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Abstract

Background: Growing numbers of people with advanced illnesses who wish to die at home, a concurrent decline
in the accessibility of professional home care, and policies aiming at prolonging work participation are increasing the
reliance on family caregivers. This study aimed to describe trajectories in burden of working family caregivers who
care for patients with a life-threatening illness, and identify factors in work and care that are related to changes in
burden over time.

Methods: Semi-structured interviews were held in one to four rounds between July 2018 and November 2020 with
17 working family caregivers of patients with a life-threatening illness living at home. Transcripts were analysed as a
single unit to create timelines per participant. Next, individual burden trajectories were created and grouped based
on the course of burden over time. Factors related to changes in burden were analysed, as well as similarities and dif-
ferences between the groups.

Results: It was common for family caregivers who combine work and end-of-life care to experience a burden. Two
trajectories of caregiver burden were identified; caregivers with a persistent level of burden and caregivers with an
increasing burden over time. Family caregivers with a persistent level of burden seemed to be at risk for burnout
throughout the illness trajectory, but were often able to cope with the situation by making arrangements in care
or work. Caregivers with an increasing burden were unable to make sufficient adjustments, which often resulted in
burnout symptoms and sick leave. In both groups, burden was mostly related to aspects of the care situation. The
emotional burden, a decreasing burden after death and a different view on the trajectory in hindsight proved to be
important overarching themes.

Conclusions: Providing care to a loved one nearing the end of life is often emotionally burdensome and intensive. To
facilitate the combination of paid work and family care, and reduce the risk of burnout, more support is needed from
employers and healthcare professionals during the illness trajectory and after death. Bereaved family caregivers also
warrant more attention from their supervisors and occupational physicians in order to facilitate their return to work.
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Introduction

Due to the growing number of people with advanced ill-
nesses who wish to die at home and a concurrent decline
in the accessibility of professional home care, there is
an increasing reliance on family caregivers to care for
patients with a life-threatening illness at home [1]. Care
demands largely depend on the type of illness of the
patient. In general, three distinct disease trajectories until
death have been described: acute decline in functioning
(e.g. aggressive cancers), fluctuating deterioration (e.g.
organ failure) and gradual decline (e.g. frailty or demen-
tia) [2]. Each illness trajectory differs in the course of the
decline in functioning, which implies different require-
ments in terms of the nature and intensity of care. Gener-
ally, when health deteriorates, the need for intensive care
from professional caregivers as well as family caregivers
increases [3].

In addition to the patient’s illness trajectory, previ-
ous research has studied trajectories in well-being and
distress among family caregivers. A study using serial
qualitative interviews has indicated that family caregiv-
ers of lung cancer patients shared much of the illness
experience of the patient from diagnosis until death.
Experienced distress in social, psychological and spiritual
domains followed a similar pattern to the distress suf-
fered by patients, and was mainly shaped by the nature
of the illness and the availability of care for the patient
[4]. Also, research has shown that about one in five fam-
ily caregivers of patients at the end of life experienced a
heavy care-related burden [5]. A recent systematic review
has found that the most important factors related to bur-
den in family caregivers were the duration of family care
and the patient’s dependency level [6].

In addition to the illness trajectory and care situation,
family caregivers’ experiences may be shaped by other
factors as well. More than half of the family caregivers
of patients at the end of life have paid work [5]. Analysis
of first-round interview data from the current study has
identified four domains that influenced the experiences
and needs of working family caregivers of patients with
a life-threatening illness. These domains were: family car-
egiver characteristics, the care situation, the situation at
work, and the context (e.g. ability to share care, and com-
munication with healthcare professionals, organizations
or municipalities). In turn, their experiences and needs
sometimes affected caregiver health and well-being, or
prompted certain actions or strategies [7].

Previous research has shown that family caregivers in
more demanding care situations are more likely to make

changes to their work situation [8]. Another study has
found that about a quarter of the caregivers of patients
with advanced cancer had changed their work situation
(e.g. reduced working hours, or taken leave) following
the patient’s diagnosis. This change in work situation
was associated with worse mental health [9]. However,
the causal direction of the relationship between men-
tal health and work changes remained unclear. Also,
the aforementioned changes in the work situation could
involve financial costs for both the caregiver and the
employer. Caregivers might experience immediate losses
in income and long-term losses in future retirement
benefits if they are unable to reconcile work and care
demands and/or either leave the workforce entirely or
reduce working hours. Employers might experience costs
related to replacing workers who leave the company,
work interruptions, or productivity loss (e.g. absenteeism
and/or presenteeism) [10].

Little is known about the various trajectories of car-
egiver burden related to combining paid work and family
care at the end of life. This suggests that more attention
is needed for the impact of both the characteristics of the
care situation (e.g. disease prognosis, patient’s depend-
ency level) and characteristics of the workplace on
changes in caregiver well-being over time. Equally, more
attention needs to be paid to the influence of caregiver
burden on the provision of family care at the end of life
and participation in the labour force over time. In addi-
tion, most studies regarding the combination of paid
work and family care at the end of life are cross-sectional
[11-14]. Prior longitudinal studies were quantitative, and
a qualitative description of the experiences over time of
working family caregivers at the end of life is lacking. The
current study elaborates on an earlier cross-sectional
study [7] by performing longitudinal qualitative analyses
using several rounds of in-depth interviews with work-
ing family caregivers of patients with a life-threatening
illness. The aim was to describe the trajectories in the
burden for working family caregivers of patients with a
life-threatening illness, and to determine which factors
in paid work (e.g. demands and resources) and care (e.g.
intensity and illness progression) are related to changes
in burden over time. Knowledge about these trajectories
can help family caregivers, employers and healthcare
professionals to obtain or provide timely and sufficient
support in order to reduce or prevent undesirable conse-
quences of combining family care and paid work.
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Methods

Design and participants

This study was designed as a longitudinal qualitative
study using in-depth interviews with working family car-
egivers of patients with a life-threatening illness. Family
caregivers were recruited via general practitioners based
in various regions in the Netherlands. Purposive sam-
pling was used, ensuring as much variation as possible
with regard to gender, working hours, sector, illness type,
and intensity of care. The general practitioners handed
out participant information letters to family caregivers
of patients living at home with a life-threatening illness
(e.g. incurable cancer, chronic lung disease, heart failure,
dementia, or progressive neurodegenerative disorder),
where the caregiver combined this task with paid work
for at least twelve hours per week. In addition, family car-
egivers were recruited using convenience sampling via
posters in several departments of a Dutch academic hos-
pital and an item in the hospital’s corporate newsletter.
Interested family caregivers could contact the primary
researcher (FB) and were provided with the participant
information letter.

An online questionnaire was completed by partici-
pating family caregivers, providing information about
their gender, age, education, work characteristics (e.g.
employed or self-employed, working hours per week and
sector), and characteristics of the care situation (e.g. rela-
tionship, illness type, caregiving tasks, intensity of care,
and place of residence of care recipient). Participants
were included if they were aged 18 or older, provided
family care for at least one hour per week to a patient
with a life-threatening illness who lived at home, and
combined this with paid work for at least twelve hours
per week, all at the start of the study. Participant charac-
teristics are presented in Table 1. The consolidated crite-
ria guidelines for reporting qualitative research (COREQ)
were followed for reporting on qualitative data (see Addi-
tional file 1) [15]. In addition, the criteria for methodo-
logical rigor in qualitative studies adapted from Lincoln
and Guba were followed (see Additional file 2) [16, 17].

Data collection

Semi-structured interviews were held in one to four
rounds between July 2018 and November 2020. Inter-
views were held every six months or at a different fre-
quency if indicated by the disease (e.g. one-month
intervals in caregivers of advanced cancer patients, but
eight- to ten month-intervals in caregivers of people with
dementia or organ failure, which progressed less rapidly)
[18]. Eighteen family caregivers participated in the first
round of interviews, in which data was collected until
no new themes emerged. The participating family car-
egivers were then followed for a longer period of time in
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order to describe their trajectories in burden. One par-
ticipant withdrew from the study after the first interview
for unknown reasons and was not included in the cur-
rent analysis. The relative of one of the other participants
died shortly after the caregiver had agreed to participate.
This family caregiver was therefore only interviewed
once. However, the caregiver’s experiences with the situ-
ation and timeline of care and paid work were discussed
in retrospect, and therefore this participant was included
in the analysis. In total, 17 participants were included for
analysis in the current study.

