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Background: Next of kin are considered a resource for both the patient and the health service.
Need for information varies with severity and duration of health changes. A clear requirement is
about what to expect upon homecoming, and what supportive services are available. The picture
of relatives’ access to involvement and information is still somewhat unclear.

Obijective: To investigate what information, knowledge, and involvement next of kin consid-
ered important for managing their caring role and collaboration with their close relatives who
experienced events that led to chronic illness.

Design, setting,and methods: A qualitative exploratory design. Seventeen informants were
recruited through various courses offered to relatives. Data were collected in 2017 from individual
interviews, analyzed in an interpretative tradition, and involved qualitative content analysis.
Results: The results reflect a long intervening period in between the activating incident and a
clarification of the situation. This period was characterized by unpreparedness for duration of
anxiety and amount of energy involved in balancing the relationship. Further, the interviewees
saw retrospectively that information about disease and treatment was available, but they had
to find such resources themselves. Information about how to handle the situation was almost
absent. Ultimately, they were disappointed over not being involved.

Conclusion: Previously provided prospective information about the embedded anxiety in
the situation and consequences for relationships, involvement in patients’ services, and bet-
ter communication about existing services seem to be significant. Health care professionals,
especially in outpatient care, may improve their services by debating how they can implement
family-oriented care in personalized treatment as usual. Focus on prospective information,
early involvement, and relevant information about existing resources may empower relatives
and relieve the experience of care burden.

Keywords: next of kin, chronic illness, information, involvement, care burden, informal care,

relatives

Introduction

In the Norwegian health care service, where the focus in recent years has shifted from
specialist to primary care, relatives are considered a resource. Home treatment and
early discharge after acute exacerbation have become a trend.! Next of kin’s support
is part of the natural care that characterizes close relationships and family and is
considered significant to the patient’s health.? Despite carers’ support as part of the
natural care provided in close relationships, the literature more often associates the
role of caregivers with words such as “care burden”.*® Guidelines on relatives in the
health and care services commits both hospitals and municipalities to allow relatives
involvement and provide them with support.® Despite this, relatives are, to some extent,
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seen by the health care service as an independent entity with
their own needs.

The literature describes a variety of need for informa-
tion, involvement, and support.'®'> Research also provides
examples of effective services aimed at relatives.!!® Next
of kin’s experienced information needs and involvement
opportunities considered important for managing their caring
role and collaboration with their close relatives are discussed
in this article.

Background

Studies of relatives’ need for information reveal a multifaceted
competence requirement. It varies with the nature, severity, and
duration of health changes, and with personal skills and prefer-
ences. However, something appears to be common. Namely,
for the next of kin, there is a need to understand the patient’s
condition, symptoms, and disease development.'''>!* There
is also a common need to understand the consequences these
have on the relative—patient relationship in regard to practi-
cal, everyday life, and communication.'>!*2! Relatives require
knowledge that prepares them for the demanding experiences
that often follow, which include consequences for their own
mental and physical health.2>?2 It is claimed that relatives are
rarely given relevant information and support related to their
own health or to dealing with their role as relatives. %

The role of relatives is challenged in situations like dis-
charge from hospital and not finding available services.'**
The care burden increases when relatives lack social and
professional support.?” Furthermore, it can be a challenge
for relatives to provide continuous support and care in a
landscape of poorly defined, shared responsibilities among
relatives, patients, and health care professionals. Relatives
need support from and cooperation with health care profes-
sionals throughout the course of illness and need information
that is adapted to their needs and preferences.?*°

There are good examples of approaches directed at
relatives. Group education courses for patients and relatives
appear to meet the needs for relevant exchanges of knowl-
edge and support. These courses provide opportunities to
meet other relatives and share experiences, which in turn
provide opportunities to find new strategies for coping with
everyday life.’'*? Different forms of therapeutic conversa-
tions directed toward families also seem to have an impact.
Benefits that have been reported include a more compre-
hensive understanding of the situation, a more manageable
situation, strengthened family relationships, and feelings
of support. Findings of these studies suggest that offers of
support to relatives should be made early in the process.***

Services that do not require conversation and presence have
also been researched.** An intervention study found that the
combination of electronic and face-to-face interventions is
most effective as support for informal caregivers.*®

A need for services relevant to relatives has been identi-
fied. In public documents, these services are described in
general terms as support groups, educational programs for
relatives, and similar services.? The picture of what rela-
tives really need to handle their caring role, however, is still
somewhat unclear and unspecific.

