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Abstract

Background In the European Union (EU), informal caregivers provide 60% of all care. Informal caregiving
ranges from assistance with daily activities and provision of direct care to helping care recipients to
navigate within complex healthcare and social services systems. While recent caregiver surveys
document the impact of informal caregivers, systematic reviews show that they have unmet needs.
Because of the political desire to reduce the length of hospital stays, older patients are discharged from
the hospital ‘quicker and sicker’ than before. The transition between different levels of the healthcare
system and the period after hospital discharge is critical for elderly patients. Caregivers’ perspectives on
the quality of older patients’ care journeys between levels of the healthcare system may provide valuable
information for healthcare providers and policymakers. This study aims to explore older patient’s
informal caregivers’ views on healthcare quality in the hospital and in the first 30 days after
hospitalisation.

Method We used a phenomenological perspective to explore and describe informal caregivers’ subjective
experiences of providing care to older relatives. We conducted semi-structured individual interviews with
12 participants. The interviews were then transcribed and analysed thematically.

Results The analysis yielded the overarching theme ‘Relatives — a health service alliance — quality
creator’, which was divided into four main themes: ‘Fast in, fast out’, ‘Scant information’, ‘Disclaimer of
responsibility’ and ‘A struggle to secure professional care’. The healthcare system seemed to pay little
attention to ensuring mutual understandings between those involved in discharge, treatment and
coordination. The participants experienced that the healthcare providers’ main focus was on the patients’
diseases, although the health services are supposed to view patients holistically.

Conclusion Based on the information given by informal caregivers, health services must take into
account each person’s needs and preferences. To deliver quality healthcare, better coordination between
inter-professional care teams and the persons they serve is necessary. Health professionals must
strengthen the involvement of caregivers in transitions between care and healthcare. Future work should
evaluate targeted strategies for formal caregivers to cooperate, support and empower family members as
informal caregivers.

Background

In the EU, 60% of all care is provided by informal caregivers, that is, individuals who have a significant
personal relationship with and provide a broad range of unpaid assistance to an older person or an adult
with a chronic or disabling condition outside of a professional or formal framework [1]. The contribution
of these caregivers constitutes a great resource for society, and within the Organization for Economic Co-
operation and Development (OECD) countries, this care has been calculated to exceed the expenditure on
formal care [1, 2]. Informal caregiving ranges from assistance with daily activities and provision of direct
care to helping the care recipient to navigate within complex healthcare and social services systems [3].
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In general, informal caregiving is more intensive, complex and longer lasting than in the past, and
caregivers rarely receive adequate preparation for their role [3]. Caregiving for older adults occurs across
all the settings in which care is delivered and often involves interacting with numerous providers, back-
and-forth transitions between hospitals and home or rehabilitation facilities, moving to a senior residence
or assisted living facility, placement in a nursing home and, ultimately, end-of-life care. Transitions and
role changes, along with the health and functional status of the care recipient, affect the social, physical
and emotional health of the informal caregiver over time [4-7]. Recent caregiver surveys document this
marked impact of informal caregivers [8, 9], but systematic reviews of the international literature reveal
that informal caregivers have several continuously unmet needs [10, 11]. The quality of healthcare is of
great importance to informal caregivers as well as the older patients, and the quality of health services for
older people has an impact on the assistance needed from their caregivers.

The World Health Organisation (WHO) defines quality healthcare as care that is effective, efficient,
integrated, patient centred, equitable and safe [12]. Additionally, the degree to which healthcare quality
can be defined as acceptable is strongly dependent on service providers’ ability to meet the needs of the
users [13] and adapt to their expectations and perceptions. The patients’ interests do not always coincide
with those of their relatives [14], and family and informal caregivers may perceive the situation differently
than the patients [15]. For patient-centred and integrated care for older people to occur, healthcare policies
and plans must consider the needs of both the ageing populations and the individuals closest to the
patient [16].

The overt political aim of reducing the length of stays in somatic hospitals has been explicit in several
countries for years [17, 18]. As the average length of stay declines, elderly people are being discharged
from the hospital ‘quicker and sicker than before [19-21]. The transition between the healthcare system
and the period subsequent to hospital discharge is critical for elderly patients [22, 23]. Indeed,
readmissions within 30 days after hospital discharge, referred to as '30-day rehospitalisations’, are
frequent adverse outcomes for this population [24, 25] and have deleterious consequences, including loss
of autonomy, increased mortality [26, 27] and high socioeconomic costs [28, 29]. The role of informal
caregivers in the care of older patientsfollowing hospital discharge is described and recognised as
important but remains understudied [3]. Little research has been carried out on how informal caregivers
perceive the discharge of older family members from hospital to their own home and the first month after
hospitalisation [30]. The caregivers’ perspectives on the older patients’ care journeys between levels of the
healthcare system may therefore provide valuable information to guide quality improvements in health
services [31]. Thus, this study aims to explore older patient’s informal caregivers’ views on the quality of
health services in hospitals and the first 30 days after hospitalisation. Through the lens of healthcare
quality, we hope to provide useful information to reduce the gap between policy and healthcare for older
people. Furthermore, our paper might be of importance when tailoring education for informal caregivers
as well as for those providing health services for older patients. In addition, the study could add important
knowledge about how to facilitate informal caregivers’ participation in health services and provide a
broader understanding of older patients’ and caregivers’ current situation.
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Methods

This study was part of a larger project addressing cross-sectoral care transitions for older
patients from specialised hospital care to municipal health and care services, including the
first 30 days after discharge [32].

