorff, 2004). The analysis process was performed in several steps, in accordance with the steps
described by Graneheim and Lundman (2004). The interviews with relatives and the interviews
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with staff were analysed separately and constituted two domains. First, all the interview texts were
read several times to obtain a global sense of the entire set of material. Next, the data were divided
into meaning units and then condensed, whilst still preserving the core message, and then marked
with codes. The software application, Microsoft Excel, extended with sorting functions in Visual Basic,
was used in the coding process. Citations were highlighted to support the analysis. After a prelimi-
nary comparison and sorting of the codes, six themes and one superordinate main theme were
identified (Table 2). Discussions were held between all authors throughout the analysis, involving
a back-and-forth movement between the whole text and its parts.

According to Graneheim et al. (2017), trustworthiness in qualitative studies implies offering the
most probable interpretations and can be described using three concepts: credibility, that is, how
to find participants who have experiences of the phenomenon and how data and the analysis
address the intended aim; dependability, which deals with instability, the researchers’ pre-under-
standings, design-induced changes and also the challenge of deciding which codes and quotes
are to be included in a category. Finally, there is transferability, which refers to how the results
together with an accurate and rich description of the context of the study, could be transferred
to other groups or settings. Trustworthiness was ensured by an ongoing process of reflection on
these concepts.

Table 1. Characteristics of informal caregivers and healthcare staff.

Informal caregivers (n=36)

Age (yr)
35–45 6
45–65 7
65–85 23

Gender
Men 22
Women 14

Relation to the patient
Spouse/partner 30
Adult child 4
Daughter-in-law 1
Cousin 1

Employment
Retired 23
Working 11
Unemployed 2

Healthcare staff (n=17)
Gender
Men 2
Women 15

Occupation
Nurse 10
Physician 3
Allied health personnel: 4
Counsellor
Occupational therapist
Physiotherapist
Care coordinator

Work experience (yr) 10–40

Table 2. How ICT in COPD care is experienced by family caregivers and healthcare staff.

Main theme: A good thing, but not for me.

Family caregivers’ perspective Healthcare staff members’ perspective

Themes Lack of interest Slightly positive – in future
Complement – but not a replacement Probably good – but not for me
Face-to-face creates trust Face-to-face creates real meeting
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Ethics approval and informed consent

Each participant was provided with both written and oral information prior to the interviews. At the
start of each interview, the same information was repeated before participants signed an informed
consent form. Ethical approval for this study was obtained from the Regional Ethics Committee in
Gothenburg, Sweden (Dnr: 645-16).

Results

The result of this study showed that both family caregivers and the healthcare staff had very limited
interest in digital support and stated that it might be better for a new generation, but not for them-
selves and not now. They both preferred a face-to-face meeting instead of contact via web pages
and applications.

Family caregivers’ perspective

Lack of interest
More than half of the caregiver participants did not possess a computer or a smartphone, and they
were not familiar with apps or websites. The reason for this was that they felt too old and had no
interest in learning. Accordingly, they did not see the need for digital support because they did
not have a device and lacked knowledge and interest in computers.

I: Do you see any benefits of using apps?
P: No, no, not me. I have been a cleaner, and always managed without computers. I know that is the case

today, but it’s not for me (Woman, 73)

The support they asked for was to some extent provided by healthcare professionals, by home care,
or COPD Schools, that is, through contact persons within the healthcare profession. They stated that
ICT and eHealth interventions could not offer them personal contact and they did not see how digital
care could guide them to the appropriate service for assistance. The reasons they provided for not
using IT were that they perceived apps as impersonal, they did not want to write on phones, or press
“keys and buttons”; they wanted to meet real people. The participants were reluctant to use compu-
ters; one expressed it as being like: talking to a dead thing [computer]. I’m not against development,
but I think humans should be first. (Woman, 70)

One participant pointed out that web pages were not interactive and therefore they preferred
phone calls instead when needed. Another expressed a hope to learn more about computers, but
because her husband could not be left alone, this was impossible. Furthermore, some participants
considered that it was difficult to rely on the information online, as there was so much dishonesty
and false information.