All interviews were conducted by one female researcher
who was trained in in-depth interviewing (FB). The inter-
views were guided by a topic list, which addressed the
personal situation (e.g. own health, care situation and
work situation), experiences with the combination of
work and care, and support and other needs. Communi-
cation (e.g. at work, with healthcare professionals, with
organizations or municipalities, or with the care recipient
or family) was added to the topic list after analysing the
first-round interviews as this proved to be an important
topic for family caregivers [7]. In subsequent rounds of
interviews, special attention was paid to changes in these
topics over time and previous interviews were reread
in preparation. At the end of each interview, the most
important themes and changes were summarized by the
interviewer and checked by the participant. The inter-
views were held at the family caregiver’s own home, at
the premises of VU University Amsterdam, or via video
calling. All interviews were audio-recorded and the dura-
tion varied between 45 and 120 min with a total of almost
64 h of recordings. Ad hoc field notes and a summary of
the conversation were noted down after each interview,
which provided input for the subsequent interviews.

Data analysis

The interviews were transcribed verbatim and were
analysed in ATLAS.ti 9 following the principles of
thematic analysis [19, 20]. The themes and framework
that arose from the first round of interviews have been
described in more detail in the first paper of this study
[7]. The longitudinal analysis used in the current paper
was based on 53 interviews, carried out with 17 partic-
ipants over a time period of 2.5 years. All transcripts
from each participant were analysed as a single unit
to investigate individual experiences and changes over
time. Individual trajectories were then drawn in a graph
with separate lines indicating changes over time in the
care intensity (low-high), work demands/resources
(negative—positive) and caregiver burden (low-high)
to grasp the large amount of data. This provided a
first overview of the individual trajectories (includ-
ing changes in burden, work and care) of the family
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Fig. 1 An example of an individual graph of developments in burden, work and care. Note: This is an example of the development in burden, family
care provision and work demands/resources over time. This example was created based on the experiences of multiple participants to ensure
privacy, since the trajectory of one person including all specific events in this trajectory contains identifiable information. The changes in the lines
are based on statements of the family caregiver and do not represent absolute scores

help professionals  staff program soon)

/\—/-

Interview 2 Interview 3 Interview 4

Work demands/resources (negative-positive)

caregivers (see Fig. 1 for an example). In each interview,
family caregivers indicated whether and how the care
situation had changed compared to the previous inter-
view, and if the care had become less or more intensive
(in hours or in their perception). The work line indi-
cated the balance between demands and resources at
work, and was based on changes in experienced sup-
port at work, flexibility, work adjustments or work
pressure. The level of caregiver burden was based on
statements that the situation was more or less demand-
ing, exhausting or burdensome compared to the previ-
ous interview, and whether caregivers spoke of strain,
distress, crossing their own boundaries or the fact that
the situation was starting to take its toll. Within the
individual trajectories, specific events related to the
aforementioned topics (e.g. hospital admissions, transi-
tion to nursing home, or start of new job) were marked
in the timelines to gain insight into factors that trig-
gered changes. The trajectories of five participants were
analysed and discussed by FB, HRP and BP. Discrep-
ancies in the trajectories made by the three research-
ers were discussed until consensus was reached. The
remaining trajectories were analysed by FB. After that,
the trajectories were grouped based on the burden line,
to create groups with a similar care burden course over
time. Factors related to changes in burden were ana-
lysed, as were similarities and differences between the

resulting groups. The groups were extensively discussed
by all team members throughout the analytic process.

Results
Qualitative analysis revealed that all family caregivers
experienced a burden to some extent over the course of
the illness trajectory. Broadly, two groups were identified,
each with a similar course in the level of caregiver bur-
den over time. The first group had a persistent (moderate
or high) level of caregiver burden, and the second group
experienced increasing caregiver burden over time. In
both groups, caregiver burden was mostly related to
the care situation (e.g. intensity, dependency of the care
recipient, illness progression and acute care situations).
In some cases, the work situation (e.g. irregular working
hours, little support and understanding from supervisors,
and/or mental workload) also caused a heavy burden.
The group that experienced a persistent level of bur-
den differed from the group with an increasing burden.
The caregivers with a persistent level of burden indicated
that they were at risk of burnout throughout the trajec-
tory, but somehow managed to cope with the situation
and remained active at work. However, the caregivers
with an increasing burden experienced more and more
burnout symptoms over time and were on sick leave from
work at some point. Caregivers with a persistent level of
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burden were often able to make adjustments to the situ-
ation, using support resources in care and/or paid work,
especially at times that required intensive family care.

The trajectories of caregiver burden and their rela-
tion to developments in paid work and family care are
described in more detail below. This is followed by a dis-
cussion of overarching themes that proved to be impor-
tant for both trajectories. These themes related to the
emotional burden of caring for someone nearing the end
of life, decreasing burden after death, grief and the return
to work, and having a different view on the trajectory in
hindsight.

Persistent level of burden

In the first group, family caregivers experienced a persis-
tent (moderate or high) level of caregiver burden, despite
some small fluctuations, over the course of the illness
trajectory. These family caregivers often provided care
to more than one person or intensive care to a partner.
The balance between resources and demands at work was
generally stable and positive over time. The caregivers
were able to make use of flexibility, working remotely and
autonomy at work, but the availability of such options
was often not directly linked to fluctuations in the level
of burden. Temporary increases in burden were related
to transitions in care (e.g. when the care recipient moved
to a nursing home), hospital admissions and returning
home after a hospital stay (Table 2, Q1), periods of inten-
sive caregiving, deteriorating health of the care recipient,
or death of the care recipient. Pressures when arrang-
ing care and poor communication with healthcare pro-
fessionals, municipalities and other organizations were
sometimes also associated with a higher burden. Family
caregivers who experienced a persistently high burden
over time mentioned that their own capacity decreased
over time and that their stress levels were constantly high
(Table 2, Q2). Often, the burden stabilized (temporarily)
or even decreased slightly when family caregivers could
share care tasks with others, when the intensity of care
decreased or stopped, when the care recipient moved
to a hospice (Table 2, Q3), or when work adjustments
were made (e.g. working fewer hours). Sometimes psy-
chological help to cope with the situation or a coach-
ing programme also stabilized or decreased the burden.
Although the family caregivers in this group generally
had resources at work and help from others, the level of
burden remained relatively high over time. In one case,
the burden was at a persistent level, but decreased sub-
stantially after the caregiver changed jobs (#4, Table 1).
The new job was easier to combine with family care (e.g.
no weekend or night shifts, less complex tasks) and the
new supervisor was more supportive. Family caregiv-
ers noted that providing intensive care and/or care to
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multiple care recipients was very exhausting, and car-
egivers reported that their mental fatigue increased over
the course of the illness trajectory (Table 2, Q4).

Moderate versus high persistent level of caregiver burden
Within the group of family caregivers who experienced a
persistent level of burden over time, there was variation
in the reported level of burden. Some family caregivers
experienced a high burden over the course of the ill-
ness trajectory of the patient, while others experienced a
moderate burden. During the analysis, it became appar-
ent that family caregivers who experienced a higher bur-
den often had a strong sense of responsibility, had high
expectations for themselves (Table 2, Q5) and wanted
to solve problems themselves. Having less confidence
in the ability of others to provide care or believing that
care provision is more efficient when they personally pro-
vided it, and taking up more caregiving tasks because of
this, was also typical for caregivers with a higher burden.
These beliefs made it more difficult for them to accept
help from others. A very intensive care situation, hav-
ing little time for relaxation, feeling guilty about moving
the care recipient to a nursing home, or feeling guilty
about not spending enough time with the care recipient,
were features also seen in caregivers with a higher bur-
den. The sudden death of one care recipient while having
to provide intensive care to another care recipient and/
or experiencing high work pressure was also related to a
higher burden (Table 2, Q6). Also, having difficulties with
the changing behaviour of the care recipient and experi-
encing the care situation as psychologically or emotion-
ally tough was linked to a higher burden. The pressure of
having to arrange everything, while experiencing difficult
communication with municipalities, other organizations
and healthcare professionals also increased the burden.
In some cases, even though there was flexibility and
autonomy at work, high work pressure in combination
with a feeling that their supervisor did not understand
their situation was related to a higher burden.