Design

The study used a qualitative inductive design, which involves starting with details from an
experience and moving to a more general picture of the phenomenon of interest [33]. We
used a phenomenological perspective to explore and describe informal caregivers’
subjective experiences of providing care to their older relatives [34]. The focus of this
perspective is to explore how people make sense of experiences and transform those
experiences into consciousness, both individually and as a shared meaning [35]. Thus, a
phenomenological perspective incorporates the perceptions and feelings of people
associated with what they experience, not merely the observations of the experience itself
[36]. The goals of this perspective are to summarise individual experiences and to provide
descriptions that include ‘what’ people experience and ‘how’ they experience it [35, 37, 38].
Rather than starting with a specific theory, patterns of meaning were developed inductively
through thematic analysis [34].

We sought to understand the complexity of the patients’ and informal caregivers’ situations
through the perspectives of the informal caregivers’ experiences and carried out individual
semi-structured interviews with open-ended questions to capture the way in which they
experienced the healthcare services delivered to older patients in hospital and 30 days after
discharge.

In addition, we followed the consolidated criteria for reporting qualitative studies (COREQ)
[39] (see the Supplementary File).

Setting and participants

In Norway, healthcare is mainly state funded and accessible to all inhabitants. Hospitals
are primarily responsible for acute and specialised healthcare services, and the primary
healthcare services in the municipalities provide healthcare suitable for early identification
and follow up of somatic and mental health issues [40]. Home care services in Norway are
administered by the municipality for people who require healthcare services for long or
short periods as a result of illness, impaired health, old age or other factors [41].

We recruited a purposive sample of participants [42] from the relatives of patients admitted
to an acute geriatric ward at a large hospital in Norway. Purposeful sampling means

Page 4/29



selecting individuals that are especially knowledgeable about or experienced with a
phenomenon of interest, which contributes to answering research questions [43].

Acute geriatric wards are defined as wards with an independent physical location and
structure that are run by a specialised multidisciplinary team with direct responsibility for
providing care for older people with acute medical disorders [44]. The inclusion criteria
were that the informal caregivers’ relatives had to be aged 80 years or above, living at
home prior to hospitalisation and were to be transferred to one of the following services:
short-term stay at a nursing home (intermediate care) or own home, with health services
provided by the municipality. Twelve informal caregivers agreed to participate and were
interviewed approximately 30 days after the patients had been discharged from the
hospital.

Characteristics of the participants and their relationship to the patient are provided in
Table 1. Participants ranged in age from 42 to 79 years old. The relationship to the patient
varied from sons and daughters to friends and neighbors (see Table 1).

=== Table 1 about here ===

Data collection

Data collection was carried out between September 2017 and March 2018. A semi-
structured interview guide with open-ended questions was developed. The questions were
based on established standards for quality in healthcare [12] (see Table 2). The interviews
were conducted with caregivers one on one approximately 30 days after the patient they
were caring for was discharged from the hospital. The interviews lasted from 30 to 105
minutes and were performed by the first author, who is an experienced physical therapist
with long experience working with elderly patients and their relatives. All interviews were
audiotaped and transcribed verbatim by a professional transcriber. Participants’ names
and other personal identifiers were removed from the transcripts.

Regarding the number of participants in qualitative studies, Creswell and Poth [42]
recommend between five and twenty-five interviews, while Morse [45] suggests at least six.
We aimed to recruit between 10 and 20 patients or to continue recruitment until we
reached data saturation [42] to ensure what Malterud et al. [46] describe as information
power.
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Table 2, Interview guide

1 | Could you please describe how you experience the patients’ situation right now?

Please describe the hospital stay as you experienced it.

2

3 | Please describe the discharge process as you experienced it.

4 | Please describe how you experienced the transfer between the hospital and the
healthcare services in the municipality.

5 | Please describe how you experienced the cooperation/coordination between the
personnel at the hospital and those in the healthcare services in municipality care.

6 | Please describe how you experienced the patients’ situation after discharge.

7 | Please describe whether the care professionals at the hospital and in the municipality
have included you in the healthcare process.

8 | Looking back, is there anything you think should have been done differently regarding
the healthcare the patient has received?

