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Abstract
An illness or injury sustained by a family member affects all family members. It is consequently important that a child’s need to be
involved in a family member’s care is clearly recognized by healthcare professionals. The aim of this study was to describe
healthcare professionals’ approaches to children as relatives of a parent being cared for in a clinical setting. A web-based studyspecific questionnaire was sent and responded to by 1052 healthcare professionals in Sweden. Data were analysed using
descriptive statistics and qualitative analysis. The results show that guidelines and routines are often lacking regarding involving
children in the care of a parent. Compared to other areas, psychiatric units seem to have enacted routines and guidelines to a
greater extent than other units. The results indicate that structured approaches based on an awareness of the children’s needs
as well as a child-friendly environment are vital in family-focused care. These aspects need to be prioritized by managers in order
to support children’s needs and promote health and wellbeing for the whole family.
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Introduction
In Sweden, several thousand children (0–18 years old) live
with parents aﬀected by a serious physical or mental illness, and approximately 4000 children lose a parent each
year as a result.1 Several studies have found that children
of parents with diﬀerent diseases, or who die, experience
psychosocial impact including anxiety and emotional and
behavioural problems.2–4 Research has shown that being
involved and knowing what is happening to the parent is
crucial to the child’s health, wellbeing and relationships.5,6
If children feel that they are left out and not involved in the
ill parent’s situation this may lead to suﬀering such as
being sad and worried.7 The results of a study by Wong
et al. show that children have experienced a need for: support, listening and understanding, encouragement and
reassurance, tangible assistance, communication about
the disease, and engagement in normal life experiences.8
Children want to be involved in order to feel important,
content and reassured when visiting their parent.5 To be
able to visit is an important means of receiving information
and becoming involved.9
Family-focused care (FFC) is based on an attention to
the perspectives and needs of the entire family as well as
how the nurse experiences, perceives and deals with the
caring relationship between them. A fundamental concept
of FFC is that illness of a family member aﬀects all the
other family members individually, but also the entire
family and vice versa.10 In order to secure children’s
rights, an addendum to the Health and Medical Services

Act (HMSA) was launched in Sweden in 2010, stating the
responsibility of healthcare policy to consider the child’s
need for information, advice and support when his/her
parent has a physical or mental illness, or dies unexpectedly.11,12 Moreover, parents may feel ambivalent about
their children’s involvement in their situation and worry
or be insecure about the type of information the child can
handle.13 In addition, parents may experience a lack of
knowledge and ability in communicating with their child
especially about their illness,14 which indicates that they
need support and guidance from professionals.15 Parents
who have been open to their child visiting them, have
expressed that the visit was good for the child since it especially helped the child to feel involved.16
Healthcare professionals (HCPs) are positive, in principle, to children’s involvement in their parents’ care,
although children in most clinical areas are restricted
from visiting for various reasons and few departments
encourage it.17,18 Nurses have also reported being anxious
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and insecure in meeting children as relatives. Some reasons
for this may be their lack of knowledge about meeting with
children of patients, time constraints, absence of guidelines
and routines; in other words, a non-child-friendly environment.19,20 Previous research indicates that children,
regardless of age or family situation, should be involved
in their ill parent’s situation7 and receive information that
aﬀects them about changes or prognosis.21 However, this
must be done individually and consideration must be given
to the unique needs of every single child.7 Psychiatric
units have been at the forefront in working with children
as relatives, compared to units for patients with somatic diseases22 where children’s needs seem to be
neglected.18,23
By now, the addendum to the HMSA11,12 should have
been enacted by all healthcare services and adapted to each
unit in Sweden. However, we ﬁnd that there is a clear gap
in research-based knowledge on the enactment of the legislation in terms of implementing structured approaches to
give information, advice and support to children as relatives in healthcare settings in order to meet their needs and
promote health and wellbeing.

Aim
The aim was to describe healthcare professionals’
approaches to children as relatives of a sick parent being
cared for in a clinical setting.
Research questions:
. By whom are children as relatives identiﬁed?
. To what extent do the units have routines and guidelines
for providing information, advice and support to children as relatives?
 Are there any diﬀerences between psychiatric and
somatic units?
. What are the healthcare professionals’ approaches to
children as relatives?