Family caregivers who persistently experienced a mod-
erate burden over time often had a positive attitude,
shared care tasks with others, and had flexibility and
autonomy at work. It is noteworthy that family caregiv-
ers who persistently experienced a moderate burden were
more likely to have a job in professional healthcare (e.g.
a home-care staff member, a nurse, the former CEO of
a nursing home). They mentioned that, because of their
background in professional healthcare, they had experi-
ence with ill people and changing behaviour, they were
familiar with the care sector, they knew how and where
to arrange help and they had short lines of communica-
tion with other healthcare professionals. The caregivers
who worked in professional healthcare also felt more
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Table 2 Quotes trajectories
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No Trajectory Theme

Quote

Q1 Persistent high level of burden Returning home after hospital admission

Q2 Persistent high level of burden Own capacity reduced

Q3 Persistent high level of burden
hospice

Q4 Persistent moderate level of burden Increasing fatigue over the course of the illness

trajectory

Q5  Persistent high level of burden High expectations for themselves

Burden decreases when care recipient moves to

I think in particular it’s the times when.... well, my
mother got admitted to hospital a couple of times
and then she came home again. Because those are
the moments when | don‘t know how she is — what
can she do, what can't she do? And then | have this
very strong feeling that it's really not quite on, but
she is still coming home so | have to sort stuff out if it
goes wrong. Or now | have to make sure it goes well.
And those were moments that caused an awful lot of
stress. You know, that | don't really know what's going
to happen and whether it'll work out or not. (#17,T3)

Yes, tough. In a word: tough. [...] Well, 'm finding
now that I'm getting physical problems too. [...]
Right, it's that short fuse situation; just one little
thing has to go wrong and you are immediately in
total stress mode. It could be your work, it could

be something at home or having to deal with the
authorities. [...] And you know, it just gets worse
and worse. I think | was better able to laugh things
off in the past. I still try that now, but well... it's

a combination of getting older yourself, the care
getting tougher and you've still got your work; you
can't always do the things you want to. Well, there are
no specific moments, it can just happen. You know,
things can suddenly boil over because stress levels
are constantly so high. (#7,T3)

That was tricky. In that respect, a weight was lifted
from my shoulders because | no longer had that

care task, I didn't have to be afraid all the time that |
should be there or that something might go wrong.
So that really lifted a weight off my shoulders. But

I reckon | was probably round there more than
before, but with a completely different attitude, more
because | wanted to be there than because I had to
be there. So it made a really big difference mentally.
(#17,74)

I was really tired mentally, because you're still thinking
about it, how it will progress, what will happen. And
he left so suddenly [for the nursing home]. Well, then
it just got... right, in the sense of tiring: you're at work
all day, you wait until the traffic has died down, then
you drive to [the nursing home] and the next day
you're back with her [other care recipient]. | did find
that physically tiring because I'm not used to having
things on in the evenings as well. But | mainly found
that it got harder and harder mentally. (#3, T3)

Well, I still want to do it, whatever the cost. So, how
can | explain it? You want to do it all... take my
mother-in-law; she recently moved to T. and no one
expects me to take on that task on top of everything
else, because it all takes more time. In the past we
did that... in the past, yeah, just six weeks ago...

we combined it with my parents, dropping in on
Mother, giving her medicines, food, and then back to
see the others. Now it's basically two hours extra and
you can't fit that in between other tasks. So nobody
expects it, but | expect it of myself. Like | think | really
should just pop along. Then that has to be on a
particular Friday afternoon, so I'm working hard on
planning things so that | can still go there, whatever
it takes. So you really do it to yourself. | know I'm

not the only one who's like that. So yes, I'm actually
totally opposed to family caregiving. (Laughs.) Well,
opposed to the burden of family caregiving. (#5, T1)
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Table 2 (continued)

No Trajectory Theme Quote

Q6  Persistent high level of burden Burden related to the death of one care recipient I've had a turbulent six months. So much has
while caring for other care recipient and experienc- happened of course, settling everything after my
ing high work pressure father died, at any rate. Then the solicitors, the tax

aspects, that kind of thing. So it was an awful lot

of paperwork on top of the care for my mother.
Well, this became quite a problem for me at the

end of the year because | got given a new project
through my work while | was still busy with other
things. And then my head started to spin a lot and |
realized that | was losing control, | didn't have things
properly organized and | was forgetting things. Then
I thought to myself: you know what, | haven't even
been through my grieving process. Because | was
immediately busy with my mother who is also still
seriously ill. Then | realized that | simply didn't have
time for my own stuff. My head was so full that |
kind of felt, well, | don't know, if | read something

I thought I'd never seen it before whereas in fact

I'd read it a week earlier. So | really was a bit in the
danger zone in terms of burnout or becoming over-
stressed. (#13,T2)

Q7  Persistent moderate level of burden  Critical about role of healthcare professionals We're now in a transitional phase with him for the
oncological centre, which is centrally organized
in U. in the Netherlands, so we had four differ-
ent hospitals in the space of six months, all with
different protocols. So you end up in the same
treatment process every time, but everyone does
it in a slightly different way. That means every day
| pick out mistakes in the admission, in my child’s
treatment, and | give them feedback about that too.
I find that costs me an awful lot of energy because
I'm always on the lookout — what's happening,
what are you giving him, why are you giving this,
shouldn't you have done that instead, could you
please check? Then people say sure, but you also
need to be the mother. That's all very well but if
you guys did your job properly then I'd be able to
take a step back, but as long as I'm still picking out
mistakes I'm not going to do that. | am the mother
but I'm also the nurse, someone with expertise in
that area. And that’s one area where | would much
rather that the healthcare system had been a bit
different. (#14,T1)

Q8 Increasing level of burden Last months of care were most hard-going The last few months. He couldn’t eat anymore, he
couldn't do anything anymore. All he could do was
move his eyes. So that was basically the care. He
had to be washed, the neighbourhood care service
helped with that but I still did a lot myself. And the
stoma had to be taken care of, so pretty much eve-
rything. He simply couldn’t do anything anymore.
If something happened in the night, then I'd have
to get up, and if the Tobi stopped working all he
could do was make a sound — he couldn’t call me
anymore. So | slept so lightly that | could even hear
that. Yeah, that was basically a question of surviving.
I really couldn't cope anymore, | was exhausted.
(#15,73)
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No

Trajectory

Theme

Quote

Q9

Increasing level of burden

Q10 Increasing level of burden

Qn

Q12

Increasing level of burden

Increasing level of burden

Struggling to accept help

Burnout symptoms

Burnout and PTSD from care situation

Lack of sleep

Well, they [the neighbourhood care service] had
actually been saying that all along because of course
they had noticed this already, before | had myself,
but I always had this idea, you know, | always had
this feeling that it would be a failure for me if | was
to say | needed to let someone else take over. | just
found it incredibly difficult personally. Even though

| did notice that it was beginning to get more than |
could cope with. So then they said a couple of times
that they could take over some tasks from me if |
needed, such as the washing. So there came a point
in February, just after he got back from hospital,
when | said | couldn’t cope. | can't cope anymore.

I'd wash him on Tuesdays and Thursdays, but I'd

get home from work at two thirty, do the grocery
shopping at three, cook, eat, take a shower, then I'd
have to give him a shower and when I'd done all that
I could go to bed, because | was finished. The day
had ended. | thought | can't keep that up anymore,
because | was utterly worn out. So at some point in
February, I said to the neighbourhood care service,
right, I'm going to hand things over. And they did a
perfectly good job. (#15,T2)

It's kind of like excess adrenaline in your body. When
you wake up, you're immediately in this mode of
how awful the situation is. As if you're about to take
a really important exam. So first | started taking
quarters of lorazepam, but the GP said | should just
take a half. So that's going better. | take half a pill
when | wake up and then that feeling goes away.
The mornings are really the worst period to get
through because you need to get used to what

the situation is like again, then it goes better in the
afternoons. .. So, I'm sleeping a bit less at night so

I have a nap in the afternoons and that’s basically
how | get through the day. (#2, T2)

I've got a serious burnout, diagnosed PTSD, due to
all my wife's health problems and I've been off work
for at least nine months. [...] Of course this had
been going on for a while but you hide it and you
become skilled in the art of survival. But in the end,
late August, | couldn't cope anymore. The morning
it happened, my moped wouldn't start and then I'd
had enough. I genuinely felt then that | couldn’t cope
anymore — | couldn’t deal with it any longer, | wasn't
up to the tasks anymore. | was exhausted. There was
so much stress. And yeah, no longer being able to
continue. (#6,T2)

The nights are interrupted because she needs help
going to the toilet and then getting back into bed.
Or she falls out of her bed. That happens a lot at the
moment. We sleep separately because she can't get
up the stairs anymore. So she actually has to give me
a call, then | come downstairs. .. but she also gets
panic attacks at night or epileptic fits. (#6, T2)
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No Trajectory Theme

Quote

Q13 Increasing level of burden

Q14 Increasing level of burden

Unsupportive reaction after calling in sick

Negative experience with supervisor/manager

Right, | find it incredible. We work for the health
service, so we say we believe people are important
and we want to care for them. Only that's not true
when it's us as people. And not at all when it's for a
colleague who's already in a difficult situation. When
they report sick, just accept it, say you'll pass on the
message and get better soon, or something like that.
But don't start talking about all the problems it will
cause and how full the schedule is, that all kinds of
arrangements will have to be made and that this
really isn't a good time. Someone literally said that to
me... And | really didn't like that at all. (#6, T2)

| asked to have a chat and | explained that | was
having to do more and more caregiving. That my wife
wanted me to give the care. And that | would simply
need to cut my working hours. [...] My manager’s
first response wasn't that positive, not saying OK, we'll
do that. He said, well, I'll need to see whether I'm still
getting anything out of you. [....] So right: I'm afraid
there'll come a point when | get told he’s not getting
anything out of me anymore — and then what?
What'll happen then? That's the uncertainty, while
my work is also... it's something for me to hold onto.
I'm not saying | want to stop working because that’s
simply not possible. | could take early retirement

next year but it would cost me a fortune so that's not
going to happen. So | do want to keep working. But
you know, if my manager is already talking about see-
ing whether he’s getting anything out of me, what
does that mean? Those are the kinds of statements
that make you break out in a sweat and give you
sleepless nights. (#6,T1)

comfortable in performing care tasks for their relatives
and were sometimes better able to put things in perspec-
tive. In some cases, they had worked as a supervisor or
CEO, knowing exactly what kinds of arrangements were
possible within the organization. However, there were
also some family caregivers with a job in healthcare who
persistently experienced a high burden. For them, the
‘advantage’ of being a healthcare professional could not
compensate for the emotional burden of the situation. In
some cases, they found it difficult to focus on their car-
egiving role as a family member, because they were criti-
cal of the work of the healthcare professionals they had to
deal with (Table 2, Q7).