Data analysis

The interviews were audio recorded and transcribed verbatim. We analysed the data using
thematic analysis [47, 48], a method for identifying, analysing and reporting patterns in
qualitative data. Initially, all the authors read the transcribed material in an open way,
searching for meaning and patterns. To ensure consistency in the data analysis, we adopted
the six-phase approach described by Braun and Clarke [47]. This approach has been widely
used and accepted as robust across a wide range of disciplines, including human health
research [49]. To maximise trustworthiness and limit threats to validity, we employed the
criterion for ‘trustworthiness’ outlined by Lincoln and Guba (1985) [50]. We satisfied the
criterion of credibility through open-ended questioning, prolonged engagement with the
data and by providing a detailed description of the methods. We fulfilled the criterion of
transferability by presenting detailed and in-depth descriptive data by quoting the
participants. To satisfy the criterion of dependability, reiterative reading of the transcripts
by two of the authors (I. L. and A. B.) was performed to transform the ideas generated into
a set of codes to identify the interesting features of the data. These initial codes were then
categorised into potential themes. The themes were discussed and reviewed by all authors
to reflect on their relevance to the research questions [51]. All the authors who performed
the analysis were educated in the health fields of physiotherapy (two), nursing (one) or
nutrition (one) and have extensive research and/or clinical experience in the field of elder
healthcare. The themes were then refined to ensure that each was meaningful and clear but
distinct from other themes [52]. See Table 3 for an example of the coding strategy.

Table 3: Examples of the coding strategy

=== Table 3 about here ===
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Ethical considerations

The study was preapproved and registered by the Norwegian Center for Research Data
(No. 53110). The first author asked the older patients for the name of their informal
caregivers as well as for permission to contact and interview them about the patients’
situations. The participants were provided with verbal and written information outlining the
purpose of the study. We informed them that participation was voluntary and about their
right to withdraw from the study at any stage. We assured them that this would not affect
the patients’ current or future access to services. We obtained written and informed
consent from all participants and guaranteed their confidentiality.

Results

The analysis yielded four main themes, which are included in the overarching theme ‘Relatives—a health
service alliance—quality creator’. This overarching theme verified the importance and quality-contributing
role of caregivers as ‘knowledge keepers’ about patients, who activate health service resources to manage
the situation of the older patient. The caregivers indicated that the quality of the health service depends
on the tension between appropriateness and efficiency, the mutual exchange of information and
understanding as well as the relevant competence of the formal care providers in managing the
complexity of the older patients’ health services. The four main themes, along with selected quotations
from the interviews to illustrate the findings, are presented in the following four sections.

I: Fast in, fast out—the tension between appropriate and efficient
healthcare

The informal caregivers said that the hospital stays were characterised by treatment based on a
biomedical approach, with little focus on the patient’s preferences and the complex needs of older
patients. Furthermore, for short stays, very small or no changes in the older patients’ complex health
status were reported. Several of the informal caregivers experienced that the main concern for the health
services was to be efficient—in the sense of getting the patients examined and discharged as rapidly as
possible—in order to save money. The participants said that as caregivers they expected rapid discharge
based on the financial situation of the healthcare system. They understood the necessity to free up beds
but questioned whether the patient’s return to home happened without an assessment of whether it was
reasonable or safe for the patient. The caregivers indicated that the care were mostly satisfied with their
hospital stays. They explained their opinion of the discharge in this way:

When they had found nothing, or nothing they could explain medically, then I think it is pretty OK to decide
to discharge because they would rather make room for sick patients—someone who really needs it. They
had taken X-rays and examined the brain. (C2)

Nevertheless, several caregivers pointed out that the discharge occurred earlier than expected:
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When | talked with them at the hospital, we got good information about where she was or something like
that they had told me that she wasn't going home until they found out what it was, and that | thought
was absolutely amazing—I have never met a doctor in the hospital who has told me that they would find
out what mattered with the person before the person is sent home. Neither did my daughter, so | asked her
several times, ‘Have you heard correctly? Did they really say that?’ But they didn’t they sent her home
before she had been fully investigated... Of course, they may not find it out; of course, it can be acute;
perhaps something that will get better without intervention, but when it is the heart and they cannot
complete a cardiac examination, | think that is unsatisfactory. And then she was sent home ... They called
from the hospital and talked to me as her relative about it, so then | said, especially in response to home
nursing and home care, that clearly | cannot take responsibility, | have not recovered from having had
cancer. | am very worn out, so you have to fix it. She must have accommodation elsewhere, and transport
and everything you need to arrange. You cannot rely on relatives to handle this, and have no protests
about it, so they arranged a wheelchair taxi and mom came home at nine in the evening and the home
service carer arrived. She may have told you that. (C5)

Another caregiver stated that her grandmother’s care had essentially ended with the treatment that the
hospital could do, but she would need follow-up care from the district:

| do understand that when they can't do anything more based on their resources. It's not right to be in the
hospital. | understand that. The hospital has not sent her out too early in terms of what they could do
there; it is more that the district would rather just send her home and say that home nursing can come by.
| think the city district is more concerned about money and economy. (C23)

All the caregivers found that they had become the focus of biomedical approaches. One made the
following observation:

It's going to be like this: ‘Now we have arranged the pills, and the situation with the pills is OK and
stabilised, so now you can go home, because we must have your bed for someone else. (C6)

The caregivers stated that healthcare in the hospital was not tailored towards the individual person’s
needs, which is in fact essential for high-quality care and is increasingly recognised as being associated
with improved health. They experienced that the healthcare personnel did not practice holistic healthcare
that viewed the person behind the disease, considering that person’s perspective and treating him or her
as a unique individual. One caregiver missed the staff’s more focused action for the rehabilitation of his
mother:

There was no action, as | perceived it, to get her out of bed or to try to get her back on her feet and
enhance her functionality. It was kind of okay that she was in bed and just wanted to be there. | felt as if
nothing else was happening except that she was able to do what she wanted, in a way, and that was to
stay calm, by herself. (C9)

Another stated:
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Nothing has really changed from before she was in the hospital... the only difference now is that she gets
a little closer follow-up from the district and that they have become more attentive to her, in a way. First,
she was offered a stove guard, and then she was given this walking chair, which she is very pleased with.
So, it's really a big difference since she was in the hospital. She got to learn from a physiotherapist in the
hospital how to use it, so now she is very happy with it and can get out and go for a walk. She has
become a lot more mobile... it's really the best thing that has come out of her stay in hospital. (C8)

During the hospital stay and in the discharge process, the participants reported that the healthcare
personnel were constrained by systemic determinants that made it difficult for them to consider what
mattered to the patient or the informal caregiver:

We talked to the nurse who had responsibility for my mother and told her that she must not be dischargea
until she's better. Instead of having her for a week, if they only had her for a few days, then they might get
her back like that time and again. | said | think its a bit shameful that you send her out before she's better.
They seemed to listen to what | said, but | had the impression that those higher up in the system don’t
listen to that. (C1)

In cases where patients had difficulties coping with everyday life after discharge, they were transferred to
an intermediate care unit in the district. The informal caregivers had trouble understanding the purpose of
these stays. The participants described intermediate care units as follows:

...a waiting room with too few resources to be able to meet the need of the patients. (C6)

It [a short-term stay] is probably just a stopover to borrow some time. The staffing is too low. They don’t
have time to take care of every single patient. (C2)

The informal caregivers saw these units as a storage place for the patients until their health situation had
recovered to a necessary minimum for them to manage in their own homes. The informal caregivers did
not feel the needs of the patients were being addressed properly in the integrated care units. This caused
them to ask for more coordination between the different levels in the healthcare system:

In the transition there should have been something more. (C13)
All the caregivers described the hospital stay as pleasant and safe, as the following examples illustrate:

There was nothing to say about it. They were gentle, nice carers. The doctor came soon after the patient
arrived and examined her and talked to her, and, yes, they did that! (C2)

My mother (a former nurse), enjoyed being in hospital. She's pretty funny then, my mother. She liked her
stay in hospital well because there were so many nice people. She is very positive and ... really very social.
She is very outgoing, and she gets her energy by being social and talking to people. So, it happened that
people came in all the time and had to ask her about things, and there was even a doctor who took his
exam with her as a patient, so she thought this was a great thing. ... But then after five days, she wanted
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to go home. Then she thought it was nice to come home. Because it was quite tiring for her, in a way, to
relate to all these different people all the time. (C8)

ll: Scant information—the tension between short-term versus long-
term goals and openness versus closeness

Caregivers played a crucial role in providing information during patient hospital stays and after
discharge. Several of the participants mentioned information as a critical aspect of good quality in
healthcare. Many of them reported that insufficient information was given about the coordination within
the health service systems, which services the older patient would receive, when they would be received
and the persons that would be involved. They missed information by not asking for it, as they found it
difficult to know what to ask about. They found the situation complicated. The participants reported that
they had inadequate involvement in the planning of discharge and care. While some of the respondents
experienced satisfactory communication and information from the healthcare service, others reported
that scant information that left them with few possibilities to participate in or contribute to the process
with their knowledge:

The system is not self-explanatory and | didn't really know anything, what to ask for and so forth. They
should have given her better information. Relatives and patients need better information (C5).

They reported that the health services in the district were typically aware of the discharge from the
hospital, but plans for a satisfactory transfer and follow-up were not always in place. Family caregivers,
though valuable, were often not involvedbefore decisions were made, and the health workers did not
reflect on how their decisions affected the situations or might lead to extra stress for the informal carers:

There wasn't a network meeting, they just sent him straight home. We did not know who the nurse
contactwas, or who was his primary contact. Totally no information! Who should take care of him? It was
me, that was all. | was exhausted myself. (C11)

Most of the information the informal caregivers received came from the patient. Due to the patients’
impaired health condition, this information was sometimes perceived as inadequate and incomplete. In
such cases, the caregivers had to take responsibility for getting the necessary information to ensure a
secure follow-up of the patient after discharge. One participant emphasised the need to ensure that
relatives are better informed:

If we are not there to ask, we will not get any information. (C6)

When the informal caregivers lacked sufficient information and were left with unanswered questions, they
did not know who to contact:

Maybe I can call and talk to the client's office? But is it just to make contact? | don’t know, either; I've never
been in anything like that. (C3)
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The informal caregivers were usually not aware of which or whether any information had been
transferred from the hospital to the municipal health service, and this resulted in uncertainties and
worries:

I've been worried about that. In fact, | have not been sure about the communication between the hospital
and the home service—whether it has been any good. (C5)

In addition they did not know what help the patients could expect or what they were entitled to from the
primary care services:

We suddenly became uncertain whether we had to apply for home nursing and things like that. We were
given a stack of papers, so it seemed as if my mother and | had to apply, but then it turned out that this
was already in place, that she had rights and that things were arranged. But we had not brought it with
us. (C9)

