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ABSTRACT

Objectives Informal caregivers of patients with chronic
obstructive pulmonary disease (COPD) experience a
heavy caregiver burden, but few studies have explored
what support they need. The aim of this study was to
describe perceptions of healthcare support to informal
caregivers, both from the family caregiver’s and the staff’s
perspective.

Design A qualitative interview study involving semi-
structured interviews and analysed with content analysis.
Participants In total, 54 participated: 36 informal
caregivers of patients with severe (stage 3—4) COPD and
17 healthcare staff.

Results Two main themes emerged from the analysis: (1)
Ambiguity impedes provision of support. Both caregivers
and staff experienced ambiguity. The informal caregivers
needed emotional, practical and informational support
but talked about unclear expectations, while the staff
described an uncertainty about their duties regarding the
families. There were no routines to unburden the families.
Moreover, language and cultural barriers hampered their
efforts. (2) Knowledgeable and perceptive communication
is key to support. Both caregivers and staff described
positive experiences of dialogue. The dialogue may
facilitate means to caregiver support and was a support
in itself.

Conclusions Our findings suggest that strategies and
routines for caregiver support, including communication
skills among the staff, should be developed, to move
toward the family perspective advocated in palliative- and
nursing family care.

INTRODUCTION

Chronic obstructive pulmonary disease
(COPD) is a life changing disease associated
with heavy symptom burden.' * As well as
affecting the COPD patient, it also has a vast
impact on families who live with and care for
COPD patients.” For example, Mi et al found
that high patient fatigue was significantly
associated with anxiety and depression in
informal caregivers.*

Strengths and limitations of this study

» The sampling strategy with a large enough and var-
ied sample allowed a comparison of both caregiv-
ers’ and professionals’ experiences.

» Collecting information through two methods was a
way to capture sensitive, personal matters (inter-
views), as well as group dynamics (focus groups).

» Involving four different interviewers with different
backgrounds reduced the risk for interviewer bias.

» A possible limitation is the difficulty to transfer the
results beyond the context of Swedish hospitals.

Previous studies have confirmed that
informal caregivers face a complex situation
characterised by stress, worries and power-
lessness. They experience increasing physical
and emotional burden, and can feel forced
into a restricted life, because they have to
be constantly attentive.”™ Caring for people
with advanced COPD, report higher subjec-
tive burden, negative impact on relational
dynamics and identity, increasing illness,
more depression, than those caring for rela-
tives with early COPD.® Caregiver depression,
a sense of lack of future, uncertainty and
anxiety are also found in other severe condi-
tions."" !

Palliative care has had a long tradition of
involving the patients’ families in the care,
although to date, the research focus has been
largely on cancer patients and their families.
In all palliative care settings, including severe
COPD, the family can be seen as a ‘unit of
care’—a cornerstone of palliative care,
according to the current WHO definition."
The spouse and/or other close relatives can
be profoundly affected by living with a family
member with COPD. However, in contrast to
cancer, patients with advanced COPD are not
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always regarded as a self-evident target group for palli-
ative care. This means that family support is not always
regarded as an obvious part of the general care.! There
are also practical hindrances as support with activities
of daily living is provided by the Swedish municipali-
ties, whereas healthcare is a responsibility of the county
councils. According to the National Board of Health
and Welfare, the cooperation and coordination between
municipalities and county councils is suboptimal and,
moreover, they have even separate law regulations ."*

In order to improve quality of care and families’ satis-
faction with the healthcare service,'* it is important that
they know what kind of help and support to expect from
healthcare.

Today, there is a gap in knowledge between the informal
caregivers’ awareness about available support, and the
actual support offered. It is also unclear whether informal
caregivers and healthcare staff have similar views on care-
giving support.'”'®

In this study, our understanding of ‘caregiving support’
means both to provide emotional, practical and educa-
tional support to the caregivers to help them in their
current situation of caring for a chronically ill rela-
tive, and when needed, to refer to suitable healthcare
interventions.