Because we can find anything in the computer and you can lie and write anything. But I think we are honest
when we are face to face. I think that’s the only right thing. (Man, 69)

Another disadvantage with digital care identified by the caregiver participants was that the doctor
could miss opportunities to use their clinical eye if they did not meet the patient physically. For
example:

But still, the doctor misses too. How can patients meet a doctor in the app? Should patients film themselves? The
doctor cannot squeeze and smell via the computer. I do not know how it works. (Man, 88)

Complement – but not a replacement
Some believed that they already possessed the information and knowledge that they needed. If they
were interested in obtaining more, they could always use Google. For others, it was enough to be
provided with support and information from friends or family. Some caregiver participants had a
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generally positive view of IT, even though it was not applicable for themselves in their contact with
healthcare services. A few participants were familiar with computers and used Google, social media,
and computers at work. They felt that apps could be good for society at large, such as banking,
industry, and music. Even in healthcare, they could see the benefits of, for example, text messages,
transportation service apps, seeking healthcare assistance through the healthcare information web
service, and being able to read about COPD on the pages online. Some of them, who did not know
how to use the internet, could get help from their children. One of the family caregivers thought the
apps were helpful and hoped that her mother would have access to “education for older people
about the internet”. For another, the wife of a patient had benefited from ICT and eHealth interven-
tions for visually impaired people. Some thought digital support could be seen as a complement to
usual care, but not a replacement. A general thought was that it would be easier for children and
young people to adopt the new methods, but still, there were also concerns that much could be
missed.

Obviously, if there are people who cannot meet someone in person and approve IT appliances, then it’s certainly
okay. It may be good for the youngsters. Nevertheless, not for me! (Woman, 65)

Personal contact is superior
Most respondents felt that personal contact was far superior than contact through IT. An important
concern was to know who to turn to if they had questions and to know they were welcome as
relatives.

I am aware of that you cannot get rid of her illness but it’s important that I know who to turn to when she’s
getting bad. I usually call the nurse and it feels good and safe. (Man, 63)

In these contexts, the participants spoke of the importance of face-to-face and direct contact, as it
felt trustworthy and instilled confidence. Having face-to-face meetings with healthcare professionals
provided warmth and support. In addition, many stated that it was more pleasant and rewarding to
meet a nurse or doctor face-to-face, instead of being referred to IT.

But it is much easier to meet people. A computer can never replace it. No, no, no. Absolutely not. It’s not possible.
I’ve said that before too. It’s like we do not dare to communicate with each other eye to eye today. Not about
important matters. (Woman, 75)

The caregiver participants described how information can also be difficult to absorb when being
referred to IT. Obtaining verbal information from the healthcare staff was more valuable. Some
also had contact with family caregiver associations. Thereby, they were not only provided with ade-
quate information, but they could also gain access to each other and exchange experiences about
being family caregivers.

I: If the medical care ordered information via the internet – would you use it?
IP: No, but I attended twice a family meeting arranged by the nurse. I think it gave me a lot more. Then it will

be a personal meeting. It’s my cup of tea, to talk face to face. (Man, 70)

Healthcare staff members’ perspective

May be positive – in future
Among the staff, there was a generally positive attitude towards digital care. As an example, they
mentioned well-designed instructional films about COPD or COPD pages on Facebook, where
patients and relatives could converse with each other. They emphasised that digitisation is a
natural part of future care, but mainly for young people who are accustomed to using IT. A few
stressed the benefits of digital solutions due to the limited financial resources and lack of staff.
However, there was an expression that, while digitalisation was beneficial in general, it was not
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totally suitable just now. Some had started developing COPD information and making it available
online but the actual use of it was extremely limited.

P: This COPD web page is amazingly good, and they have also added a home care education for those people
who work there. So that’s really good.

I: Is it something you might use here?
I: P No, I have not used it so much here. It’s a bit behind the times here, you see. (Nurse, 50)

Might be good – but not here
Despite a positive attitude towards digital support in general, there were still many doubts about
digitisation among the staff. One common reason was simply a lack of interest in digitisation.
One healthcare staff participant expressed that they felt a sense of losing control when using IT.
Many of the staff knew that there was COPD training on the web, but they themselves did not
refer relatives or patients to these pages. Doubts about advocating digitisation were also due to
the fact that patients affected by COPD and their relatives were an older, more vulnerable, and
fragile group. Their patients did not have computer skills, could not speak the language, some
were illiterate, and it was difficult to give tips and advice via apps or the web. The healthcare staff
participants were weary of everything becoming more and more about technology and concerned
that personal contact, including body language, and the opportunity to mirror it, were being put
aside.