The most successful transitions in our study occurred in cases in which an interdisciplinary team from
primary care offered health services to the patients following discharge. The participants reported that
these teams offered a process involving two or more health professionals with complementary
backgrounds and skills with a focus on assessing, planning or evaluating patient care. Moreover, the
participants indicated that the team involved them by informing them about the process. This health
service normally lasted for a couple of weeks. When home care took over responsibility for the care of the
patient, the informal caregivers found that the information ceased:

The multidisciplinary team was very good at contacting and assessing and informing, so | thought it
worked very well, but now we really hear nothing more when home nursing has taken over. (C9)

The relatives seemd to accept that the approach at the hospital was biomedically based, but they missed
the follow-up provided by the hospital staff after discharge, which was tailored to the needs of elderly
patients:

But exactly at discharge... we realised that the stay was going to end because they found nothing in a
way which they could explain, and we already know that patients may not be in the hospital if they are
not sick and need treatment... So then we realised that, then we asked: ‘What about stay or rehabilitation
in another department?’ ...because she has been to another department at the hospital before, at rehab. At
the hospital, there, she was treated really well. So, we wanted that. We were a little unsure of her condition,
how she was going to be when she got home and what responsibilities we were given, and the
neighborhood care and things like that. But then we really only got a message the day she was sent
home, that now she had been sent home. And then we were kind of thinking, What do we do now, then? It
was rather bad, but then we were told by the hospital that an multidisciplinary team would come from the
district to my aunt’s home. (C13)
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Ill: Disclaimer of responsibility—the gap between the hospital, the city
district and the intra-city district

The quality of the health services was viewed as a function of their ability and effort relative to contextual
impediments/barriers or facilitation. Planning activities for patient transfer or discharge were often
lacking, and caregivers were given little time to plan for providing assistance. After discharge, the
participants found that a disclaimer of responsibility appeared. It became unclear to them who was
responsible for the medical follow-up of the patient or who to contact if medical questions arose. This
was particularly evident in cases where the patients were waiting for further examinations or when they
had left the hospital with unresolved medical issues:

When she (my mother) had left the hospital, they signed out/opted out/resigned. On the one hand, the
patient is in a medically investigative phase, but in that medically investigative phase they sign out and
leave the responsibility to the primary health service to carry out examinations that she has actually
received from the hospital. I'm not sure who feels responsible for what. She is in a kind of middle layer or
interlayers that | find hard to imagine. (C5)

The responsibilities with regard to roles and coordination were perceived as unclear and not understood.
The caregivers suggested that the general practitioner (GP) could be an important representative for an
interdisciplinary team working in primary care, and one said that the informal caregivers should recognise
that the GP is responsible for working in partnership with other agencies and organisations to ensure that
the services provided are safe and of high quality:

As her GR he is the one who has the main responsibility, so it's rather interesting really how much he
keeps up with it. (C8)

However, the patients’ GP rarely had experience as part of the care collaboration team:

Me, | don't think the GP is so informed about things. She does her job and then finishes it, somehow.
There is no community. Everyone works on their own, | feel. (C6).

The caregivers sometimes found it challenging to get full attention, particularly from the GP:

| do not know how much the GP has been informed about her situation ...the home situation... that is, | do
not know. (C8)

As older patients’ healthcare needs become more complex, they often experience challenges with
managing them, and caregivers must play a major role especially, for example, for individuals with
hearing difficulties. One caregiver illustrated this issue:

Yes, | tend to be ... He hears badly, so | think it's okay, and I've been engaged for a long time. I've been with
Per to the doctor, because when the doctor asks, How's it going?’ he says he feels so good, but that's not
the case. So it's rather important that I'm with him. He doesn’t really care that much. To tell the truth, |
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think he is tired of life. It works like that. He has been a very serious man, been high up in the lodge... He
has given up. | don't think he experiences joy anymore and does not care... (C3)

The relatives feel that the responsibility to ensure proper healthcare rests on their shoulders:

As family members, we feel that you should follow her up even more closely, but then it should somehow
fit into everyday life and everything else you should try to do as well. (C13)

Yes, it would have been very nice to know something of how they look at her and how they evaluate this
situation. You get a little prick of conscience, that you should follow her even more closely, but then it will
somehow collapse into everyday life and everything else you should try to do too also collapses. (C9)

IVA: A struggle to secure professional care—the tension between
competence and incompetence

Relatives did not think that the hospital is not suitable for old people, and due to the lack of sufficient
information and collaboration between the services, informal caregivers indicated that the health services
left them alone with minimal help. Some of them even felt forced to be the primary care coordinator for
the patient. Furthermore, the caregivers realised that caring for the health of older patients requires a
holistic approach in order to meet their complex needs.