AIMS

Therefore, the aim of this study was to describe percep-
tions of caregiving support from healthcare to informal
caregivers of patients with COPD from two perspectives:
(1) the family caregiver’s perspective and (2) the perspec-
tive of healthcare staff.

MATERIAL AND METHODS

A qualitative interview study with semi-structured, open-
ended interview questions was performed to gain deeper
insightinto the phenomenon of support given to informal
caregivers of patients with COPD and how the informal
caregivers and healthcare professionals perceived the
support. Interviews were conducted with both informal
caregivers and healthcare staff working with patients with
COPD. The methodology was qualitative content analysis,
which offers flexibility to analysing different types of data
and different depth of interpretation.'” In the research
group were two highly experienced researchers (SS and
PS) in conducting qualitative research with more than
20 years of experience in the field, two nurses (JF and
AR) who provided a clinical perspective and another
researcher experienced in qualitative research, but with
a different background (mental health rehabilitation).
The variation of experience and pre-understanding was
viewed important to enrich the analytic discussions and to
challenge interpretations by different perspectives. The
Standards for Reporting Qualitative Research guidelines
were used."®

The study started with five focus group (FG) sessions
with the informal caregivers. FG interviews were chosen
in order to elicit a multiplicity of views, interactions and
emotional processes among the informal caregivers and
obtain a range of experiences .'Y However, it appeared
that the discussions in the FGs became partly superficial
although two of the least information-rich groups were
re-interviewed to gain deeper insights and encourage
deeper reflection. Still, some participants felt uncomfort-
able to talk freely in a group about difficulties in caring
for their loved ones. Therefore, individual interviews (II)
were performed as well. In these interviews, the partici-
pants shared their emotions and thoughts more openly.

PATIENT AND PUBLIC INVOLVEMENT

Patients and public were not involved in the development
and design of the study. Instead, the research questions
and design were based on clinical experience and on a
literature review.

PARTICIPANTS

Individuals (spouses, cohabitants or grown-up children
living elsewhere) with personal experience of caring for
a person with COPD (GOLD stage III-IV) were recruited
during October 2016-February 2018 in a multicultural
catchment area in southwest of Sweden. Three hospitals
were involved in the study. They had specialised pulmo-
nary clinics for patients with COPD, focusing on out-pa-
tient, team-based, mainly non-palliative care. Staff from
the clinics contacted eligible participants and handed
them information about the study in either Swedish or,
if not fluent in Swedish, their native language. Purpo-
sive maximum variation sampling was aimed at with
regard to participant gender and age country of birth,
and language.” In total, 36 informal caregivers and 17
healthcare staff were recruited (for details, please see the
Results section).

The interviews were performed at the hospitals except
for three interviews that were conducted by telephone. A
senior researcher (SS) performed some of the interviews
and trained the less experienced co-workers. During the
interviews, the interviewer used follow-up questions. She
mirrored back her impression of what the participant
had described, so that the participant could confirm,
disconfirm or elaborate on the subject. This questioning
of meaning and continual checking of the information
obtained, was a way to validate the findings in dialogue
with the participants.*’The duration of the interviews
was 20-70 min and the interviews consisted of semi-struc-
tured questions, with a possibility to follow-up questions
(mainly open-ended or, in a few cases, close-ended ques-
tions). Interviews were audio-recorded and transcribed
verbatim.

The number of participants was not pre-defined but
determined based on ‘saturation’, that is, a sense of
closure that occurs when data collection ceases to provide
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substantial new information and when thematic patterns
in the data become evident.”” During the interviews, satu-
ration was achieved after 30 caregiver interviews and 15
staff interviews. To accomplish maximum variation, inter-
views were carried on with further informants to ensure
that no new aspects emerged which was not the case.