Burden increased over time

In the second group of family caregivers, the burden
increased over the course of the illness trajectory. The
burden increased when the care became more intensive,
when there were acute situations, such as a crisis situa-
tion or hospital admission, when the health of the care
recipient deteriorated, when the dependence of the care
recipient on the family caregiver increased, or when the
care recipient was in the terminal phase and death fol-
lowed (Table 2, Q8). These family caregivers often shared

a home with the care recipient. Some caregivers strug-
gled to accept help from others, because it gave them the
feeling that they had failed at caregiving (Table 2, Q9).
The family caregivers in this group all experienced burn-
out symptoms over the course of the illness trajectory of
their loved one. They reported symptoms such as tired-
ness, stress, headaches, palpitations, constant adrenaline
(Table 2, Q10), or post-traumatic stress disorder (PTSD)
from adverse events in the care situation (Table 2, Q11).
Some reported that they were in survival mode, felt
trapped in the situation or did not have time for their
own life. They also experienced a lack of sleep and con-
sistently did not get a good night’s rest (Table 2, Q12).
Almost all caregivers in this group were on sick leave
from their work at some point in the trajectory because
of their burnout symptoms. Not all caregivers received
a supportive response at work (Table 2, Q13). The spe-
cific role of work in the burden differed between partici-
pants. For some caregivers, the workplace and working
conditions increased the burden over time, especially
when they did not receive understanding and support,
had a negative experience with a supervisor or colleague
(Table 2, Q14), or were under pressure at work. Some
caregivers found the combination of care and paid work
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stressful as they had the feeling they were falling short
in both their work and their caregiving. Self-employ-
ment also contributed to a higher burden in some cases.
Although self-employment generally comes with high
autonomy, these caregivers did not have support options
to rely on and it was sometimes difficult to separate work
and care time. For others, conditions at work were better,
but not sufficient to prevent burnout symptoms when the
work pressure was high and the care situation intensive.
There was one exception, where the employer gave the
family caregiver complete freedom to take time off for
a longer period of time without loss of salary or formal
arrangements. Although the burden increased due to the
intensive care situation, this caregiver did not experience
burnout symptoms (#18, Table 1).

Caring for someone nearing the end of life is emotionally
burdensome

Almost all family caregivers found the situation emo-
tionally tough, even when they were satisfied about the
way that work and care were arranged (Table 3, Q1).
Family caregivers found it hard to see the care recipi-
ent’s health deteriorate. They were often very emotional
about the transition to a nursing home or hospice when
it was no longer possible to keep the care recipient at
home. Most caregivers who had lost the care recipi-
ent over the course of this study noted that the final
weeks or months were most difficult. For a lot of car-
egivers, it was difficult to estimate how long the situa-
tion was going to continue and how the illness would
develop. This uncertainty itself was also hard for some
caregivers. In the first round of interviews, some car-
egivers pointed out that the care recipient was very sick
and would probably have passed away by the follow-
ing interview. However, in some cases, the care recip-
ient was still alive at the end of this study, about two
years later. Constantly thinking that the care recipient
would die soon was emotionally exhausting. They had
to adjust expectations, and were often sad or scared.
Family caregivers also took the approaching death into
account in planning their own lives (Table 3, Q2). They
often found it difficult to determine when and how
to act when the health of the care recipient declined
(Table 3, Q3). This also made it hard to determine when
to take compassionate care leave from work. In some
cases, caregivers were able to use compassionate care
leave or unpaid leave from work for the last weeks of
life of the care recipient after good discussions with
the professional caregivers about when to take leave
(Table 3, Q4). In some cases, family caregivers pointed
out that they could cope with the situation because
they knew it was not going to last much longer.
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Decreasing burden after death

Over the course of this study, the care recipients of
seven family caregivers died. For most of these caregiv-
ers, the level of burden decreased substantially after
the death. Although they were sad, they often also
felt relieved because the intensive care demands had
stopped and there was room for normal things again
(Table 3, Q5). Some caregivers reported that they had
been able to prepare for the death of their loved one,
because that person had been ill for a longer period of
time. Some caregivers felt worn out after the period
of caregiving and struggled with feelings of grief and
loss. This sometimes complicated their return to work
(Table 3, Q6). In most cases, supervisors were sup-
portive and understanding, giving the caregivers space
to return to work at their own pace. In some cases,
the employer arranged a grief coach to help the fam-
ily caregiver cope with their grief and loss (Table 3,
Q7). Some family caregivers returned to work within a
couple of weeks because their work gave them energy
and satisfaction. In some cases, caregivers returned to
work quickly because they wanted to be loyal to their
employer and show their gratitude for the support they
had received during the illness trajectory of the care
recipient. For some family caregivers, feelings of grief
made way for acceptance of the death of their loved
one.

Different view of the trajectory in hindsight

Looking back at the period of caregiving, most caregiv-
ers found it hard-going, but were also satisfied with how
they had handled the difficult situation. However, during
the interviews, it became apparent that family caregivers
sometimes had a different view of the trajectory in ret-
rospect compared to when they were actually in the care
situation. In earlier interviews, they would, for instance,
paint a more optimistic picture compared with when
they reflected on the trajectory later on. One caregiver
specifically noted that it was easier to realize in hind-
sight what the situation was really like and how they felt
at the time. Also, the more difficult the situation became,
the harder it was for them to reflect on how things were
going because they went into survival mode. In hindsight,
some caregivers wished they had accepted help from oth-
ers earlier in the trajectory. At the time, it felt like fail-
ing to bring in more professional care (Table 3, Q8). In
some cases, the family caregiver only realized afterwards
that the care situation had negatively affected their rela-
tionship with their partner, because they were emotion-
ally unavailable and constantly thinking about the care
recipient (Table 3, Q9). Some caregivers noted a lack of
aftercare following the care recipient’s death. They felt
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No Theme

Quote

Q1

Q2

Q3

Q4

Q5

Q6

Situation is emotionally tough

Approaching death of care recipient is emotionally exhausting

Difficult to determine when and how to act

Hard to determine when to take leave from work

Death of care recipient also gave some sense of relief

Return to work difficult because caregiver feels worn out

The tricky part is simply that the situation is so awful. That's what actually
makes it difficult now; the combination with work is nearly always OK in fact.
So I'm pleased with that; in fact that's one thing | am pleased with. So it's more
that emotional burden. That's what affects me above all — that's what makes it
tougher now rather than the combination with work. (#17,T2)

Sure, it's wonderful that [the care recipient lives longer than expected] but it's
also quite draining emotionally. You have all these expectations and then you
have to adjust them again and you're sad again or shocked, and then you're
relieved again. But it’s like that the whole time. And | don't want to stay away too
long at the moment, so I'm always allowing for the fact that it could suddenly
get worse next week. [...] So I'm thinking: is that serious or not? Right. We have
these discussions sometimes with the GP, that he's terminal now but shouldn't
we stop using that label? But that hasn't happened so the GP probably does
have this expectation that it could end quite quickly. But at the same time he has
quite an unusual kind of cancer, so | reckon it must be difficult to predict. Yeah,
S0 it's both the fact that it costs a lot of time and the fact that it's emotionally
quite draining. (#12,T3)

That final period was the toughest. Basically from just before she was admitted
to the hospice, in December, until she died. That was really tough. [...] I hadn't
had many ups and downs until the end, it was just continuous, the whole time,
expecting that there would be more bad news and misery, and then sorting it
out. You simply do what's got to be done. But every time you had a bad news
talk, saying that she was so sick, you would have these doubts all the time:
should | call the doctor or the hospital now, should | take action or not? Those
were tough moments, definitely. So for example, when | could see that she

was really weak but she didn't want me to talk to the oncologist, well, that was
difficult. [...] But also the whole process of having cancer, that you don't know
when the time will come, the constant uncertainty. That uncertainty is also about
you not knowing what you should do. Like OK, I'm really worried but is this now
the point where | should actually phone the oncologist: yes or no? And then I'd
discuss it with my mother. And that’s very... the fact that you permanently don't
know what the situation is, or what you should do or whether you're doing the
right thing. Right, | think that was actually the hardest part. (#17, T4)