One caregiver did not believe that hospitalisation contributes to better health:

Well, I've noticed that when she'’s been at the hospital and short time stay at the intermediate care unit,
she's been lying down, and that's the worst thing that can happen. So, | am really saying that she should
rather not go to hospital or KAD, to put it that way, but | do not know where | should have sent her to do
something positive about it. She becomes passive, and the situation around her is passive. Some sort of
criticism of the hospital and KAD is there, but | realised that the system is different, so | understood that
they did not have time to do what | wanted them to do. (C16)

Improved communication between caregivers and healthcare providers as well as between healthcare
providers themselves is necessary to facilitate coordination of care and facilitate recovery. One caregiver
expressed this sentiment:

Everyone works on their own ... and then | have to get information from everyone myself if | want to be
100 per cent updated. That means I have to join in and ask all the way. It becomes my responsibility to
take responsibility for her having a good life in a way that | must take responsibility for all those
agencies. So, | wish we could have a contact person, | think so. (C6)

On top of this, the participants found that the visits from the health personnel in the primary care system
were short and quick, with no time for anything other than the most important medical check on the
elderly patient:
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They don't have that many minutes, because everything is controlled by the clock. (C11)

Most of the caregivers mentioned short visits. This resulted in little time for conversation or discussing
what is important for the patient in the situation they are in now:

Those who come here, will stay for about 4 minutes. ‘What time do you have?’ After all, | have heard that
they have minutes available for every client, patient or what do you call it. (C13)

| realised the decision from the district said that she was granted home nursing or home care twice a day.
And then they have stipulated it to be so and so many hours a week, and by doing a quick calculation, it
means that there is only about 8—10 minutes for each visit. (C9)

This made the informal caregivers ask for a more 'professional’ (C11) service so their loved ones could be
greeted with dignity and a ‘hello, how are you today?’(C13, C11, C1). Several of the caregivers also
reported a broad use of temporary workers and personnel without medical education. This made them
question the quality of the services:

Everyone who has been here is unskilled. | think it should be a quality service; that is important.
Everything you do should be quality. Many of those who have been here, they know nothing. They can't
speak Norwegian at all, and they must! They must raise their competence in this profession. (C11)

Due to the short visits from the healthcare personnel and a service that focused on diagnosis rather than
on listening to the patients’ concerns or addressing their need for practical assistance or social
participation, the informal caregivers were left to help the patients with practical tasks:

| try to come at least three times a week, maybe sometimes more. And then | drive her to the dentist and
hairdresser, and all that stuff, that’s what | do. While my brother, he copes with the clothes, thankfully. (C1)

| take responsibility for him pretty much. | wash clothes, I do everything and shop and everything that is.
Going to the pharmacy, following him all the way. (C11)

The caregivers indicated that the patients have trouble expressing their needs and preferences with
regard to the services. They felt that the patients preferred for the informal caregivers to help them meet
their needs indeed:

She trusts me to take care of her, because she is used to doing that. (C6)
She wants to have me there as often as possible. (C1)

Another caregiver found there were challenges in her collaboration on personal healthcare preferences.
The collaboration did not take place on the caregiver's premises, and the representative managing
intermediate care phoned her, and they had the following conversation:

‘Can you come to a meeting at two o’clock tomorrow?’
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‘Yes, but it's in the middle of working hours.’

‘Yes, but it is very important for your grandmother; so...”
‘Yes, of course, but it’s like that...”

There is no such thing as ‘When can you fit it in?’

It was like: You have to come when it suits us. The district does not seem to be on our side, which is very
frustrating. You have to try to explain your problems to them, and you almost have to exaggerate to get
through to them. They just deny the issues you raise, and it is tiresome and difficult to have to deal with
them. (C23)

Discussion

The aim of this study was to explore informal caregivers’ views on the quality of health services offered
to their older relatives in the hospital and in the first 30 days following discharge. Our findings show that
the informal caregivers face many challenges during this period. They reported that the healthcare
system seemed to pay little attention to the mutual understanding of those involved in discharge,
treatment and coordination. The participants experienced that the healthcare providers’ main focus was
on the patients’ diseases, even though the services are supposed to view patients holistically, taking into
consideration their values, needs, social circumstances and functional abilities. The caregivers asked for
more responsiveness to each patient’s needs and preferences as well as opportunities for patients and
carers to engage in the care processes. They indicated that stays in the hospital were short due to
financial considerations. After discharge, the participants reported receiving insufficient information
about the patients’ health condition, too little information about the organisation of the services in
primary care and scant information about where to turn if they had questions concerning the patients’
health and care. They questioned who was responsible for the medical follow-up of the elderly patients,
and they stated that they were left alone by the health services with the responsibility for practical tasks
and securing necessary and sufficient care for the patient. Our findings indicate that the practice of
engaging patients and their families in day-to-day care was not systematically incorporated into the
routines of the health services. Accordingly, the engagement of older adults and their caregivers in care
and care planning is essential to enhance patient and informal caregiver outcomes in transitional care
[53].

The WHO recognises good quality healthcare by its effectiveness and efficiency [12]. Abu-Rish et al. [54]
stated that effective delivery of healthcare is interdependent within and between professional care teams
and the persons they serve, which does not seem to be the way our informants have always experienced
it. As described by ‘Fast in, fast out—the tension between appropriate versus efficient healthcare, our
informants reported some negative consequences of the policy of moving significant portions of
healthcare from specialist care to primary care in many Western countries in an effort to ensure efficient
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services and the optimal use of healthcare resources [55-57]. The result of this policy is decreased
hospitalisation time in all OECD countries [58].