Data analysis
The interviews were analysed with qualitative content anal-
ysis focusing on similarities and differences between parts
of the texts and on the manifest and latent content.”” The
analysis process followed the steps described by Grane-
heim and Lundman .'” Data from both individual and FG
interviews were used, as they provided complementary
information. The analysis was based on both, as the FGs
and the II provided additional information. In one sense,
IT were deeper. However, the context of a FG discussion
encouraged the participants to raise aspects that they
maybe would not have reflected on, in the absence of the
group dynamics. First, all the interview texts were read
several times to get a sense of the whole. Next, data were
divided into meaning units and then condensed and
coded independently by three researchers (SS, LD, JF)
The computer software Microsoft Excel, extended with
sorting functions in Visual Basic for sorting functions, was
used in the coding process. After comparing and prelim-
inarily sorting the codes, two themes and four subthemes
were identified (SS, LD, PS). Discussions were held
between all authors throughout the analysis, involving
a back and forth movement between the whole text and
its parts. In this way, we tried to safe-guard the analyses.
A dialogical intersubjectivity was aimed at, meaning
that the authors analysed relevant interview segments
separately and compared their findings. In case of any
discrepancies, these were discussed, revised and validated
in discussion with the other author.”’ This was done by
supplementing and contesting each other’s readings as
a part of the reflexivity process. Finally, common descrip-
tions were formulated. An example of the data analysis is
shown in table 1.

According to Graneheim et al** trustworthiness in
qualitative studies implies offering the most probable

interpretations and can be described using three concepts:
credibility, that is, how data and the analysis address the
intended aim; dependability, which deals with instability
and design-induced changes; and transferability, which
refers to how the results could be transferred to other
groups or settings. Trustworthiness was ensured by an
ongoing process of reflection on these concepts.

RESULTS

In total, 36 informal caregivers, 11 women and 25 men,
agreed to participate. Most of them cohabited with the
patients, and were in their mid-sixties to mid-eighties,
except two adult daughters and two sons, one cousin and
one daughter-in-law, who were in their mid-thirties to
mid-forties. The participants were all Swedish residents
but had different native languages: Swedish, Finnish,
Bosnian, Arabic and Turkish.

Furthermore, 17 healthcare staff from the three
hospitals were interviewed about their experiences of
supporting their patients’ informal caregivers. They all
worked with patients with COPD, and their informal
caregivers, in multiprofessional teams in the pulmonary
clinics. The interviewed staff had different professions
such as nurses, physiotherapists, occupational therapists,
physicians and counsellors. They had worked in health-
care for between 10 and 40 years (table 2).

The analysis resulted in two themes. The first theme,
Ambiguity impedes provision of support, which has three
subthemes, reflects the problems and challenges with
caregiver support related to experiences of imprecision
and uncertainty. The second theme, Knowledgeable and
perceptive communication is key to support, reflects the
positive experiences of dialogue and how it facilitated
means to caregiver support and was a support in itself.
In this way, the two themes were viewed interconnected
in terms of meaning: the challenges included in the first
theme are related to, and might be better managed, by
the impact of facilitating communication in the second
theme. Themes and subthemes are described in the
text below, from both the informal caregivers’ and the

Table 1 The process of analysis from interview extracts to formation of one of the subthemes

Meaning units Condensed meaning units Codes Subtheme
Caregiver The society does not offer support and | don’t The society does not offer Unawareness  Mutual
know anyone else who does. All in all, what support because I’'m too Unclear uncertainty
help can you get in the municipality? They healthy and in theory | can do expectations
would probably say, “Yes, you’re healthy so everything. | don’t know what
you can do everything (in theory),” so ... so, kind of help there is.
what I’m thinking is ... what kind of help can
a healthy person with a sick wife get? | don’t
know that really.
Healthcare | don’t know if it’s a formal duty to support Don’t know if it's a duty to Don’t know Mutual
staff the family members, but it’s going to be... the support the families about duty uncertainty
patient in front of you. If the relatives need If the relatives need support, you Will talk if
support, you’ll talk together. talk. needed
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Table 2 Informal caregivers’ and healthcare professionals’
characteristics

Informal caregivers (n=36) Healthcare staff (n=17)

Age, years N Age, years N
35-45 6 34-45 6
46-65 7 46-65 11
66-85 23

Gender Gender
Male 25 Male 2
Female 11 Female 15

Relation to the Occupation

patient
Spouse/partner 30 Nurse 10
Adult child 4 Physician 3
Other 2 Allied health 4

professionals

Employment Work experience,

years
Retired 23 10-40 17
Working 11
Unemployed 2

healthcare staff’s perspectives (FG; II). An overview of the
thematic structure is presented in figure 1.