When she was admitted to the hospice, | took short-term care leave. But that
was two weeks and when it ended, | went back to work. So | worked two weeks
then, and after that | took unpaid leave. So | was pretty much there the whole
time then. | coordinated things a bit with the nursing staff there... because |
could only get four weeks of long-term leave and | didn't want it to end just at
the point when my mother was getting sicker and close to the end. So | wanted
to plan it so that | could use it all for the final days with my mother. And that was
what happened; it worked out in the end. I'm pleased that | did that. That | was
able to spend that time on her and | didn't have to worry about my work at the
same time, and | didn't have the stress of combining that. [...] It was difficult to
estimate. For two years, | thought it wouldn't be much longer but she kept on
going. So at some point, you ask the nurses what their experience tells them is
going to happen. You can never give guarantees, but based on your experience
how much longer has she got? So right, then | agreed things with them. (#17,T4)

Of course, they too [the daughters] had seen it coming. They were also relieved
when she died, | was too — kind of liberated too, because you've got rid of that
whole illness, of the appointments with the hospital, the stress, not knowing
what your day will be like. Crazy things that can happen, and you can do normal
stuff again. The three of you can just get in the car and say, how about going to
the beach this evening or why don't we go to McDonald’s, just something crazy.
So the normal things are possible again. (#18,T1)

| spent eight weeks off work after he died. I'm still not back at work fully. | started
working again in November. | have to say that my employer was very good
about that. | was allowed to do the hours | wanted; if | wanted to work until one
o'clock that was fine, if | wanted to work until twelve that was fine, it was all no
problem. At the moment, I'm only working until one thirty. | started working half
an hour extra in July but I am finding that simply incredibly tiring. So whereas

| was able to really keep going during his illness, well, you end up in a kind of
void... Yes, it hits you eventually. (#15,T3)
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No Theme

Quote

Q7  Grief coach facilitated by employer

Q8 In hindsight, caregiver would have accepted help sooner

Q9  Caressituation had affected relationship more than caregiver
realized at the time

Q10 Lack of aftercare following the care recipient’s death

Q11 Role of workplace in burnout

I'had this sense of being stuck in a quagmire that | couldn't get out of. So then |
went to the practice assistant. | had two appointments with her and she said it
was a little bit beyond what she could do. So then | was in contact with a grief
coach. [...] Well, that isn't actually covered by the health insurance, which | think
is a pretty poor show. But my work decided they would pay for it. They basically
felt it was very much in their interests for me to carry on working. (#15,T3)

Start sooner with the neighbourhood care service and home care. Right, in my
case, well, you maybe ought to begin when you... um, personally | found it
really difficult to ask for help. | had this feeling that I'd failed. Whereas [the care
recipient] had actually said a couple of times, “You can't keep this up and I really
don’‘t mind; it's OK if you ask them! But | found it so difficult to take that step of
involving the neighbourhood care service because you're basically handing over
to them. And | found that so difficult to do. Looking back, | should have done it a
bit earlier. But well, that's just how it went. You need to be ready to take that step
as well. (#15,T3)

In 2019, | realized that it was a real emotional and physical burden for me. [...]
Now, looking back, | can put it into words a bit better. When you're in the middle
of it you just keep going, so there might be something you pick up subcon-
sciously but you don't do anything with that information. Because | knew any-
way that | couldn't do anything about it. But I've talked a lot with my wife over
the last while about how I've noticed that it's had a big effect on our relationship.
Now we're working together on kind of coming together again, because we
started living separate lives; | think that must have been the case for three or four
years. Looking back now, we see... | was spending a lot of time with my mother,
but even when | was here, | was really still at my mother's emotionally. | would
plan everything. First, | would go over and care for my mother, then | would see
whether | could do anything at home with friends or my wife. As a result, we

had a really strange relationship and that's now a bit... we're trying to sort of get
things back on track again. (#17,T4)

The aftercare for partners after someone has died. Because at that point... | get
it because [the care recipient] was the patient and the ergotherapist visited me
once after he died, but the rehabilitation specialist, well, | spoke to them on the
phone on the Monday and that was the last time | heard anything. They just
abandon you. There’s no aftercare at all. Whereas | do find that very important. So
I think that is pretty poor. [...] Well, 'm thinking maybe that a grief coach could
be added to the rehabilitation team to give that aftercare. Because what you've
been through is not nothing. Because the grief coach actually said, “If you don't
watch out, you'll get PTSD". (#15,T3)

| spoke to various people at my work about my problems. The confidential coun-
sellor, HR, my team manager, the works council. And nobody did anything. That
was in 2013 or 2014. It was never dealt with properly. | had various talks. They
really made mistakes there. They didn't give me proper support either in advising
me what | could do to make things easier for myself. So they offered to reduce
my contract and I'm still suffering the consequences because now I've only got

a contract for 20 h. A better recommendation would have been to take unpaid
leave because now if | get occupational disability it will be based on that figure
of 20 h. The occupational specialist also wrote in her report that my employer
didn't do enough. She thinks I'm a ‘medical reducer’, which means that | took
measures off my own bat several years ago so that | could carry on working, as

| kept cutting my working hours. My employer should have done more to help.
(#6,T3)

somewhat abandoned by the healthcare professionals and
would have liked more support with their grief (Table 3,
Q10).Some caregivers indicated they would have pre-
ferred to work fewer hours in hindsight than they actually
did in the caregiving period. In some cases, the caregiver
indicated that their burnout symptoms could have been
avoided if their supervisor had been more supportive

in considering changes to their work. Also, caregivers
reported that knowing more about the available support
options would have helped alleviate pressure (Table 3,
Q11). Specific recommendations family caregivers had
for other family caregivers, the workplace, healthcare
professionals and local authorities are shown in Table 4.
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Table 4 Advice given by family caregivers to other caregivers, the workplace and local authorities

Advice for family caregivers in similar position
Arranging/accepting help sooner

Keeping the people around you informed about what is going
on and what you need

Make your boundaries clear

You are allowed to prioritize yourself/look after yourself

Get information about the options

Be proactive in arranging care and contacts who could help
you

Trust your instincts

Make a keepsake box

Be open about the care situation at work

If people offer help, accept it. In whatever form it comes, even if it's grocery shopping
or"How about | go on a walk with the person who's sick to give you a bit of a break”.
(#10,T3)

What | find really important is to keep the people around you — your family and
friends — informed so that they know OK; that's what is going on. And yeah, what |
found difficult but others might find easier is accepting help when it's necessary, so
the rest of your immediate family can keep going and find a way to cope. (#14,T3)

Make your boundaries clear, because | went too far. And do so in good time... but
that's ever so difficult because it's often an emotional thing, that involvement. It also
depends on who you are caring for. Are you caring for your partner or a child or your
parents, or are you caring for a neighbour? So I do think... look, when it's your neigh-
bour it's easier for you to take a step back than when it's your parents, for example.
That's the difficult part, because it's to do with your emotions. (#10, T3)

You're allowed to prioritize yourself, put yourself first. You are the one who has to do it,
you have to... you have to cosset yourself. And make sure you stay healthy by doing
sports, exercising, looking after yourself. Make a hairdresser’s appointment, do some-
thing for yourself. Eat healthily. Then you've already made big progress. (#4, T3)

Right, always making sure you look after yourself, but that is... Well, | think that eve-
ryone probably says that so it's virtually a useless tip because everyone | speak to says
it just happens, as it were. I'd almost be reluctant to give it as a tip because | know...

| don't even know how you could do that. [...] | think perhaps it could help if you
realized that you... you're not under any obligation or whatever. You have a duty to
keep good care of yourself. If you're the relative of the person who's ill, they don't gain
anything either if you run yourself into the ground. Perhaps if you look at it like that, it'll
help you realize that it's a good idea to look after yourself. (#17, T4)

Get proper information about the available options. (#7,T3)
Make sure you've got all the right information. And make sure you have a backup, so
that you can share the care with other people, because that really helps. (#1,T3)

If you know it's going to be a very long process, you could kind of take that into
account at a very early stage. | think that would have helped me. And you could
already start looking for people around you who could help you. It's too late for that
once the going gets tough. So youd already know what contacts you have and what
you can do and who you need, so you make plans for things that help. [...] Other-
wise you'll always be playing catch-up and be under a lot of stress. There will come a
point where you're playing catch-up because this is a battle you can't win. But | think
anticipating and preparing for things wherever possible could save a lot of stress and
worry. (#17,T4)

Take charge and stay in charge. And trust your instincts. | think that is more important:
feeling OK with things and doing what you're OK with doing. And if you don't want

to do it every day, even if it's only twice a week or once a week or once a fortnight, do
what you feel is right. There are enough people who say, “I'm not going to go every
day” That's up to them. (#16,T3)