Our findings have shown that translating policy into action is challenging. Rapid hospital discharge leads
to difficulties for the elderly patients themselves, but also, as our participants indicated, for the informal
caregivers. As the average length of stay declines, elderly people are discharged from the hospital ‘quicker
and sicker’ than before [19, 21], which has implications for the informal caregivers in the current study.
Our informants found that healthcare providers have less time to coordinate services across settings and
to prepare the patients for the home situation [59], and this leads to informal caregivers receiving limited
information about the patients’ health and care after discharge. They did not know whom to ask or who
was responsible for the medical follow-up of the patient. Quality healthcare means providing care that is
integrated and coordinated across levels [12], and poor communication and suboptimal care coordination
[60] across care settings result in more frequent hospital readmissions and poor quality outcomes [61].
The participants found that the lack of information made the follow-up of the patients after discharge
challenging. Not only did they themselves lack information about the patients’ health status and services,
but they also experienced an insufficient flow of information between the different levels in the healthcare
system and between different primary care services. Furthermore, they questioned the lack of focus on
the patients’ preferences and needs. Finset [62] suggested a narrative approach in clinical
communication, actively listening to the patient’s story rather than simply asking questions, to
understand the sometimes-hidden meanings and to be sensitive to the patients’ cues in order to facilitate
the expression of underlying emotions. Underlying emotions were reported by several caregivers, and they
were presented in the story of Per as a patient ‘tired of life¢' who had ‘given up’. McCormack and Skatvedt
[63] found that family caregivers expressed their need to be seen, respected and acknowledged, but their
and our findings indicated that this was far from the reality. The informants had been given a disclaimer
of responsibility and were not able to grasp the organisation of the services. This made it hard for them
to understand the health services’ role and what responsibility they as informal caregivers were expected
to take. This corresponds well with research that reveals that older patients and their caregivers often do
not feel involved in their own rehabilitation process [64, 65], and further, that staff require education and
training to ensure patient participation in a way that empowers the patients [66].

As we have already mentioned, the WHO defines healthcare quality as care that is patient centred,
equitable and safe [12]. Person-centred practices depend on a ‘meeting of equals’ in a space that respects
the beliefs, values and perspectives of all those involved in care decisions through open and honest
communication. To achieve this, the professionals need to develop communication skills that enable
them to engage in courageous conversations so that they can get to the heart of what is important to the
persons involved [67]. Our participants felt that their preferences and those of other patients’ were neither
asked for nor met.

Informal caregivers are essential in contributing to the care of elderly patients [68]. Nevertheless, and in
line with our findings, studies have shown that older persons and their families lack participation in
healthcare and care planning [66]. According to our results, there seems to be too little focus on including
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the informal caregivers in the information flow that goes between levels of the healthcare system when
patients are being transferred as well as on supporting caregivers’ participation. Information flow is
crucial to ensuring integrated care [69]. For this group of patients, the quality of healthcare services
depends greatly on good planning [60, 70], and the process must include effective collaboration and
communication between patients, their informal caregivers/next of kin and health professionals [23, 55].
Despite a focus in recent years on improving the coordination of care across care settings, our findings
show that, to secure quality healthcare for elderly patients, more and better information must be given to
informal caregivers in this process.

A lack of time was an issue we heard from our participants repeatedly, and time constraints and
competing priorities are well-established barriers. The informal caregivers reported that the hospital
services were concerned with examining the patients, diagnosing them and returning them back home as
rapidly as possible. Despite decades of attention to the principles of activating, empowering and
engaging the patients in their own healthcare [13, 71-73] as part of securing patient-centredness as a
cornerstone of healthcare service quality [72, 74], the informal caregivers reported a health service that
did not appear to be responsive to the patients’ or the informal caregivers’ preferences or needs. Instead,
the informal caregivers we interviewed found the health services in the municipality to be focused on
short visits from healthcare personnel and the delivery of health services rather than helping with
practical tasks. This focus on medical tasks can lead to the neglect of patients’ actual needs, where the
medical follow-up is seen as an intrinsic good in itself rather than as a means to help individuals achieve
goals that are important to them [75]. This is in line with the informants’ experiences; few reported being
asked about the patients’ goals or what mattered to them or the patients. This failure to honor the
patients’ goals can result in the overuse of disease-focused treatments at the end of life [75], and it
illustrates services without a patient-centred focus.

To fulfil the tasks of healthcare, there must be collaboration between public services and relevant actors,
such as volunteers, neighbors and relatives [76]. When assessing the health needs of older persons, it is
important to consider not only the specific diseases they may be experiencing but also how these interact
and affect their functioning in daily life [16]. The participants in our study described how, when the health
service was unable to assist the patients for organisational and systemic reasons, they helped with
practical needs. This is consistent with other studies showing that informal caregivers take responsibility
for a wide range of different tasks [77]. In addition to these practical tasks, the participants indicated that
they felt responsible for the patients’ security and for coordinating the services. The concept ‘burden of
care has been discussed and acknowledged for years [78]. However, when the services leave it to the
informal caregivers to secure and coordinate the health services for elderly patients, the impact on quality
of care must be considered, with particular attention to the different competencies of the informal
caregivers taking this responsibility. The informal caregivers stated that they, in many cases, felt
responsible for securing the quality of the healthcare provided to the elderly patients. Without substantial
improvements in home care services for older people, older people may often fail to receive the quality
care they need [55]. Welfare states have been described as having guiding principles such as equity and

equality [79]. These are also essential aspects of quality of care according to WHO [12]. As health
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services are increasingly transferring responsibility for the services to informal caregivers, who have
variable resources and competences, we must ask ourselves whether the principles of quality care and
the welfare state are at risk.