Method
Design
A cross-sectional study, including a study-speciﬁc questionnaire with nine closed questions with the possibility
to provide comments and three open-ended questions
was carried out.24 The closed questions have been analysed
with a quantitative design. The comments and the openended questions have been analysed qualitatively using
content analysis.25

Participants
The participants, HCPs (nurses, social workers and unit
managers), in one county council in southern Sweden
were sent a web-based questionnaire. Inclusion criteria
were: HCPs working at a somatic or psychiatric unit

Sent webquesonnairs
2839

Opened
quesonnaires
1549 (54%)

Answered
quesonnaires
1052 (68 %)

Figure 1. Study sample.

located in the county council. Paediatric units were
excluded. The questionnaire was sent to 2839 HCPs, and
the email containing the web questionnaire was opened by
1549 (54%) of recipients. Of these, 68% answered the
questionnaire (see Figure 1).

Procedure
Valid workplace email addresses for all eligible participants were acquired from the hospital’s IT department at
the county council. In February 2014, the web-based questionnaire was sent to these addresses. Two reminders were
sent to non-responders.

The questionnaire
A study-speciﬁc questionnaire was developed based on the
HMSA,11,12 results and discussions from previous
research20,26,27 as well as on the authors’ own past clinical
experiences. Content validity and face validity were thus
reached.24 After a pilot test, where the questionnaire was
answered by 35 HCPs in order to clarify and test the questionnaire’s feasibility, some changes were made to the
vocabulary and response alternatives. The pilot test was
performed in order to test the questionnaire’s reliability,
to allow for changes to be made and to ﬁnd out whether
the questions were relevant, clear and easy to understand.24 The ﬁnal questionnaire included nine closed questions with the possibility for clariﬁcation on their themes.
The questionnaire covers themes such as: the HCPs’ perceptions, guidelines and routines in identifying children
and in giving care, information and support to children
as relatives, as well as routines in referring children in
need of extra support. The closed questions are listed in
Table 1. Three open-ended questions were also posed, covering diﬃculties in working with children as relatives, possible facilitating factors, and how the work could be
improved.

Analysis
Descriptive statistics were used to analyse data from the
closed questions, and the chi-square test was used to analyse between-group diﬀerences. The data from the three
open-ended questions and the comments were analysed
using qualitative analysis.25 First, the researchers read all
the data to get an overview of the content. Thereafter one
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Table 1. Frequency and comparison between the psychiatric and somatic units.
Questions
My unit
Uses questionnaire to identify children
Documents in the record that the patient has children
Has guidelines for caring approaches to children as relatives
Has guidelines for information to children as relatives
Has guidelines for support to children as relatives
Documents that children as relatives
have received information
Identifies children as relatives at risk for ill health
Give guidance for referral of children as relatives
at risk for ill health
I make active contact with children as relatives in my work

All units
(n ¼ 1052)

Psychiatric
Somatic and primary p-value significant
units (n ¼ 120) care units (n ¼ 932) difference ¼ p < 0.05

Yes
18%
82%
25%
21%
25%
51%

(n ¼ 189)
(n ¼ 863)
(n ¼ 263)
(n ¼ 221)
(n ¼ 263)
(n ¼ 563)

Yes
92% (n ¼ 110)
98% (n ¼ 118)
70% (n ¼ 84)
68% (n ¼ 82)
69% (n ¼ 83)
77% (n ¼ 92)

Yes
8% (n ¼ 75)
79% (n ¼ 736)
19% (n ¼ 177)
15% (n ¼ 140)
19% (n ¼ 177)
48% (n ¼ 447)

p ¼ 0.0000
p ¼ 0.0000
p ¼ 0.0000
p ¼ 0.0000
p ¼ 0.0000
p ¼ 0.0000

33% (n ¼ 347)
18% (n ¼ 189)

69% (n ¼ 83)
58% (n ¼ 70)

28% (n ¼ 261)
12% (n ¼ 112)

p ¼ 0.0000
p ¼ 0.0000

34% (n ¼ 358)

42% (n ¼ 50)

33% (n ¼ 308)

p ¼ 0.0520

of the researchers (SK) made a preliminary categorization
based on diﬀerences and similarities. The preliminary categories were then discussed and revised by the researchers
and rearranged into two categories, with a total of 10 subcategories based on diﬀerences and similarities.