What | did that could be a tip for other families. .. Because sometimes you think you've
got time, but it turns out that time's far too short. And then you are left with nothing.

| was really already working on saying goodbye when he was still there; maybe that
wasn't right, but it does mean | have a lot of memories. | recorded things, and | got
photos of the CT scans, you know so that they have something... well, you can tell
them Daddy died of cancer when he was only 44, but what does that mean? And I've
just got all these photos. So they'll be able to see them, when they're older too. You
can also order a bereavement blanket. Well, that's up to you, but | got hold of one indi-
rectly. For the children. And it included a very nice letter for the children saying when
Daddy'’s no longer there and you're feeling sad, then you can wrap this blanket around
you... you know, that kind of thing. You really need that as a family. (#2,T3)

Indeed, being open about it at your work too and adopting a leadership role yourself,
S0 not waiting to see what your manager can do for you. But | think you have your
own responsibility here and you need to make it something you talk openly about:
OK, what am | able to do and what can | really not manage? And | think you have that
responsibility towards your colleagues too. What isn't possible simply isn't possible, I'm
quite convinced about that too, and it's fine to be honest about that, but you do need
to bring it out into the open. In fact, as we were saying just now, take a look at whether
you need help, yes or no. And don't be ashamed to make use of that help. (#14,T3)
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Try to see the plus points as well

Make contact with fellow sufferers

Advice for supervisors and employers

Have a clear policy for informal caregiving rules within the
organization

Point out possible leave schemes to employees

Help think up solutions

Keep up a more active discussion about the care situation and
make agreements

Make sure the family caregiver feels people are listening

Tell each other what your expectations are

Discuss how the colleagues should be kept informed

When you do things, do them attentively, with affection and with dedication, prioritize
yourself and the other person too, the person you're caring for. And try to see the plus
points - seize the opportunities. You know, when it's windy some people will put up

a windbreak and others will build a windmill. So that kind of thing. Like when it rains,
older people like me will put up an umbrella while kids go and stamp in the puddles.
Try to turn it round and see what benefits it has and don't let yourself be dragged
down by a medical... or by a disease, or have your identity reduced to that disease.
You're making the disease into too big a thing then. (#18,T1)

Share with one another... I'm also on a closed Facebook group for family caregivers...
right, sometimes that will give you recognition of what you're going through or you
can let off steam, or just add a comment like, that's so familiar, good luck with that.
Yeah, you help one another a bit. [...] Then you feel understood. Then you know these
people are in the same situation. So: they understand what it’s like and you understand
them too. (#7,T3)

Right, have a clear policy on that. At my work, | see it depends on the team manager.

A good example is when | had really big problems with my wife. | needed a few days;

| needed time that | essentially no longer had any right to, legally. My team manager
called that my ‘personal responsibility’ Then a colleague got news from abroad that his
mother who lived abroad had become seriously ill, so he was immediately taken off
the roster for two weeks so he could travel abroad and the agreement was that they
wouldn't deduct it from his holiday allowance. That's not on; you can't have differences
like that. Because then I'm thinking that's also your personal responsibility. If his mother
is ill abroad, then he should just take some holiday leave. (#6, T3)

That you encourage the employee to think about what options they have but also
point out the possibilities. | looked up those rules myself. But if someone doesn't take
that upon themselves, the manager can suggest it, of course. Say these are the options
and what would be most feasible in which situation. (#14, T3)

Well, I have to say that in my case, my employer was very good in helping look at the
options and what they could do for me. They also found work that | could do from
home. They created all that for me, and | found that ever so nice. (#15,T3)

Keep up a more active discussion about it too, | think. If you know someone’s a family
caregiver, at some point the person close to them — the manager or team leader or
whoever — should ask them, hey, are you still managing to schedule everything? Ask
whether anything has changed, or if you made an agreement ask whether that’s still
going well. Sit down with that person. Not in the office: go to the cafeteria, reserve
some time for the chat, get away from the office environment, go to the restaurant,
take a short walk and talk to them like, well I've seen this, | see you have that, is there
anything | can do for you? How could we explore together what we can do to achieve
this, and what can | offer you? (#4, T3)

Right, right... well, you're too busy or... I've never reported sick, but how are you
going to deal with this? And if you're not sure what to do, be open about that: | don't
know at the moment what to do for you. It's not that I'm abandoning you, but I'm not
sure at the moment how | can deal with this. Do you want me to carry on with this, or
are you saying | should just let it drop? [...] Because | think then you feel someone’s
listening, even if nothing happens. .. well, that's not the right word, but even if your
manager says at some point that they don't have a solution and should we carry on
looking or not. At least then someone listened to you. So you have a sense that you're
being taken seriously. (#17,T4)

I think they should have discussions with their own staff. What the staff expect from
their manager and whether they could perhaps cut their hours or take temporary care
leave. What | mean is, | once had someone who took care leave to look after her father.
That was just a couple of weeks but | think managers should be open to it. But well,
you do need to see it from both sides and tell one another what your expectations are,
because the work still goes on. (#16,T3)

| think the communication with the other employees is important. You've got to
discuss it with the family caregiver too. In this case: right, what should we tell the team
and when? So that the caregiver still feels involved in the team and you don't get a lot
of gossip developing and people making all kinds of unnecessary assumptions. | think
that's also an important task for the manager. (#14,T3)
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Pay attention to the topic of informal caregiving (and bereave-
ment) in the workplace

Give family caregivers time, space, understanding and trust

Advice for healthcare professionals

Make sure someone gets the same staff and a designated
contact in the care team

More guidance and contact with the family caregiver

What | would like to offer as an idea for them, | think, is that co-workers could pay
more attention to their colleague’s grieving process: what it involves and what it
means, because | think there's room for improvement there. Look, they do their best,
but | feel it's quite uncharted territory. [...] You're still sitting there and so people think
you can still do all the work you normally did, so everything ends up on your desk
again. And nobody looks at how many hours you are working here and whether you
can cope with it all, if you are you coping, if they should give someone else some of
your tasks. | can work this out with the management, who basically say OK, we'll take
these tasks off you. But you do still find on the work floor that some people aren't so
understanding. (#15,T3)

Pay attention to family caregivers and show your appreciation. Give them space, time
and trust. And in particular, don‘t push them. Human capital is so much more impor-
tant for adding value than the other kind of capital, the turnover or... Social capital

is so incredibly important: it's the people who make the difference. The company
doesn't exist at all...It's just an abstract construction, it's something that's put on top.
The system doesn't exist either: we are the system, we are the company. So it's almost
something to do with the culture, how do you deal with... well, how would you per-
sonally want to be treated? So right, that’s how you should behave towards someone
else. (#18,T1)

Be very kind to them and be understanding about the situation. Don't think “Oh, I'll just
do that’, because that’s not is the way it works. No. And | must say, the arrangements
are quite good at my work, fortunately. They're very flexible. I'm really pleased about
that. But | also think there are other employers who really aren't alert to this and aren't
willing to make the effort either. Sure, that’s the reality you have to deal with in our
society today with market forces and everything closing down. Well, it’s simply terrible.
(#7,73)

It's ever so nice when they're understanding, and to have the space... for the days
when you really need to do something with the person you're caring for, ... | think the
key thing is being understanding. Well, that and the space... so you can actually give
that help. Right, right... | can't think of anything else, actually. (#12,T4)

Right, you know this particular patient is getting care through the Long-Term Care
Act so they're obviously going to need care for a long time. So draw up a roster with a
fixed team. But instead, he's constantly seeing new people. Then they tell you well, we
can't always deliver. | get that, if staff are sick or on leave. But | mean if you... you have
ten people, let’s say, who have to deliver the care and you have them available, and
you have four appointments with a patient, then you can make sure the same person
always visits the patient, at any rate in the morning and the evening. And in the after-
noon and when they go to bed... | don't think that's particularly difficult. | mean, we
draw up rosters here too. So | don‘t know what the problem is. But it’s always a differ-
ent person, you know. Then | reckon, well, if you have long-term patients, you should
try to introduce some kind of routine. But that’s not what happens at all. (#8, T3)

Practical tips and, well, the kinds of things you should be looking out for as the partner,
if you don't have home care, because that period could last five months or it could be
what we had, nearly a year. Even if you just have some procedure for a phone call once
a month, talking to one another, and then an appointment to see the family briefly
once every three months. Perhaps you could even have home visits, you know, that's
very much the modern approach. Really a bit more guidance in the whole process,

not just looking at the disease side but also more the social side. [...] There were a lot
of things they [care professionals] didn‘t know, where you think well OK, but that hap-
pened too. Then there was a phone appointment with the doctor, who never called.
There I was, sitting waiting for that call all day. | think that an awful lot of patients and
families have experienced that kind of thing. Sure, we had that happen in [hospital]
but of course that’s an oncological centre so you think, they really should... that's the
modern approach. Surely you don't still let people figure things out for themselves?
You need guidance. Especially when a family is going to be losing a father or a mother.
(#2,73)
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More aftercare and guidance after the patient’s death