But then we cannot ignore the fact that many in our patient group have difficulties to manage IT. It has, of
course, to be appropriate for the person who will use it. These patients are a little bit older and they do not
cope with computers. We have a large foreign population here with the language barriers and other difficulties.
(Physician, 60)

There was also a fear that it will be too easy for a patient or a relative in the future to post a question
to the net-doctor, even about the simplest troubles, instead of relying on their own capacity or con-
sulting with family members as they had previously done.

The personal meeting is superior
The importance of the face-to-face meeting was emphasised by many nurses. As all people are
unique, it is important to be able to see the patient in front of them in order to give personal
advice. In a face-to-face meeting, the staff perceived that they have the opportunity to see the
patient’s body language and to mirror it, and to adapt the conversation to suit the individual
patient or relative. At these meetings, the staff are also able to respond to personal questions and
to observe their emotional wellbeing first-hand and thus adapt the conversation to that particular
person. A physical meeting creates more opportunity to instil security and peace. The meeting
itself is important. It has an inherent energy, which creates a connection, where patients and relatives
can ask their own questions, and where they can be recognised.

When a nurse has face-to face contact with families, the nurse can see the sadness in their eyes, and you get so
much in the meeting that you can never get in an app. A physical encounter can never be replaced by an app,
but it can be a good complement. (Nurse, 65)

Yeah, the relatives can ask their questions online, but when you meet them in a room, physically, it calms in a
special way – if it is something that is worrying or so on. (Nurse, 40)

The lack of interest in the digital applications by the staff became obvious when they spoke about
providing support to the relatives. The staff could feel it was rude to refer relatives or patients to an
impersonal website when they wanted to meet a staff member.

I: Do the relatives use online-instructions?
P: Well, that’s probably neither here nor there. But if I should start with myself: I want a personal meeting. I

can get angry at various establishments that refer me to different web pages. I want a living person to talk
to and the real meeting is when I have the patient in front of me. (Nurse, 55)
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The staff agreed that in order to succeed in getting patients and relatives to make use of the web
support, it was important to introduce it through personal contact in connection with a physical
meeting. These resources were about providing general information about such issues as the
illness, or exercise programmes, but the interactive opportunity was missing from these websites.

I: Do you use ICT and eHealth interventions for relatives?
P: No, I do not have experience of IT, except I may refer relatives and patients to the COPD web, if they want to

know more about the disease. They have not asked for such a thing, but I often use the “Online Healthcare
Guide”, but very few patients use it. (Paramedic, 45)

Discussion

The results from this study show that personal interaction is vital to the family caregivers and health-
care staff in COPD care. The results also show that both family caregivers and healthcare staff
acknowledged that ICT could have benefits, but with some reservations. The reservations were
related to the notion that ICT could be regarded as a complementary element of support for the rela-
tives, but not a substitute. Healthcare staff realised that ICT would be accessed more in the future
and might be more useful in other contexts. A previous study from the Netherlands has reported
patient concerns about ICT being used as a means of support (Mathijssen et al., 2018). For
example, ICT might replace face-to-face interactions with healthcare providers and thereby make
the care less personal. Similar findings have been reported in other studies from UK and Canada
(Currie et al., 2015; Steele Gray et al., 2014).

Our study showed that both family caregivers and healthcare staff emphasised and preferred
face-to-face meetings rather than using the internet. The caregiver participants wanted to be
seen in person instead of being referred to a smart phone app or a website. This finding is in line
with recent research that underlines the importance of being seen and the value of human eye
contact, whilst not being seen can cause negative consequences for the individual. Wirth et al.
(2010), in a study of undergraduate students in the United States, demonstrated the importance
of eye gaze, that is, being seen and recognised. Participants who received an averted eye gaze
instead of a direct eye gaze experienced being excluded and ignored (Wirth et al., 2010). Hietanen
et al. (2008) studied adults in Finland and found that eye contact and gaze aversion between two
persons even influences neural mechanism effects, but only when participants were facing a real
person, not when they were looking at a picture of a face. This shows that the face-to-face interaction
plays a vital role for patients and may relieve stress among their relatives. The studies above align
well with our results. The family caregivers wanted to talk to a real person, they wanted to be listened
to and be met in an empathic way, and to not be referred to a computer. This is also relevant to the
issue of staff having difficulties finding time to “care for” family caregivers and not acknowledging
them. It is important for the staff to acknowledge family caregivers when they encounter them, at
the very least by catching their gaze with a warm “hello, how do you do”.