Conclusion

Our findings indicate that informal caregivers are aware of the importance of engaging in the healthcare
of elderly patients to ensure a high quality of health services in the hospital and during the critical 30-day
period after discharge. To ensure good quality, our findings suggest that health services must take into
account each person’s habits, needs and preferences. For more effective delivery of healthcare, the
interdependence within and between interprofessional care teams and the persons they serve needs to be
better coordinated. Greater efforts are needed by health professionals to strengthen the involvement of
caregivers in management during transitions of care and follow-up healthcare after discharge, through
designated family meetings, clinical bedside handovers, ward rounds and admission and discharge
consultations. Future work is needed to evaluate targeted strategies relating to family members’
contributions to managing healthcare transitions and follow-ups after discharge, with outcomes directed
towards families’ understanding of these changes and their input in preventing and identifying treatment-
related problems. Greater attention should be placed on enabling shared decision-making during planned
communication encounters involving caregivers, bedside handovers, ward rounds and admission and
discharge consultations.

Strategies to develop cultures and structures that facilitate informal caregivers’ and older patients’
participation in their own care are necessary to achieve a high standard of healthcare for older patients
during their hospital stays and in the 30-day period after discharge. Future studies should focus on how
to implement strategies to develop the healthcare professionals’ interpersonal skills and communication
with the patients and their family caregivers to ensure a more user-friendly process.
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Table 1- Participants

No Relation to patient | Age | Patient Patient diagnosis Patient life situation
C1 Daughter 63 95 years old | Pyelonephritis Living alone
Woman Sepsis
Dehydration
Kidney failure
Hypertension
Hypoalbuminemia
Malnutrition
Cc2 Daughter 67 90 years old | Acute cystitis Living alone
Woman E. coliinfection
Orthostatic hypotension
Hypertension
Contusion lower back
Anxiety
Constipation
C3 Sister 71 88 years old | Pneumonia Living with sick husband
Woman Aortic stenosis
Hypertension
Folic acid deficiency
C5 Daughter 65 96 years old | Heart failure Living alone
Woman Hypertension
C6 Grand daughter 52 95 years old | Heart failure Living alone
Woman Cognitive failure
Biological aortic valve
Malnutrition
c8 Daughter 62 96 years old | Aortic stenosis Living alone
Woman Orthostatic hypotension
Pulmonary hypertension
c9 Son 65 97 years old | Orthostatic hypotension Living alone
Woman Concussion
Rib fracture
C11 | Wife 75 82 years old | Nonspecific jaw disease Living with his wife (C11)
Man Acute kidney failure
Magnesium deficiency
Anemia
Ulcerative colitis
C13 | Niece 63 91 years old | Chronic atrial fibrillation Living alone
Woman Stokes—Adams syndrome
Vitamin D deficiency
C15 | Daughter 62 86 years old | Acute tubulointerstitial nephritis Living alone
Woman Drop foot

Kidney stones

Degeneration of macula and posterior pole
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C16 | Neighbor 79 89 years old | Syncope and collapse Living alone
Woman Acute cystitis
Orthostatic hypotension
P23 | Grand daughter 42 96 years old | Pneumonia Living alone
Woman Unspecified pelvic and abdominal pain

Obstipation
Acute heart attack

Atrial fibrillation and atrial flutter
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Table 3 Examples of the coding strategy

Unit meanings Initial codes | Themes
When I talked with them at the hospital, we got good Discharge Fastin,
information about where she was or something like that; they fast OUt,_

, . . the tension
had told me that she wasn't going home until they found out Information between
what it was, and that I thought was absolutely amazing - I have appropriate
never met a doctor in the hospital who has told me that they versus
would find out what mattered with the person before the person | '2gnostication efficient

Expectation healthcare

is sent home. Neither did my daughter, so I asked her several
times, "Have you heard correctly? Did they really say that?' But
they didn't, they sent her home before she had been fully
investigated... Of course, they may not find it out; of course, it
can be acute; perhaps something that will get better without
intervention,; but when it is the heart and they cannot complete a
cardiac examination, I think that is unsatisfactory. And then she
was sent home ... They called from the hospital and talked to me
as her relative about it, so then I said, especially in response to
home nursing and home care, that clearly I cannot take
responsibility, I have not recovered from having had cancer, I
am very worn out, so you have to fix it. She must have
accommodation elsewhere, and transport and everything you
need to arrange. You cannot rely on relatives to handle this, and
have no protests about it, so they arranged a wheelchair taxi
and mom came home at nine in the evening and the home
service carer arrived. She may have told you that.
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Blurred
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