Ethical considerations
Ethical issues were considered using the principles of the
Declaration of Helsinki.28 Prior to the study, written information was sent to the heads of the healthcare administrations in the area. The HCPs received an introductory letter
along with the emailed questionnaire, describing the
study’s aim, voluntariness and conﬁdentiality.

Results
A total of 1052 HCPs participated in the study. The mean
age was 44.6 years (median ¼ 45 years). The majority were
female (n ¼ 875; 83%), and the most common profession
was registered nurse (n ¼ 809; 81%). Of the participants,
120 (11%) were working at psychiatric units and 932
(89%) at diﬀerent in- and out-patient somatic units.

Results from the statistical analysis
Identification of children as relatives. The results show that at
the diﬀerent units children were identiﬁed as relatives
mostly by a registered nurse or a combination of diﬀerent
professionals. About six per cent of the HCPs answered
that the identiﬁcation of children as relatives did not occur
or that this was not applicable at their unit.
Routines and guidelines for information, advice and support to
children as relatives. The most commonly reported routines
were: documenting in the record that the patient has children (82%); documenting that children as relatives have
received information (51%); and of those who identify
children, 79% refer to them as relatives at risk for ill-

health. Other less frequently reported routines included:
using a questionnaire to identify children (18%), and
giving guidance for the referral of children as relatives at
risk of ill-health (18%).
A ﬁfth of the HCPs reported that their unit has guidelines for caring approaches to children as relatives, for
supporting children as relatives, and for providing information to children as relatives. Of the HCPs, 34% reported
actively establishing contact with children as relatives, directly with the children or through the parents (Table 1).
Differences between psychiatric and somatic units. The results
show that routines and guidelines for approaching, informing and supporting children as relatives are enacted more
at psychiatric units compared to other kinds of unit
(p ¼ 0.000) (Table 1). Giving guidance for referring children as relatives at risk for ill-health was also more
common at the psychiatric units. No diﬀerences
(p ¼ 0.0520) were seen between the psychiatric units and
the others regarding actively establishing contact with children themselves or through their parents in order to invite
the child to visit the healthcare unit and ask about his/her
need for information and support (Table 1). A similar pattern (p ¼ 0.5600) was also found for those who identify
children, when it comes to referring them as relatives at
risk for mental ill-health.

Results from the qualitative analysis of the open-ended
questions: HPCs’ approaches to children as relatives
The results of the qualitative analysis of the free text show
that the HCPs do not regard children as relatives as a task
in their daily work, but are struggling to better meet the
needs of these children (Table 2).
Children are not regarded as relatives in the daily work. Healthcare
professionals experience that children as relatives are
seldom part of their daily work. Reasons for this are
described as: lack of routines; children are not identiﬁed;
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Table 2. The results presented in categories, subcategories and related quotations.
Categories

Subcategories

Quotations

Children are not regarded as
relatives in the daily work

Lack of routines

‘no clear instructions . . .’
‘depends on who is working . . .’
‘. . . are often forgotten . . .’
‘. . . depends on age . . .’
‘. . . children do not want to miss school . . .’
‘. . . want to protect the child . . .’
‘. . . it is not a habit . . .’
‘. . . it is uncomfortable . . .’
‘. . . I have no children of my own. . . I can not talk to children’
‘. . . difficult to meet at the right level . . .’
‘. . . the patient is the most important, we do not have
time for children . . .’
‘. . . children takes time . . .’
‘. . . an awareness of the problem is needed . . .’
‘. . . education on how to meet children and care for
them . . . how to meet children in crisis’
‘. . . a form which is customized for our department’
‘. . . a form would facilitate the work. . . and
improve efficiency . . .’
‘. . . to be able to see the whole . . .’
‘. . . all may help each other and remind each other . . .’
‘. . . a room with toys . . .’
‘. . . space where children feel more safe and secure . . .’