Methods

Aim

The purpose of the current study was to explore what infor-
mation, knowledge, and involvement next of kin considered
important for managing their caring role and cooperation
with their close relatives who experienced events that led to
chronic illness.

Design

The study used a qualitative exploratory design.

Participants

Seventeen informants were recruited from different courses for
relatives of patients with long-term health challenges. We chose
to include relatives who attended first-time courses regardless of
age, type of chronic illness, or duration of next of kinship. All
relatives who participated in a course at a Norwegian hospital’s
Learning and Coping Center (LCC) in the spring of 2017 were
requested orally and in writing (via the course leader) to par-
ticipate in individual interviews. Any statement of consent was
sent directly to the researcher, so that those who recruited did
not know who had agreed to participate. The sample size was
considered sufficient to provide information power mainly due to
the aim of the study and the quality of interview dialog, despite
heterogeneity of the sample.?” Table 1 describes the sample.

Data collection

Data were collected from individual interviews. The inter-
views were led by a thematic interview guide, with open
questions to explore 1) how participants felt informed in the
period as supportive relatives; 2) views on what knowledge
and information they needed; 3) how they perceive them-
selves informed and involved; and 4) in what ways they
would like access to information and relevant knowledge for
their role. One of the researchers, with extensive experience
of qualitative research interviews, conducted the interviews
during spring of 2017. The qualitative interviews were con-
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ducted using the above theme, in an open dialog that took into
account what the informants considered important.

Ethical considerations

The Data Protection Official for Research in Norway
approved the study (Ref. no. 51380/12 01 2016). The investi-
gation conforms to the principles outlined in the Declaration
of Helsinki. Study participation was voluntary, all partici-
pants provided written informed consent, and all the patients
agreed to their relatives’ participation.

Data analysis

The interviews were recorded and transcribed. The
analyses were conducted in the interpretative tradition

Table | The sample described by gender, age, and relationship

Gender Age Next of
(years) kin to
I. Female 70 Husband
2. Female 29 Mother
and sister
3. Female 67 Husband
4. Female 67 Husband
5. Male 73 Wife
6. Female 55 Husband
7. Female 41 Husband
8. Female 8l Husband
9. Female 53 Husband
10. Female 65 Husband
I'l. Female 76 Husband
12. Female 40 Mother
13. Female 42 Mother
14. Male (interview |3) 73 Wife
I5. Female (interview 14) 77 Husband
16. Female (interview 15) 42 Husband
17. Female (interview 16) 68 Husband
Total of I5 females and 29-81 years Partner: 14
2 males Average: Mother/
59.9 years sister: 3

and involved qualitative content analysis, performed by
both researchers.’® The text analysis of the transcribed
interviews was conducted in different phases. First, each
researcher did an open reading of all interviews and
wrote a holistic essence of every interview. Thereafter,
the researchers met together to conduct the first thematic
analysis.* Several preliminary themes were identified and
named in the interviewees’ own words (eg, “worrying”,
“uncertainty about limits”, “information jungle”, and
“help yourself™). Then, from the main text, meaning units
were extracted, condensed, and abstracted. Table 2 gives
an illustration of one part of the analytical process, from
transcription to main themes.

The final thematic analysis revealed three main themes
related to “informational needs in limbo”: to be persistently
anxious, to balance between encouragement and reassurance,
and to find those persons and the services available.

Rigor

To achieve trustworthiness, the authors critically assessed
and discussed all stages of the research bearing in mind the
requirements for credibility, dependability, and transfer-
ability.*® Both authors read the transcripts independently,
followed by discussions and co-analysis, to reach a mutual
understanding of the findings, while being true to the mean-
ing of the data.