THEME 1: AMBIGUITY IMPEDES PROVISION OF SUPPORT

In the first theme, various ways were seen in which the
informal caregivers and healthcare staff were vague
and inconsistent about caregiver support. Both parts
expressed a general uncertainty about whether, and what
kind of, support should be provided within healthcare,
and how to provide it. Indefiniteness got in the way of
clear communication and mutual understanding, which
increased the complex task of approaching the whole
family’s situation. Three subthemes related to this theme
are presented below.

AMBIGUITY IMPEDES
PROVISION OF
SUPPORT

sMutual uncertainty
sDivergent views of support
eMulticultural challenges

/ i KNOWLEDGEABLE AND
PERCEPTIVE

COMMUNICATION IS
KEY TO SUPPORT

Figure 1 Themes and subthemes from the analysis of
caregivers’ and staff perspectives.

Mutual uncertainty

This subtheme reflects how both caregivers and health-
care staff were uncertain when it came to support from
healthcare to the caregivers. The informal caregivers
were vague about their needs and felt unsure about what
support they could expect and ask for whereas the health-
care staff were indeterminate and imprecise about their
formal role regarding caregiver support. This mutual
uncertainty was interpreted to increase ambiguity in
their experience of caregiver support which connects this
subtheme to the theme.

Informal caregivers’ perspectives

Throughout the interviews, the informal -caregivers
tended to start talking about their ill family member
instead. They were reluctant, or not used to, talking
about, their own perspective and needs in caring for their
relative. They were also uncertain about what kind of
support the healthcare provider could offer to them.

So, what I'm thinking is ... what kind of help can a
healthy person with a sick wife get? I don’t know that
really. (FG, male)

Some caregivers reported suffering from stress, worry
and fatigue, but still, they had neither asked for nor
received support, whereas others did not present any
problems at all. They were unsure about or unaware that
caregivers’ burden could be acknowledged and supported
by healthcare. For this reason, their experiences ranged
from a feeling of complete abandonment to situations
with no current need of external support:

I have never been in need of any help in that way, not
me anyway. (FG male, spouse)

By contrast, another participant who would have
needed support and attention from healthcare, narrated
the following picture:

I collapse. I take sedatives, I sleep poorly, my body
aches... this burden to always take care, I can’t do it
anymore. So I have sought help for myself, because I
can’t take it anymore, not physically not mentally, I
feel like I'm collapsing. (II, female spouse)

Healthcare staff perspectives

Although the healthcare staff reported that family
support is important, they did not regard it an imme-
diate or explicit part of their duties. Many were unsure
of how much time and effort they were to spend on
supporting the caregivers and whether it was approved
by their employer. Some described a supporting role in
the form of small talks or giving advice to the caregivers.
When doing this, they felt that they had to make excuses
for spending ‘unnecessary’ time on the caregivers. When
providing support, practical information was perceived as
the easiest part, whereas providing adequate emotional
support to relatives was challenging.

4

Strang S, et al. BMJ Open 2019;9:6028720. doi:10.1136/bmjopen-2018-028720



Interviewer: Do you think it’s part of your duties to
support close relatives to COPD patients?

Participant: No. It’s not really my role because I'm
here for the patient. (Physician 1)

Participant: I don’t know if it’s a formal duty to sup-
port the family members. (Nurse 1)

Participant: Their family are really important here;
the patient will die because of their severe COPD.
But the family will live on. We have to focus on them.
Sometimes I get questioned about it: “You have a pa-
tient and the family are not your patients.” Then I
turn to the health care regulation and the law says it
is our responsibility. (physician 3)

Generally, the healthcare staff focused on the patient,
and not of the family members’ personal needs. Even
when they were directly asked about family support in
the interview situation, the staff spontaneously described
how the patient would benefit from taking measures to
include and support the family. This perception revealed
an ambiguous view, with a positive attitude to attending
to the relatives, but thinking about them primarily as
helpers to support the patient.