Children are not identified
Children are not met with or
invited to the hospital
Lack of experience
Lack of knowledge
Lack of time

Working on improving
routines for encountering
children as relatives

More knowledge about children
as relatives is needed
Tools for identifying children
are needed
Cooperation for the child’s best
interests is needed
A child-friendly environment is needed

children are not met with or invited to the hospital; lack of
experience, knowledge and time; and a non-child-friendly
environment. They state that children are a ‘diﬃculty’, that
it is not ‘our job’ to involve and take care of the patient’s
children, and that knowledge about the subject’s importance is lacking.
Lack of routines. HCPs describe a lack of clear procedures for initiating a visit, providing information and giving
advice and support as well as of clear procedures for documenting that children have visited or received information.
They state that whether or not this is done is very individual, and believe it is up to the parent or the patient to bring
the topic up for discussion. The HCPs also describe that
there are no clear procedures for identifying children at
risk for psychosocial illness. Contact channels and authorities for referring children to other professions do not
work smoothly.
Children are not identified. Healthcare professionals ﬁnd
it diﬃcult to always ask if there are any children as relatives in the family. They describe that they are aware that a
family form exists but that they do not always use it, or
they forget about it. They describe not thinking in terms of
involving children; the primary focus is the patient.
Historically, children were not to be involved, and this
has become a habit. It is described as diﬃcult to reach
them or ‘catch’ them, and it is experienced as diﬃcult to
dare to ask, to make contact. If the child does not visit the
department he/she is not visible and is therefore not an
obvious matter, and may therefore be missed. Healthcare

professionals describe that they seldom have the children
in mind. In the absence of procedures for taking care of
children as relatives, they believe the children are forgotten. They also believe that unless HCPs take the initiative
to involve the child, he/she will be forgotten.
Children are not met with or invited to the
hospital. Healthcare professionals express their ideas
about the reasons for not inviting children, including: the
child not wanting to receive information or visit; the child
feeling ashamed about their parent’s disease; the child not
wanting to have responsibility for their sick parent; the
child not wanting to miss school; and the child living too
far away. The HCPs also describe their ideas related to the
parents not wanting their children to get involved. These
ideas include: parents not wanting their child to know
about their disease and treatment; parents not wanting
their child to visit the hospital; and parents feeling
ashamed if their disease has caused their child psychosocial
problems. Other reasons described by the HCPs include: a
diﬃcult family situation, parents being focused on themselves and thereby not having the capacity to bring the
child to visit; and parents wanting to ‘protect’ the child
from the hospital.
Lack of experience. Healthcare professionals state that
they lack experience in taking care of children as family
members, and also feel uncomfortable in the situation and
therefore prefer to avoid children. They state that it is a
‘hassle’ to take care of children and that it is associated
with fear and anxiety if you are not used to it. It is
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described as being diﬃcult to meet and approach a child ‘in
the right way’. There is no continuity, tradition or habit,
and there is a reliance on the fact that ‘someone else’ probably takes care of the children. They have not done it
before, and therefore do not encourage parents to bring
their children. The HCPs describe that they are not used to
‘absorbing’ the situation, and perceived it as diﬃcult to
detect that children are in distress when they are not
used to this.
Lack of knowledge. Healthcare professionals claim that
they lack knowledge about how to communicate with children in relation to their age, experiences and special needs.
Since children react diﬀerently in diﬀerent situations, it is
described as being diﬃcult to make the situation understandable at a child’s level. Healthcare professionals
describe a lack of knowledge about how children should
be treated in crisis and about how children react and function in situations of grief and processing.
A lack of knowledge about both the existence of guidelines and laws, as well as how to work according to existing
guidelines and laws, was described. Healthcare professionals also describe not really knowing who is responsible
for children as relatives, who has the primary responsibility, and which profession has the obligation to take care of
the child. Another opinion is that many children are not
identiﬁed due to ‘common sense’ or ‘feeling’; i.e. the HCPs
do what they feel is right, which varies greatly depending
on the individual. Knowledge and research evidence are
not used as a guiding principle.
Lack of time. Lack of time is a major factor in why children are not met with and informed. Healthcare professionals describe that it is diﬃcult to ﬁnd time to meet with,
inform and engage enough with children, and that there is
no space for taking care of children as relatives. They are
under pressure to increase production, and have a minimum output to adhere to. They cite time pressure, and
say they do not have time to take care of the children as
well; the children become an additional source of pressure.
A visit from a patient’s child is not included in production,
and is therefore not prioritized by managers. Figures and
economy become more important than people.
Working on improving routines for encountering children as
relatives. Healthcare professionals describe that they need
more knowledge, information and training for encountering children as relatives, and also a more child-friendly
environment at the hospital. To be able to identify children
as relatives, they need tools and to improve cooperation
with each other.
More knowledge about children as relatives is
needed. Healthcare professionals describe that they need
more information and training in the subject. They want a
higher awareness of the problem and more regular discussion and reﬂection on the daily agenda, in order to make
the encounter with children more natural. They want more
knowledge of the HMSA, and practical tips on how to