Results

The results in this interview study reflect a long intervening
period for the next of kin in between the triggering incident
(eg, first suspicion of cognitive failure or chest pain) and
a clarification of the patients’ situation. In retrospect, the
next of kin expressed their unpreparedness for how long a
period of time their anxiety lasted. The result was that their
relationship to their respective patient became unstable.
Further, they saw retrospectively that relevant informa-

Table 2 An illustration of a part of the analytic process — from data to main theme

Meaning units

Condensed meaning Sub-themes Main theme

... he has an active life, but | am worried all along because |
think he doesn’t behave as he should do. For me, it's demanding
to know he might have a new stroke.

... this night it was flutter again—you wake up and suddenly

the person who use to lie beside you is not there. This has

been ongoing for months. | get out of bed, | search for him in
the house—afraid | will find him dead. He just does this to be
considerate to me ... sit in a chair waiting for the flutter to pass.
(Int. 9)

The wife is continuously Constant Being alone in
worried about a new worrying their worry
stroke. On the alert,

The wife often wakes up alone and afraid
at night over a long time.
When her husband is out
of bed, she is afraid to

find him dead.

of fatal new
events for a
long time
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tion and courses were available, but they had to find such
resources themselves.

Informational needs in limbo
Through the analysis of the interviews, a period of time
emerges as a central feature of narratives. This period can
be described as an interval — a limbo — the time between the
acute scenario or the diagnostic point and a more settled
situation via participating in courses or finding different ser-
vices of a more permanent nature that is relevant to relatives
too. This intervening period was described as lasting from
a few months up to years. This period was characterized by
almost absence of involvement of the next of kin, with some
exceptions. A few of the relatives participated regularly in
consultations in the outpatients’ department. If they were not
directly invited, they were asked to be included.

Retrospectively, relatives were able to identify specific
areas of everyday life where they could have needed profes-
sional help and support in that intervening period. Relational
issue was one of them. The balance between being spot on
or careless was mentioned. This was independent of type of
chronic illness.

Those interviewed had few suggestions for new services.
Their concern was that it was difficult to find existing resource
persons and relevant services.

Being alone in their worry

Informants recognized it as normal to be frightened, shaken,
and stirred when their next of kin became acute or progres-
sively ill. The relatives were not prepared for the duration
of this anxiety and worry. Moreover, it was demanding to
discover that their own worry was out of step with their
close ones:

I have been alert and very frightened — a longer period of
time than I should have been. He was not much concerned
about his own situation, and anxiety was transferred to me.
Retrospectively, it is good to be aware that there are fewer
risky things than I expected.

He wanted to travel, but I didn’t have any good feeling
connected to that idea. It was too early. I felt responsible
to react fast, and insecure of being far away from the city

and the hospital.

Duration of the state of anxiety and the experience of
being out of step with the patient led to a feeling of being
alone in the situation. This loneliness was reinforced by
silence in communication in relatives’ social networks:

Suddenly, I am regarded as the lonely, responsible carer for
burdens and challenges. Friends have stopped asking, and
neither can I give any answer to what will happen next or

further deterioration.

Balancing between intervening and setting
limits and letting the persons do what

they want

The informants talked a lot about balancing between encour-
agement to activity and support for rest, between daring and
taking into account, between being aware and understand-
ing, and to normalize and overlook. This balancing act was
regarded as both demanding and necessary. The informants
were not prepared for the duration of this changed relational
manner and mixed anticipation in their daily lives:

The stressed feeling of being educational is hard to bear. |
want him to be as usual — funny, playful — but then I come
to point a finger because I know — that’s a communicative
balance — and this is a worry — more than I am aware of.

I am thinking much: What is he able to master, and what
not? I have been continuously worried about his possible
chest overstrain. Now [ have learned he should be in normal
activity and, ie, do the grass cutting. It’s really good to know;
it makes me able to be more ignorant.

It is difficult to balance oneself in being supportive

and demand her experience — not too much, not too little.

None of the informants was made aware of this imbalance
between patient and relatives. Nobody had been informed
by health personnel that this was something that could be
expected and could last over time.

Finding those persons and the services

available

The aim for the interviews was to explore what kind of
information relatives needed and what kind of resources they
wanted. In addition, constructive suggestions were sought for
service improvement. Interviewees expressed their knowl-
edge of available information, expertise, and technological
resources but also expressed that it was difficult to find the
relevant resources for their situations. These experiences
revealed that they had to help themselves:

We have searched for much information by ourselves
concerning medical treatment, consequences of disease,
prospects, and information in general — because those needs

have not been met. This is what we have been talking about:
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that is, there is a gap between the resources available and

what is offered.