Interviewer: Do you think it’s part of your duties to
support close relatives to COPD patients?

Participant: Oh yes! We welcome patients to bring
along their relatives, so they can get the same infor-
mation. They live together! Relatives can remind the
patient of what we have said. It’s a good thing that
there are several ears that can hear. (Allied health
personnel).

However, the staff did not take for granted that the
family had an open-faced relationship and that the
patient wanted to share everything with their relatives.
Sometimes, this made them hesitant and uncertain when
the caregiver was present, since their focus was to main-
tain a trusting relationship with the patient.

It’s great if you're on good terms with the next of kin;
still, you can’t go behind the back of the patient ei-
ther. (Nurse 2)

Divergent views of support

This subtheme reflects the difference between the two
perspectives on type of support and content: the support
needed by caregivers vs the support offered by healthcare
staff. Whereas informal caregivers requested emotional,
practical and informational support, healthcare was
mainly focusing on information-giving. This contrasting
perception made a joint understanding of caregiver
support difficult, thus clouding the view on how optimal
support could be provided, linking to the theme.

Informal caregivers’ perspectives

Many informal caregivers requested emotional support
to regain control in their lives. Some of the participants
also described a need for practical help with household

chores, transport services, a home help caregiver who
could take the ill family member to appointments, or a
coordinator (eg, a contact nurse) who could interact with
healthcare services to unburden the informal caregiver.

Interviewer: What kind of support would you like?

Participant: I have sought psychological help and ev-
erything like that. I feel I will break down if nobody
hears me. [...] I want a relationship with my hus-
band. I don’t want to check his medications, or check
clothes, no, I just want to have a good time with him.
(II, female, spouse)

Participant: Hmm, my husband... he would need,
like, an assistant or something. He totally lacks aware-
ness about his own health [and his practical needs].
And I find it hard to help him with all of this. So, we
need help. (II, female, spouse)

Moreover, the informal caregivers also requested more
knowledge and support regarding the medical treatment.
They felt insecure about their own roles; still they tried
to help with the medication on a daily basis. In cases of
acute exacerbation, a few caregivers even provided their
relative with excessive doses of medication, randomly, in
order to help.

Another kind of need that emerged was about meeting
other people in similar circumstances, for example, by
attending support groups in the form of COPD school
— face to face or online. Not many participants had
attended these meetings, but those who had, appreciated
the instructive and helpful support.

Healthcare staff’s perspectives

The healthcare staff mostly described family support in
terms of giving information about medication, advising,
answering questions about COPD or referring the
informal caregiver to a counsellor or to a support group.
They felt that adequate information was helpful and made
the informal caregivers feel safer. The staff described
that when the informal caregivers learnt more about
COPD and how it can be managed, they became better at
keeping their calm and therefore were more able to help
the patient at home when difficulties arose.

The most obvious [action] is to help the patient and
therefore we can easily forget the relatives. But we
call them, answer questions, and refer them to the
right authority to get help. (Nurse 4)

If a patient gets breathless at home, then it is satisfy-
ing for a close relative to know how to help. That’s the
kind of advice is what we give: what to do and what
signs to look out for ...//...so they themselves don’t
get upset. Because that would only be worse for the
patient. (Nurse 8)

The multiprofessional team was seen as an important
tool in caregiver support. Through team efforts it was
easier to discover family needs and in team discussions
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it was clarified who was best suited to give support in a
certain situation.

And, of course, the team has an important role be-
cause it consists of many different professions and
there is always someone who notices if a family needs
extra support. (Allied health personnel)

Although staff members highlighted the idea of
working in a team, teamwork was not easy to carry out in
the everyday work.

Multicultural challenges

This subtheme reflects how cultural differences, explic-
itly and implicitly, can cause confusion and challenge a
joint understanding between the informal caregivers and
staff about the family’s situation and support. The confu-
sion was linked to language problems, where nuances,
symbols and body language could get lost in translation,
to different pre-understanding of the family system and
roles of family members, and to the issue of trust.