65
respond to and talk with children. Knowledge about guidelines, policies and routines is considered necessary.
Tools for identifying children are needed. Healthcare professionals describe that a structured approach is
needed to identify children as relatives. They would like
to have a special checklist, such as a family form, and
other useful tools; and say these tools should be constantly
updated and improved. Brochures containing information
about children as relatives and their rights can be distributed to parents as a tool for putting the subject on the
agenda.
Cooperation for the child’s best interests is
needed. Healthcare professionals feel that staﬀ and parents need to cooperate more to facilitate children being
involved. When a member of staﬀ ﬁrst meets the parents,
it is important that it be mentioned that there are children
in the family and that staﬀ address whether they want to
visit as well as what information, advice and support are
needed.
Healthcare professionals believe they must have the
courage to remind each other and keep each other
updated; they must cooperate within the unit. They also
describe that a children’s delegate or contact nurse should
be introduced in every department; i.e. someone with more
responsibility for this cooperation. Healthcare professionals believe a structured cooperation needs to be established with other departments and professions, such as
counsellors, hospital church, schools, school nurses, child
health nurses and primary care nurses. They also believe
that an easy-access telephone number should be established to reach whatever entity has been agreed on within
the department for this activity.
A child-friendly environment is needed. Healthcare professionals describe the units as appalling, sterile and ﬁlled
with technical equipment that beeps and whistles, and
argue that children are afraid of this hospital-like environment and of the patient’s appearance. Sometimes the environment is also host to brief meetings or emergency
situations, which makes it diﬃcult to go beyond the patient
and also take care of his/her children. It is more diﬃcult to
establish good contact, trust and security during quick,
acute encounters. Healthcare professionals believe that
the physical environment for the families to stay in
should be improved and adapted more to children’s
needs. A room with toys and age-appropriate facilities is
needed, as is a room and space where children can feel safe
and secure. They describe that if there were children’s delegates in the department to help the HCPs care for the
children as relatives, the environment would be more
child-friendly. The delegates would update and monitor
the rights of children in the department, and help and support staﬀ in issues such as children as relatives, and with
informative websites and knowledge banks. The delegates
would also have a binder, which they are responsible for
keeping up to date. This binder should be kept in the
department, easily accessible to all staﬀ. Healthcare
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professionals describe that the delegate and the binder
comprise an asset and a necessity for a child-friendly
environment.

Discussion
The results show that there is often a lack of guidelines and
routines for structured approaches to identify and give
information, advice and support to children as relatives
in the healthcare settings. However, the results from the
psychiatric units show more routines and guidelines than
in other healthcare settings. Work is in progress to improve
structured approaches to take care of children as relatives
and to adapt the environment in adult units for children.
There is a lack of knowledge and experience concerning
children as relatives, and cooperation with other authorities and professions could be improved.