Obviously, a lot of information is available online. Several
informants questioned the quality of this information that
related to disease and treatment:

We make use of information online a lot, but you could
become worse because there are uncritical people out there.
I try searching for health educational sites. Such web forums

might be counter-productive.

In addition, the informants were doubtful about the inten-
tions and usefulness of the talks with the health care staff.
Many of the relatives remarked the loss of a scheduled con-
versations or consultations. They questioned whether it was
available or not and, in addition, how they could approach
health personnel. There also seems to be a difference between
relatives being invited to or actively taking initiative by them-
selves to approach health personnel when their partners met
for consultations in the outpatients’ department:

When my husband eagerly wanted to return to his job,
I wished somebody from the hospital said, “Come for a
meeting.” | think we needed a name given to us, a person
to be contacted.

I was never invited in together with my husband. IfThad
been there, I had got that information and could retrieve it

and say, “Do you remember what they told you?

The informants referred to many situations where the
coincidence caused them to receive information:

By a mere chance, I was present when the physiotherapist
turned up. Then I learned much about what he can and
cannot do.

While waiting for him, I saw a poster announcing a
course for relatives twice a year. And, therefore, I was
so surprised when I entered that course; we were eight
participants, five spouses, and three grown up children. [
supposed it was much more people present in such a great

arrangement.

In addition, when discovering that there were relevant
written information available, one of the informants in par-
ticular was frustrated because the health personnel did not
use all of the relevant available written material:

While I am waiting, I look in the folders — look through. I
am focused on the chronic aspects of it — and what kind of
life it is possible to get in the future. What kind of obstacles

and handicaps we will meet. I am careful not to mention it

because I don’t paint it on the wall. There are a lot of leaflets
available, but what is the use of them? Look through them
and put them back. Somebody keeps them also. Actually,
it should be more reasonable pushing people to bring these
home, instead of leaving them there. It would be sensible

to use those leaflets more actively.

The findings of the study deal with the duration of anxiety,
the duration of imbalance in the relationship, and the long
time it takes to find the right people and services that can
provide information and support. Participants in the study
do not request information on diagnosis or treatment. That
information has both been received and found. They lack
information that the professionals does not seem to have
thought about and which includes longevity, changed rela-
tionships, and need for support.

Discussion

The results of the study are open for discussion of the
consequences of insufficient information or involvement
for the long interim period. It is natural, and known from
the literature, that there must be a certain amount of time
between initial events and a more clarified situation in terms
of knowledge, understanding, and involvement. A current
staged caregiver model has been developed by Aneshensel et
al*! through research into dementia care. The model describes
the development of caregiver career in three stages where
the initial one is role acquisition and the next one is role
enactment. This study’s participants found this first stage
very long. No one had prepared them for it. One question
to ask is what consequence such an indefinite period has on
patients’ relatives.

The term “care burden” deals with perceived stresses for
relatives and consequences for the next of kin’s own health in
the broad sense. This burden can be linked to “care burden
responsibilities”, which include support for activities of daily
living, emotional support, symptom registration, and “role
strains” that comprise relatives’ support for the patients. Next
of kin must be both supportive and responsible and have to
deal with their own reaction to changes in the relationship.
Lack of social and professional support further increases the
perception of care burden.?”’ Other studies focusing on the
“care burden” suggest that time spent in the role and how
long they have been relatives affect the degree of perceived
care burden.>*? Such longevity can be assumed a cost, also
health-related, as relatives who experience greater care
burden are more prone to more stress and their own illness.

One study found that relatives with a high level of “role
strain” at the time of diagnosis also had the same high level
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after 1 year.” This may imply a need for health care profes-
sionals to map the relatives’ initial experience of the situa-
tion. A randomized controlled trial found that the load and
negative health effects did not significantly decrease after a
follow-up program of relatives of patients with heart disease.
Mapping relatives’ initial experiences may also provide a
better customized follow-up program.* This emphasizes the
importance of both early and adapted support for relatives.™
One can assume that early information about anxiety, imbal-
ance in relationship, and available services can reduce the
impact of time on the perception of care burden. The men-
tioned caregiver model identify a need for early interventions
in the first stage.*! Locating help for both patient and family
is described as a core issue. There is still an open question
about who is responsible for locating help when it comes to
relatives, and where this will or may take place.