Informal caregivers’ perspectives

In some families, language barriers affected the informal
caregivers, especially when no one else in the family
could speak Swedish. This made them feel frustrated and
overwhelmed by the full responsibility of caring for the
patient.

I must always be nearby. There is no one who manag-
es Swedish in his family but me, and it makes me re-
sponsible all the time; I'm the one who needs to take
care of everything, and so on. I must often leave my
job and it affects me a lot. (II female daughter-in-law)

Moreover, in some families, cultural traditions and
expectations led to the perception that the everyday
support for an ill family member should always be given
by relatives, not by healthcare services.

Interviewer: Are there any occasions you have wished
for support from health care?

Participant: No, I can handle it. If it gets difficult, my
friends, cousins — my son — will help me. (II, female,
spouse)

The healthcare staff’s perspectives

The different languages spoken by the patients and their
families were experienced as a challenge to communi-
cation. Sometimes the informal caregiver was forced to
assume a role of an interpreter even if this was not desir-
able. Different traditions and languages challenged ordi-
nary support arrangements. For example, ready-made
food offered by the home services was not always accepted
by families from non-Swedish backgrounds. Conse-
quently, the informal caregiver was forced to perform
tasks that would normally be offered by society.

They maybe need a safety alarm, and they need
someone who comes to their house and, like, heats
up food, or goes shopping. Those simple things. But

here [in our catchment area] it can be complicated,
because they don’t speak Swedish, and they don’t eat
the food that home care services offer. And, then the
relatives have to assume that role too... (Nurse 9)

Sometimes, fear of Swedish agencies and authorities
became a barrier because the patients and their families
were afraid to talk about their family situation. Health-
care staff needed to earn their trust to get to know about
the family’s situation, and then try and support them.

First, they must feel they can trust me before I get
into stuff... maybe above all, when it comes to people
from other cultures who have great fears of Swedish
agencies, like wondering how we are linked to the
Migration Board. (Physician 2)

Theme 2: Knowledgeable and perceptive communication is
key to support

The second theme involves a common experience among
caregivers and staff: that the quality of the personal face-
to-face encounter in healthcare was a key to successful
support. The staff’s ability to be tactful, perceptive and
inviting when communicating with the caregivers created
an important, sometimes unarticulated, sense of support,
when the communication worked out well. Communi-
cation meant that healthcare staff were physically and
mentally present, and in this way accessible to the care-
givers. Dialogue-based conversations and an empathic
approach while sharing knowledge about COPD, facil-
itated a common understanding and enhanced trust.
Thus, the communication gave possibilities to more effec-
tive and personalised caregiver support, but was also, in
itself, part of the support as it calmed the caregivers and
helped them reflect on strategies for their relatives and
for themselves.

Informal caregivers’ perspectives

Many informal caregivers felt a need and desire to talk to
the doctor or nurse during medical appointments. To have
someone to talk to helped, or would help, them to better
deal with the stressful situation and their own feelings of
vulnerability or exhaustion. When lacking someone to
talk to, the caregivers felt frustrated or anxious.

I know they can’t get her illness to disappear, but still
it’s important to know whom to turn to when she gets
ill. T usually call the nurses, it feels good and safe. (I,
male, spouse)

She suffers from a serious illness [COPD] and it ac-
tually gives me a lot of anxiety. It would be helpful
to have someone to talk to. Just to be able to talk to
someone. There hasn’t been that opportunity. (II,
male spouse)

The informal caregivers needed to be seen, listened
to and taken seriously and they felt supported when
staff attended to them with openness and empathy. This
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feeling was not primarily about what the staff said, but,
rather, about having their own feelings recognised.

Healthcare professionals do not talk very much to
me, but [still] they are there. It’s pretty safe. No, I
haven’t been forgotten. (FG, male spouse)

The informal caregivers also wanted the healthcare
staff to take their inside knowledge seriously. After many
years of experience, they had developed an awareness, for
example, for observing early signs of impending exacer-
bation, and they knew when it was time to contact health-
care services or go to the emergency department. They
learnt to trust in their own ability. However, some felt that
healthcare staff ignored their observations when they
came to the emergency department, which led to feelings
of frustration.