Easier procedures for care needs assessments

Advice for local authorities/government bodies

Improve communication about the support options and the
procedures

Earmark money for supporting family caregivers

No more market forces in the care sector

The aftercare for partners after someone has died. Because at that point... | get it
because [the person with a care need] was the patient and the ergotherapist visited
me once after he died, but the rehabilitation specialist, well | spoke to them on the
phone on the Monday and that was the last time | heard anything. They just abandon
you. There's no aftercare at all. Whereas | do find that very important. So I think that is
pretty poor. [...] I'm thinking maybe that a grief coach could be added to the rehabili-
tation team to give that aftercare. Because what you've been through is not nothing.
Because the grief coach actually said, “If you don't watch out, you'll get PTSD". There is
an awful lot you have to deal with, and well, that really tends to get forgotten. Because
| hear this from other people too, that people have difficulty with this. (#15,T3)

Well, the reassessment: it’s all still complex and difficult. And something always goes
wrong. Then you need to put in a lot of effort to get things straight. You eventually get
it sorted, but it just costs an awful lot of energy. Especially assessments for the longer
term — rethink the approach. Because now they're saying: we'll do it annually because
the care situation could change. But you could also delegate that to the person in
question, tell them “Let us know if anything changes”. Of course people might keep
schtum if the care needs become less and you keep up the care... Well if necessary
you could deal with it by contacting the GP, get the GP to draw up an assessment
saying the situation is the same, or this has got less or that... You know, just a bit
more straightforward. Now you have to go through this whole rigmarole, it costs vast
amounts of money and loads of time. Make it all a bit easier. [...] You get this huge
stack of paperwork staring at you, and a period of uncertainty. It's so much work that
there’s a waiting list for the reassessment and processing it. And you've got two dif-
ferent parties because the community nurse does the assessment and then you send
it to your health insurer. In our case at any rate. And they too have a backlog. So you
keep facing these backlogs. Yup, that's so frustrating. So then you have to go without
money from the personal care budget for two and a half months, well, they simply
assume... look, I'm giving care informally so | can say to my wife, “OK, but I'm not going
to abandon you. Il still help you”. But if you're using formal care services, they simply
won't turn up if you don't pay. (#6, T3)

I think an awful lot still needs to be done in terms of communication and the lack of
clarity especially. | mean it when | say ‘an awful lot’ Look, the basics are all there but

it's not clear to loads of people. Where can they go to, who can they go to, and how
seriously are they taken? | think that... that we still have work to do there, even with
everyone’s good intentions. Right. So | think that's the main message in my story, what
| come up against. (#11,T2)

To start with, each municipality is allowed to decide for itself how it sets things up. The
money the municipalities get isn't earmarked. So municipality A pumps a lot of that
money into youth care, for example, because they're short of money there. That's not
on. You can't do that with your own money. If you're getting money to pay your over-
heads and you think oh well, it's quite an expensive month so I'll use that money for
my shopping, your housing corporation will eventually come knocking and say, “You
owe us” That's not on, it's weird. [...] There are cutbacks but they're not short of money
because no one looks at them because apparently there isn't a problem, because

the informal caregivers just keep going. [...] It's weird that you have money that was
meant for a particular purpose and you can channel it somewhere else... you're really
showing contempt for the group it was intended for. These days, informal caregiving is
quite a challenge, and then you just take money away from them. That's a shame but
we need it elsewhere, so tough luck. That's not on. (#6, T3)

Well, that's the reality you have to deal with in society today with market forces and
everything closing. Well, it's simply terrible. No, I would like to make a case for that...
well, putting an end to those market forces. The SP [Socialist Party] is also working on
that of course. Well, that message needs to be taken on board by the politicians at last.
| was really pleased when Hugo de Jonge [Dutch Health Minister] said we're going to
take youth care services off the hands of the municipalities because that is just not
working. I thought, hey, they're making a start. [...] The market forces approach has
really ruined things. It turns you into a criminal, a fraudster. The authorities have this
attitude of “there’s another one who's trying to get something off us. That's our money!
That's how it feels. And guys, you just need people who say... like that complaints lady
at [the health insurer], who said, | understand what you're saying and 'll sort it out and
if there is anything. .. that gives you breathing space. (#7,T3)

"
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Discussion

This study aimed to describe the trajectories in the
burden of working family caregivers of patients with a
life-threatening illness, and to describe which factors
in paid work and care were related to changes in the
burden over time. In line with prior research [21, 22],
almost all family caregivers in this study experienced
some level of caregiver burden. Two groups of family
caregivers were identified according to their trajecto-
ries in the level of burden: those with a persistent level
of burden and those with an increasing burden over
time. Family caregivers with a persistent level of burden
seemed to be at risk for burnout throughout the illness
trajectory of their care recipient. When an issue arose,
they were often able to cope with the situation by mak-
ing arrangements in the care or at work. However, they
were pushing their limits and often felt exhausted.

Family caregivers with an increasing burden were
unable to make sufficient adjustments to alleviate the
pressure. For these caregivers, the combination of paid
work and family care became too much, resulting in sick
leave from work. This is in line with the ‘wear-and-tear’
perspective, which predicts an increase in the burden
over time for family caregivers due to the cumulative
effects of stressors that exhaust their mental and physi-
cal reserves. This might not be surprising, however,
since providing care to a loved one nearing the end of
life was often emotionally burdensome and intensive.
In line with our findings, support for the wear-and-tear
perspective has been found in partner caregivers and/or
caregivers who live with patients [23, 24].

This study was among the first to describe trajectories
of burden among family caregivers based on longitudinal
qualitative data. Contrary to previous longitudinal quan-
titative studies [22, 25], this made it possible to identify
events related to changes in burden over time, as well as
to describe why these events were of importance. More-
over, opposed to prior research [25], this study did not
only focus on the care situation, but also considered the
impact of work on care and vice versa. Also, discrepan-
cies between family caregivers’ perceptions during and
after the care situation could be identified. The results
indicated that the experiences of family caregivers did
not only differ between caregivers, but individual experi-
ences also differed over time.

In addition, the framework that has been identified
based on the first round of interviews [7] was confirmed
by the longitudinal data of the current study. Over time,
experiences, feelings and needs regarding family care and
the combination with paid work were influenced by four
domains (caregiver characteristics, the care situation,
the work situation, and the context). These experiences,
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feelings and needs sometimes had an impact on their
health and well-being, or prompted caregivers to take
action to improve the situation (e.g. changing jobs or
arranging more help with care). Also, changes in health
and well-being sometimes had an impact on the situation
in multiple domains, for instance, when caregivers expe-
rienced an increasing burden and eventually went on sick
leave from work.

Our findings correspond with a recent meta-analysis
that showed a significant increase in emotional exhaus-
tion when proving care for a relative, which was a risk
factor for burnout [26]. Similarly, almost none of the
family caregivers in our study experienced a decrease in
the burden during the illness trajectory. The burden often
only decreased substantially after the care situation had
ended. Family caregivers emphasized that they felt sad
but relieved after the death of the care recipient, and that
there was space for normal things again. Our findings
are consistent with other research that has shown that
depressive symptoms in bereaved caregivers reduce sig-
nificantly within three months after death, despite inten-
sive caregiving situations [27]. Prior research has found
that, although the burden increased towards the death
of the care recipient, about three-quarters of the family
caregivers did not perceive this burden as a problem. For
these caregivers, providing family care did not feel like a
problem because the loved one had previously also cared
for them, and providing care felt rewarding [28]. This
could possibly help with acceptance and finding closure
after the loss of a loved one.

In line with other research [4], family caregivers shared
the illness experience of the care recipient, and this often
influenced their physical, psychological, social and spir-
itual well-being. Their needs were dynamic, and varied
according to the trajectory [2, 4]. However, the caregiver
burden trajectories did not directly reflect the three
distinct disease trajectories (namely aggressive can-
cers, organ failure, frailty or dementia) that have been
described by Murray and colleagues [2]. There was no
clear difference between the caregiver groups with a per-
sistent or increasing burden in the illness types of their
care recipients. In both groups, caregiver burden was
mostly related to aspects of the care situation, such as
high care intensity, the patient’s increasing dependency,
not being able to share care tasks, and acute care situa-
tions. Thus, although different illness types impose differ-
ent requirements on the nature and intensity of care, the
degree of dependency of the patient and care availability
seemed to be more important in determining the bur-
den and specific support needs. Similarly, fatigue and the
level of dependency on the family caregiver have been
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found in prior research to be associated with caregiver
burden and depressive symptoms [29, 30].