Guidelines and routines for structured approaches
The results show that HCPs do not identify children as
relatives to any large extent. They describe that children
are forgotten by both parents and staﬀ, and they believe
that unless HCPs take the initiative to encourage the
child’s involvement, the child will be forgotten or will
not be invited to participate in the sick parent’s situation.
However, 34% of the HCPs in this study reported actively
establishing contact with children as relatives. This is an
improvement compared to earlier research,16 which found
that only two out of 29 physicians and nurses actively
encouraged children’s visits. The consequences of not
encouraging visits may be that children do not visit, and
are thereby not involved in their sick parent’s situation.
This is possibly due to the parent’s own fear and anxiety,
a lack of consideration of the importance of involving their
child, the belief that children are not allowed to visit, or the
belief that involvement would harm them.16 However,
being able to visit is an important means of accessing
information.9
The HCPs in this study described mainly age and time
constraints as reasons for not identifying or involving children. Earlier studies conﬁrm this, and also describe
age16,18,29 and time constraints19,29 as the most frequently
stated reasons for not involving children. Since there are
no statistics on children as relatives, there are no data on
the actual number of children involved in their sick parent’s situation when they are hospitalized. However, the
Swedish Cause of Death Register estimates that several
thousand children live with parents aﬀected by a serious
physical or mental illness.1 Research also shows that there
are potentially many children who should be involved but
are not, and thereby do not receive information, advice or
support.20 Children do need to be involved in their parent’s
situation, however, and according to the HMSA,11,12
healthcare has to pay particular attention to this. If the
child is involved this may prevent fantasies about the
sick relative’s situation, which are often worse than reality.
If the child feels involved in the situation, he/she can begin
processing what has happened and the prevention of long-
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term psychological problems can begin. The faster the
child’s involvement can take place, including a rapid identiﬁcation of the child, the better the outcome for his/her
psychological health in the long run.30 Quick identiﬁcation
implies rapidly determining whether there are any children
as relatives of patients who are seriously ill or injured.
Subsequently, it is of mutual importance to nurses to tell
the parents that the unit would happily see the child visit
and thereby gain access to information, advice and support. However, support for children seems to depend
not on what is best for the patient and child in the long
run but instead on more short-term reasons of convenience.19 To see the child as a family member and practice
FFC is of importance. The child will then naturally be
involved in the patient’s and the family’s situation and
this can prevent future impacts on the child’s psychological
health which may result in socio-economic beneﬁts in the
long run.10
The results of this study also show that routines and
guidelines are enacted more at psychiatric units. This is
likely because since the early 2000s psychiatric units have
worked with children’s delegates to involve children as
relatives. However, reports have shown that, in reality,
children of parents with a mental illness do not always
get the help and support they are entitled to.31 This may
indicate that guidelines and routines exist but are not
enforced in relation to children’s needs.

The work is in progress
The results of this study show that HCPs are working on
implementing routines at healthcare units in order to
encounter and take care of children as relatives. This
work is proceeding slowly, seeing as the problem had
already been identiﬁed in the 1980s.32,33 It is up to hospital
managers to realize this issue’s signiﬁcance and speed up
the process.
The HCPs also describe that the hospital environment
needs to be constructed to be more child-friendly.34 This
may involve both physical space and the atmosphere; i.e.
whether time is given to the children and how they are
encountered.5 The HCPs in this study described not
having time to take care of children as relatives, which
can also be seen in other studies.19,20 They described that
their main focus is on the patient, and that time cannot be
found to care for both. This lack of time is ‘time that
does not relieve’,35 meaning that children as relatives are
missing out on caring time that could alleviate their suﬀering. Being in an unaccustomed environment means being
outside one’s usual context, and may aﬀect health and
wellbeing. In their ongoing work, hospitals must meet
the demands for a caring environment that is health promoting. It is the relationships between patient, family, children, caregivers, physical space and atmosphere that
enable the child to experience their surroundings as
caring or not.36
With its diﬀerent dimensions, the environment has a
great impact on children as relatives, and needs attention
when routines are designed. Legislation, knowledge and
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experience need to be woven into the routines while, at the
same time, the routines should not become stiﬀ and completely locked into a method. This would harm creativity.37

Knowledge and experiences of children as relatives
The results show that HPCs experience a lack of knowledge and experience of children as relatives in healthcare.
The focus of the HCPs in this study was more on what they
lacked and less on child-related reasons for not involving
the child, as research showed some years ago.27 There may
be a shift here in reasons children are not involved. Now
that the legislation exists, as well as the knowledge that
HCPs need to involve children, the focus may have changed to HCPs’ lack of knowledge and experience regarding
encountering children. It is important to make HCPs
aware of the legislation, and of the importance of the
child being involved through visits or getting information,
advice and support in other ways. To succeed in this,
knowledge is needed. However, knowledge is a matter of
interest.37 Therefore, it is important that healthcare units
create an interest among their employees concerning what
needs to be done. It is important to develop curiosity for
the subject, because it is when we become curious that we
learn. It is also about having opportunities to reﬂect.
Reﬂection plays a signiﬁcant role in learning; it is a conscious act with a major place in the understanding process,
and has the intention of creating meaning. Reﬂection may
therefore help in encountering and understanding children
as relatives. The HCPs would beneﬁt from establishing
reﬂection groups in order to build knowledge and challenge the ethos of the unit. Knowledge can also be
obtained through experiences.37 If children are involved
and listened to this increases their chances to understand
and thus also the ability to help.10,38 This implies a demand
for a more open approach to children’s visits, in which
early identiﬁcation shortly after diagnosis is crucial.
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Methodological reflections
One limitation of this study is the response rate. However,
the fact that almost half of the questionnaires were not
even opened could be interpreted as indicative of HCPs’
lack of interest in or knowledge of the topic. Another
explanation could be that since the email addresses were
obtained from the IT department they might also have
included HCPs who do not see patients who have children,
e.g. working at a geriatric unit, thus making them unable
to answer the questions.
Since the topic is considered complex, the questionnaire
consisted of three open-ended questions and questions
with space for comments to allow the respondents to comment and explain their answers. When using a questionnaire with comments, there is a risk that the answers can be
brief or left out.20 However, many HCPs in this study
made comments.