Participants in our study generally seemed satisfied with
the information they received during the initial events. The
information was aimed at the condition, symptoms, and
disease development of the patient and was perceived as
relevant. In the mid-term (limbo phase), relatives expressed
that there were also other topics they were dealing with, such
as their relationships with the ill and how to live together
when their everyday lives changed. The relatives sought
normality and a recovery of balance in their relationships.
The long median period is characterized by emotional impact
and concern, sometimes to a greater extent and longer dura-
tion for relatives than for the patients themselves. That these
are common experiences and expressions of information
and involvement needs are known from the research litera-
ture.'®'’ The study’s informants wondered afterwards why
the information they had received was so little provident. For
example, they understood that one cannot be truly prepared
for how troubled and worried one would become, but they
still wanted to be informed that they would become troubled
and worried. One of the issues seems to be that in the time
around initial events and in meetings with the health service,
prospective information has a low focus. For relatives to be
able to prepare, acquire relevant knowledge, and gain control
over the situation, the information provided must not only
be oriented on the immediate situation but also forward-
looking. More prospective information could be considered
preventive health care.

Many relatives had to take initiative to become involved.
When the health care staff did not involve them, for some, this
increased the imbalances in their relationship with the patient.
The results of a review on family-centered theory indicate
that attitudes are a barrier to implementing family-oriented

approaches.* Taking a family perspective on long-term ill-
ness will have consequences for how health personnel should
also relate to patients’ immediate relatives. Without the right
opportunities, relatives may be excluded from a place they
are entitled to in treatment and follow-up from the health
service. Both professional and political guidance are far more
apparent in the involvement of relatives of adult patients
than a few years ago. This is, among other things, based on
knowledge of the importance of care for the patient and his/
her close ones as a unit in order to prevent unhealthiness.*
A public Norwegian guideline about next of kin in the health
care service points out clearly the following:

Adult relatives with care tasks and/or loads should be
offered individually adapted support and relief, training and
guidance. This applies especially to relatives with demand-

ing care tasks and loads.’

The findings in our study show that there is a large dis-
crepancy between the relatives’ experiences and this guide-
line. There is a period after diagnosis, a limbo of considerable
duration, where relatives do not receive proper care. Spouses
of the serious chronically ill strive to create continuity in their
lives.*4” Here, organized support and relief services, training,
guidance, and information should be central. It is part of what
is encompassed in the concept of sound and caring health
care in accordance with Norwegian legislation.*

Our study shows the informants’ descriptions of how
they discovered through their own initiative (and almost
randomly) different services and offers that they considered
relevant. There seems to be a lack of structure in orientation
about the opportunities to participate in courses and informa-
tion meetings, along with the opportunities to participate in
consultations and access low-threshold psychological help.
This seems to represent a resource issue because existing
services are not easily identifiable or available, but must be
discovered through relatives’ own initiative. During the long
to medium period in which we have turned on the spotlights,
most of the relatives found, by themselves, a lot of what they
were looking for. The authors’ interpretation of the findings is
that relegation offers are fragmented and not very systematic.

Limitations

Next of kin were recruited from different courses at an LCC
serving two hospitals. Their experiences with information
access and how they were involved may be contextual. At
the same time, the informants were relatives of patients with
different long-term health changes and belonged to different
departments, outpatient clinics, and general practitioners. All
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informants had, at the time of the interview, achieved more
clarity regarding their roles and the need for competence.

Conclusion

Relatives wish to handle both the patients’ and their own
situation. Previously provided prospective information about
the embedded anxiety in the situation and consequences for
relationships, involvement in patients’ services, and better
communication about existing services seem to be significant.
It appears that simple steps can be taken to satisfy relatives’
requests. It also appears that there is a lack of awareness
about family-centered care, which is not necessarily easy to
establish. Health care professionals, especially in outpatient
care, can improve their services by debating how they can
implement family-oriented care in personalized treatment
as usual. Focus on prospective information, early involve-
ment, and relevant information about existing resources may
empower relatives and relieve the experience of care burden.
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