Furthermore, we have to take into account that there is a large group of fragile elderly people,
who are not used to new ICT, who may risk exclusion from healthcare services as more and more
support is transferred to ICT and eHealth interventions (Swedish Internet Foundation, 2018). The
severity of symptoms and their duration also need to be factored in. For example, patients with
COPD, suffering from both death anxiety and fear of living due to the increasing heavy symptom
burden (Strang et al., 2014), cannot be supported solely by ICT. In contrast to malignant diseases,
which have a short deterioration phase, the deterioration associated with COPD will continue and
will affect patients’ and relatives’ lives for an extended period of time (Cruz et al., 2017). Relatives
of patients, who are dying from cancer, although they are living in the presence of death, can
often sense a new dimension in life due to the limited life expectancy (Melin-Johansson et al.,
2012). This is not the case for relatives of people affected by COPD, because both patients and
families have to live a restricted life for a very long time and need continuous support throughout
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the illness trajectory from staff, indicating that ICT might not be a suitable solution for relatives of
patients affected by COPD.

However, ICT and eHealth interventions in healthcare represent a phenomenon that has come to
stay. For example, personally controlled electronic health records have been found to be helpful in
keeping patients informed and updated, and promote self-management (Hanna et al., 2017);
symptom monitoring systems can help improve symptom relief (Oldenmenger et al., 2016). There-
fore, it is important that the staff should be familiar with them. They must, however, be given
sufficient time to reflect on, and to decide when to use ICT and eHealth interventions and when
to avoid them. There is growing evidence that people who benefit from ICT and eHealth interven-
tions get more social support, feel less lonely, and obtain more help to manage various health con-
ditions (Morris et al., 2014; Tates et al., 2017). These results are seen, for example, in diabetes care
(Greenwood et al., 2017), breast cancer care (Phillips et al., 2017), but especially for people with
an interest in technology within these groups (McCabe et al., 2017).

Workload is one of the most important barriers for staff in implementing eHealth solutions (Granja
et al., 2018). Adequate education is needed, including in the associated social and communication
skills, and ethical considerations of digitalisation in patient care (Konttila et al., 2019). ICT and
eHealth interventions can be useful for some groups, for example, young, well-educated patients,
but it is vital to proceed with caution when implementing ICT and eHealth interventions with
elderly and otherwise vulnerable groups of patients. One example from our study was that, on
those occasions when relatives had used ICT and eHealth interventions, the staff had been sitting
next to them and had introduced the web pages, that is, provided a face-to-face introduction. There-
after, the family caregiver could use the web pages at home. Crampton et al. (2016) have provided
more examples of how to improve health ICT in patient-clinician communication, for example, by
supporting the patient-clinician interaction rather than interfering with it, and by increasing infor-
mation sharing between patients and clinicians.

There are a number of factors affecting success or failure when designing and implementing
eHealth solutions. From the healthcare staff’s perspective, several factors are vital; for example,
determining whether the eHealth solution should be fitted into a pre-established workflow
(Granja et al., 2018). If an eHealth solution is fitted into an existing workflow, it is possible that
the healthcare staff only view it as a hurdle in their interaction with the patient. Instead different pos-
sibilities of using eHealth solutions could be considered, with the focus on re-designing the inter-
action between the patients and the healthcare staff.

As summarised in the review by Granja et al. (2018), the healthcare staff also see eHealth solutions
as something that can undermine personal contact with the patient and other healthcare staff. Some
patients and patient groups may need more or less face-to-face meetings with the healthcare staff,
therefore, designing eHealth solutions to tailor them for the most suitable patient groups may be a
way of increasing acceptance of such technological advancements among healthcare staff in the
future. To get healthcare staff involved in creating and implementing eHealth solutions, it is vital
that they see that eHealth solutions have a positive impact in clinical care. It is also important to
work with user-centred design to increase acceptance of eHealth solutions among both healthcare
staff and patients (Granja et al., 2018).

Meeting the needs of an ageing population will inevitably require that health services adopt new
technologies and adapt how support is provided. Future generations may be more accepting of
digital interactions, and internet or mobile applications might be a good solution. Still, we must not
undervalue the importance of eye contact and face-to-face meetings, particularly when encountering
fragile, older patients and their next-of-kin. Based on the findings from the present study, it could be
suggested that ICT should be a complement to face-to-face human interaction, not a substitute for it.
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