Clinical implications
. A structured approach to how to take care of children
and their needs should be established and implemented
within each speciﬁc clinical setting.
. Early identiﬁcation should be implemented in order to
rapidly determine whether the patient being cared for
has children. The nurses could tell the parents that,
according to the Act, the unit would happily see the
child visit and thereby gain access to information,
advice and support.
. The nurses could work towards creating a child-friendly
environment.
. Reﬂection groups could be established in order to
achieve knowledge and sensitivity to the importance of
the issue.
. Family-focused care should be considered and applied
more in clinical settings to improve cooperation with
both families and other professionals.

Cooperation with other authorities and professions
The results show that, in HCPs’ experience, cooperation
with other authorities and professions could be improved.
Structured supportive routines and pliable access to other
professions are needed in order to balance time constraints
and the needs of children.27 Units should engage an interdisciplinary team whose members have expertise in the
family area of interest. Dialogues and communication
with the family are crucial.39 Family-focused care is a
way to connect patients, families and nurses and should
be considered and applied more in clinical settings to
improve cooperation.10,38 However, children under 18
years of age are very often excluded as family members,9
and this needs to be considered and changed. Family support programmes for children as relatives and their parents, including meetings with parents and children and
age-appropriate information, have been found helpful
by children40 and parents.41 Other family interventions
have shown better communication in the family as an
outcome.42

Conclusions
The results show that guidelines and routines for structured
approaches to identifying and giving information, advice
and support to children as relatives in healthcare settings
are lacking. This shows a lack of enactment of the law in
accordance with HCPs’ duty to take into account children
as relatives in terms of giving information, advice and support. The HCPs describe that they lack knowledge and
experience of children as relatives, and that cooperation
with other authorities and professions could be improved.
Psychiatric units have come a bit further in this work, and it
also seems that the work to improve structured approaches
is in progress in most clinical settings. However, in order to
speed up this work the needs of children as relatives need to
be reﬂected on to make actors aware of their importance.
The need for a child-friendly environment, knowledge,
experience and the introduction of family-focused care to
meet children’s needs is vital, and should be prioritized by
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managers. Structured interventions are needed in the clinical
setting regarding how to approach children in a manner that
meets their needs and promotes health and wellbeing, and
require further research.
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37. Ekeberg M. Att lära sig vårda: med stöd av handledning
[Learning to care for: with the support of supervision]. Lund:
Studentlitteratur, 2009.
38. Benzein E, Olin C and Persson C. ‘You put it all together’:
families’ evaluation of participating in family health conversations. Scand J Caring Sci 2015; 29(1): 136–144.

69
39. Knafl K. Family synthesis research: possibilities and challenges. J Fam Nurs 2015; 21(1): 3–10.
40. Bugge KE, Helseth S and Darbyshire P. Children’s experiences of participation in a family support program when their
parent has incurable cancer. Cancer Nurs 2008; 31(6):
426–434.
41. Bugge KE, Helseth S and Darbyshire P. Parents’ experiences
of a family support program when a parent has incurable
cancer. J Clin Nurs 2009; 18(24): 3480–3488.
42. Davey MP, Kissil K, Lynch L, et al. A culturally adapted
family intervention for African American families coping
with parental cancer: outcomes of a pilot study.
Psychooncology 2013; 22(7): 1572–1580.