Demanding care situations made it difficult to com-
bine care with paid work, especially in jobs with little
understanding from colleagues/supervisors or few sup-
port options. This corresponds with other studies that
have shown that family caregivers who combine work
and care experienced the highest burden, and that higher
patient dependency in combination with employment
was related to caregiver stress [6, 21]. Among the groups
of caregivers with a persistent or increasing burden, there
were two cases of caregivers whose course of burden
was slightly different compared to the rest in the group.
Their cases showed that burnout symptoms and long-
term sick leave from work could be prevented if there is
understanding, flexibility, freedom to take time off from
work without loss of salary or formal arrangements, or
by making substantial changes in work (e.g. changing to
a job with more flexibility and less demanding tasks). In
agreement with a scoping review that showed that flex-
ible work arrangements were essential for caregivers
[14], our findings also suggest that work adjustments and
support at work could make a difference in preventing
burnout and sick leave among working family caregivers.
Similarly, the results showed that caregivers who received
support and had flexibility in their job also returned to
work earlier after the care recipient’s death. Returning
to a supportive work environment could help employees
pick up their work again [31]. This emphasizes that giv-
ing family caregivers help in combining paid work with
care tasks could benefit both the family caregiver and the
employer in the long term.

Most of the family caregivers who persistently expe-
rienced a moderate burden had a job in professional
healthcare. Having professional experience with caregiv-
ing and being familiar with the care sector might make
family caregiving easier for these caregivers. This is in
line with the earlier finding that self-efficacy for cop-
ing with the patient’s illness was negatively related to
caregiver burden [22]. However, prior studies have also
indicated that “double-duty caregivers” (i.e. professional
caregivers with family caregiving tasks) are at risk of
developing symptoms of overload and often experience
mental and physical pressure [32, 33]. Concomitantly,
double-duty caregivers often have high expectations
for themselves and want to solve problems themselves
because they know how to perform care tasks [32]. Flex-
ibility and understanding from the workplace, as well as
discussing the care situation with their supervisor, are
important in identifying issues and allowing customized
support to be offered [32].
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Methodological considerations

The longitudinal design, in which 53 interviews were
carried out with 17 participants over a time period
of 2.5 years, provided rich and detailed information.
Moreover, this made it possible to further clarify themes
regarding the combination of paid work and family care
at the end of life that were discussed in prior interviews.
This approach also allowed differences to be identified in
the views on how the combination of paid work and fam-
ily care was arranged at various time points in the illness
trajectory. Interviewing the same participants multiple
times also builds trust between the participant and the
interviewer, and this enhanced rapport might have made
it easier to discuss difficult topics. Moreover, this helped
us to interview family caregivers who were sometimes
under extreme pressure or even on sick leave from work,
and learn about their experiences. It could be that these
people would not have participated in such research at
that time if they had not already been familiar with it. In
this way, we were able to tap into a wide range of experi-
ences. At the same time, some of these caregivers empha-
sized that they valued being able to share their stories
and be listened to.

In addition, analysing multiple interviews from the
same participant as a single unit made it possible to
create individual timelines of changes in burden, work
and care. Although the course of burden over time was
roughly the same for the caregivers within each group,
experiences with caregiving were heterogeneous and
changed over time [24]. Some family caregivers, how-
ever, did not have a particularly clear course of burden.
Given that their experiences were dependent on various
aspects of the care and work situation within a certain
time period, we should refrain from ‘labelling’ individual
family caregivers on the basis of the burden trajectories.
In addition, not all family caregivers were in the same
phase of the illness trajectory during the interviews. It
has been found that the burden increases particularly as
the patient’s illness progresses and in the terminal stage
[28, 34]. Hence, it could be that for some of the caregivers
who experienced persistent levels of burden during this
study, the burden did eventually increase (or decrease)
closer to the death of the care recipient. However, this
would likely not have led to different trajectories at the
group level, since all burden trajectories included fam-
ily caregivers who had lost the care recipient during the
study period. Future research could take the duration and
phase of the illness trajectory into account when investi-
gating burden trajectories of family caregivers of a patient
at the end of life.

Family caregivers were recruited and included via gen-
eral practitioners. This could be considered as a strong
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point, since the general practitioners had detailed infor-
mation about patients with a life-threatening illness and
were often in contact with the family caregivers as well.
However, there is a possibility that general practitioners
refrained from asking family caregivers in intensive care
situations. Even so, we did not miss out on this group
since some family caregivers in intensive care situations
applied to take part in the study in response to the post-
ers that were placed in a hospital. Furthermore, although
we sought for maximum variation in the sample in terms
of gender, working hours, sector, illness type and intensity
of care, the views and experiences of family caregivers
with certain characteristics might be underrepresented.
This could for instance be the case for male caregivers
or family caregivers with a non-Western cultural back-
ground. Prior research has indicated that male caregivers
report less of a burden compared to female caregivers,
and that gender differences in the caregiver’s burden
increase over time among family caregivers who provide
end-of-life care in the home setting [30]. Furthermore,
earlier studies have found that cultural norms and val-
ues among family caregivers with a non-Western cultural
background might also influence their caregiving expe-
riences [35, 36]. Hence, it could be that these caregivers
have different experiences with the combination of paid
work and family care at the end of life, and, accordingly,
have a different burden trajectory. Future research could
give more emphasis to gender and cultural norms in dis-
tinguishing caregiver burden trajectories in the combina-
tion of paid work and family care at the end of life.

Practical implications

The family caregivers’ perceptions of the situation often
changed over the course of the study. Some caregiv-
ers reported in earlier interviews that they had good
arrangements for the combination of paid work and
family care, while in later interviews they said that this
was not the case (or not anymore) and it had been quite
tough when they looked back at the situation at that
point. This suggests that some family caregivers may find
it difficult to recognize or identify unmet support needs
at the time when the need is most urgent. It could also
be the case that, for some caregivers, not acknowledg-
ing that the situation is too demanding might function
as a coping mechanism allowing them to keep going.
This could be problematic, especially if they refrain from
seeking or accepting help and support while burnout is
looming.

In agreement with earlier findings [4], key time points
when family caregivers might have unmet support needs
are the diagnosis, transitions in care (e.g. hospital admis-
sion, returning home after a hospital stay, and transition
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to a nursing home or hospice), when a disease-modifying
or potentially curative treatment is stopped, in the termi-
nal stage and after death. Healthcare professionals, such
as nurses and home-care staff, could play an important
role in supporting the family caregivers of a patient at the
end of life at these times. They could use needs assess-
ment tools to discuss potential unmet support needs. The
Carer Needs Assessment Tool (CSNAT), for example, has
proved to be an effective tool to do this [37, 38]. Moreo-
ver, given that the perceptions of family caregivers about
how things were arranged often differed over time, dis-
cussing potential unmet support needs early on and at
key time points in the illness trajectory might prevent a
situation in which caregivers keep on going and provid-
ing care themselves, while there could be other support
options available that they are unaware of or that did not
cross their minds. In addition, the results showed that
providing care to multiple persons contributed to burden.
Given that in the Netherlands, about one in three family
caregivers provide care to two or more persons and that
this number is likely to further increase in the near future
[39, 40], healthcare professionals could be more alert to
unmet support needs among family caregivers with care
tasks for multiple care recipients.

A supportive workplace appeared to be important
in helping family caregivers combine care with work
responsibilities. It is vitally important to discuss the
theme of combining paid work with family caregiving by
creating a safe environment for employees to share wor-
ries or issues that complicate the combination of paid
work and family care for them. Supervisors could try to
accommodate the needs of the caregiving employee by
discussing possible solutions and offering tailored sup-
port, for instance in the form of flexible work hours,
different tasks or working remotely. In addition, organi-
zations should communicate policies regarding formal
arrangements more actively, since not all caregivers were
aware what support options were on offer. Social workers
and occupational physicians could play an essential role
in the provision of support for grieving employees and
promoting awareness among supervisors [31].

Conclusion

This study showed that it was very common for family
caregivers who combine paid work and care at the end of
life to experience a care burden. Providing care to a loved
one nearing the end of life was often emotionally burden-
some and intensive. The burden did not decrease over
time and was mostly related to aspects of the care situ-
ation. Although the experiences with the combination of
paid work and family care at the end of life were hetero-
geneous and differed over time, two groups were iden-
tified in which family caregivers had a similar course in
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the level of burden. More specifically, one group of family
caregivers experienced a persistent level of burden over
time, while family caregivers in the other group experi-
enced an increasing burden. The latter group was unable
to make sufficient adjustments, which often resulted in
burnout symptoms and sick leave from work. To facili-
tate the combination of paid work and family care, and
reduce the risk of burnout, more support is needed from
employers and healthcare professionals during the illness
trajectory of the patient and after death. Bereaved family
caregivers also warrant more attention from their super-
visors and occupational physicians in order to facilitate
their return to work.
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