I trust what I see. With time, I've gotten pretty good at
seeing when it’s time to go to the hospital. (II female,
spouse)

Healthcare staff’s perspectives

While most of the staff focused on how family caregivers
would be able to support the patient, some recognised
the caregivers’ personal needs. They described that
although giving advice or information was the main
formal caregiver support, they described a need to see
the caregivers and recognising their individual needs. It
was important to be tactful and sensitive to the caregiver’s
need for support, in the context of their life situation.
The staff reported that careful and perceptive listening
led to increased ability to build a trustful relationship with
the caregiver, which sometimes succeeded and sometimes
was very difficult. The dialogue was seen as valuable for
two reasons; it provided immediate emotional support
and it was a way to explore where to refer the informal
caregiver for further support, for example, to another
member in the team or to psychosocial services.

Interviewer: What does it mean to you to support
close relatives?

Participant: It means to affirm their feelings, their
worries, and concerns. In some way, to meet them,
where they are... let questions come forward. The
spouses are so focused on the patient that they don’t
always consider their own needs. Then you can
actively say, “It’s a tough situation and you may need
support.” (Physician 3)

DISCUSSION

Our main finding was that both informal caregivers and
healthcare professionals felt uncertain about expecta-
tions on caregiver support and whether it was an alleged
duty. And if so, there was no clear guidelines or consensus
about when support should be offered and in what form.
Still, the needs were obvious. The caregivers did not
want to be regarded as mere patient care facilitators but

described a need to be supported and to be seen them-
selves. Furthermore, they requested more information,
in order to cope with the situation. Information-seeking
is a powerful coping strategy and, similarly to caregivers
of other patient groups, the caregivers in our study
wanted more knowledge .* ** However, they also sought
emotional support for themselves, although their focus
was on their sick relative.

These findings can be discussed in relation to the
theoretical framework about caregivers in Ealliative care,
proposed by Andershed and Ternestedt.?” The authors
describe a model the caregiver’s experience using two
theoretical blocks. One was related to the caregiver’s
concrete involvement such as information and tasks: ‘to
know’, ‘to be’ and ‘to do’ and the second one was concep-
tualised as ‘involvement in the dark’ versus ‘involvement
in the light’. The metaphor of ‘involvement in the dark’
can be related to our first theme which brings up percep-
tions of uncertainty, confusion, unawareness and ambi-
guity. In line with our results emphasising communication,
the model by Andershed and Ternestedt?” described that
factors promoting caregivers’ ‘involvement in the light’,
are good relationships with healthcare staff, professional
care based on humanistic values, a sense of coherence
and appropriate illness trajectory.

The informal caregivers also had other needs, some of
which were beyond the normal scope of healthcare. They
requested supportin household tasks or help with making
appropriate contacts for other forms of support which all
are relevant aspects. Inspired by transition care processes,
proposed in previous research,” support by team coor-
dinators, could be a way to address the gap between the
information-based support offered and the practical
support requested to unburden daily life. Although the
healthcare team cannot provide all aspects of support, a
coordinator with broad knowledge of COPD in different
societal contexts—for example, home care, benefits and
housing assistance—may help direct caregivers of useful
local resources.

Many of the caregivers in this and our previous study’
felt tied to their homes, in agreement with other studies,29
and it is known that informal caregivers are at risk of
social isolation and illness. Even when staff recognised
the problem, some staff still stated that they lacked the
time to support the caregivers and that providing care-
giver support was not a formal duty. However, most of
them tried to do it anyway.

This staff underlined the benefits of teamwork; still, the
informal caregivers were not sure about how the multi-
professional approach was explicitly helpful to them.
Obviously, having access to different professionals is not
equal to actual teamwork. Teamwork is an independent
model of working. Increased knowledge and awareness
about how a team should work, may improve communi-
cation and the team’s opportunity to address complex
needs.”

Our data also indicate that the informal caregivers felt
ignored, if their in-depth experience of living with their
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sick relative was not acknowledged, in line with previous
research.” In certain aspects, informal caregivers want to
be a part of the team helping the patient, and as a family
member, one has unique insight into the daily living of
the patient. Experienced and well-informed caregivers
may, in fact, be the first to notice exacerbation. In this
way, informal caregivers can facilitate timely medical
decisions. This suggests a need for professionals to listen,
open-mindedly and with attention, to tacit needs and
cues.

To support family caregivers is a delicate task, as some
informal caregivers do not want to focus on themselves.
However, they might be more willing to explore their
own needs when the professional explains why caregiver
support is important. If the professionals are perceptive,
they will know not to offer extended support to those who
feel capable on their own, and in that way more resources
can be allocated to those with greater needs. This is of
utmost importance also in a multicultural society, where
perception of healthcare differs depending on cultural
background and values, and differences may generate
significant stress, both physically and mentally.*

Supporting the families and working in team have
always been natural parts in palliative care. This is obvious
especially in cancer care, where the families participate in
the planning of care and receive adequate support from
the healthcare team if needed.'*®® 3 However, this is less
self-evident for the informal caregivers to patients with
severe COPD, although they would benefit from being
included in a holistic palliative care, due to the severity
of the disease.'®

The importance of including families is highlighted in
family-focused care, where a therapeutic conversation is
essential. Although there are not many implementation
studies in COPD settings, Halld6rsdottir and Svavarsdottir
found that families who were offered the therapeutic
conversations intervention, felt more supported, both
on a cognitive and emotional level.'* The therapeutic
conversation interventions have proved to be beneficial
and supportive to the caregivers in other caregiver popu-
lations such as adolescents with Attention deficit hyper-
activity disorder (ADHD) and caregivers of people with
eating disorders. Thus, the therapeutic conversations
between healthcare staff and families experiencing illness,
may offer and enable potential for family-healing.” *°

To enhance caregiver support, the skills about how to
support and talk to families and the well-being of the
whole family—both the patient and their relatives—we
suggest that a family focused care should guide future
developments in COPD healthcare in order to alleviate
the heavy burden of the informal caregiver.

We also suggest raising awareness and clarifying the
obstacles to caregiver support, mainly illustrated by the
first theme in our results, but also by the described possi-
bilities such as the effects of sensitive communication.
This could be a first step towards developing effective
strategies to assist the caregivers.” If informal caregivers
feel supported, they can also be made more confident to

act as ‘health care advocates’. In this way, their sick rela-
tives” self-management is likely to improve, reducing the
risk of frequent hospital readmissions.

Strengths and limitations

The sampling strategy with a large and varied sample,
enabled saturation and allowed a comparison of both
caregivers’ and professionals’ experiences which were
considered strengths. Another strength was the multidis-
ciplinary research team providing different perspectives
to the analysis.

The main limitation of the study is that the results are
context-specific and might therefore not be transfer-
able to other countries, or other healthcare systems. We
encourage more studies, preferably in other multicul-
tural societies, to see if results share common themes and
discuss divergences.

Another limitation was that, surprisingly, the majority
of the caregivers participating in our study were men.
Although the reason for the male overrepresentation
remains unknown, be that the study was performed in an
ethnically diverse area, with many families coming from
more patriarchal societies where men are more prone to
represent the family outside the household. In our study,
the women had difficulties leaving their sick husbands
alone in order to participate in the interview. Considering
gender distribution in the sample would be desirable in
future studies on caregivers in multicultural societies.

CONCLUSIONS

In this study, despite obvious needs, both informal care-
givers and healthcare staff experienced vagueness and
lack of clarity related to caregiver support regarding varia-
tions in needs, expectations, duties and what the support
should entail. We found that support, based on knowl-
edgeable and tactful communication in the healthcare
encounter, is essential. While keeping emphasis on sensi-
tive communication, increasing clarity about roles and
needs—at the organisational, team and individual level—
could enhance caregiver support from healthcare. In this
way, COPD caregiver support could develop towards a
family perspective that is advocated in family nursing and
in palliative care.
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