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Abstract

Background: A paediatric burn injury affects the whole family, especially the
parents who play a crucial role in supporting their child. However, little attention has
so far been payed to the parents’ needs for support during a burn trajectory.

Aims: The overall aim of this thesis was to gain a deeper understanding of parents’
lived experiences and need for support both when their child was hospitalised with an
accidental burn injury and during the time following discharge; and to inform the
development of a future support intervention for this parental group. The specific
aims of the four studies were: 1) To systematically synthesise the literature focussing
on support needs of parents of burn-injured, hospitalised children. 2) To explore staff
members’ lived experiences of supporting parents with children hospitalised at a burn
centre due to a burn injury. 3) To explore parents’ lived experiences of their need for
support when having a child admitted to a burn centre. 4) To explore the lived
experience of parents caring for their burn-injured child at home after being
discharged from a burn centre.

Methods: The four studies were structured by the development phase of the Medical
Research Council’s framework for complex interventions, and a phenomenological
hermeneutic approach was chosen using a Ricoeur-inspired textual analysis method.
The data collection methods included an integrative review, focus group interviews
and individual semi-structured interviews.

Results: In this thesis, six parental needs for support were identified; Parents of burn-
injured children need to be treated as a whole family; need help to process feelings of
guilt, shame and blame; need to receive information to get a sense of control; need to
be met with trust by staff members; need time to see to their own fundamental
personal needs; and need to obtain the right skills necessary after discharge.

Conclusions and implications: Each of the six parental needs for support ought to

be addressed by burn staff members, through a care programme guided by a family-

centred care approach.
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1. INTRODUCTION

The ambition behind this research was to gain a deeper understanding of parents’
lived experiences and need for support when their child was hospitalised with an

accidental burn injury and after discharge.

Burn injuries in children are known to be extremely traumatising for the whole family
and cause psychological effects in parents (Bakker et al., 2013a; Bayuo & Wong,
2021). Parents of burn-injured children have a higher risk of sustaining physical and
mental disorders than the general population (Dorn et al., 2007; Enns et al., 2016). In
burn-injured children, the outcome is closely associated with parental health and
optimal family functioning (Bakker et al., 2013a; De Young et al., 2014; Landolt et
al., 2002; Lieberman, 2004; Sheridan et al., 2012; Simons et al., 2010). In 1989, the
United Nations’ convention on the rights of the child stated that a child has the right
to “the highest attainable standard of health and to facilities for the treatment of
illness and rehabilitation of health” (United Nations, 1989, p. 11) and “that a child
shall not be separated from his or her parents [unless it] is necessary for the best
interests of the child” (United Nations, 1989, p. 4). Thus, a burn-injured child has the
right to receive burn treatment and have his/her parents present while hospitalised. In
Norway, since 2000, one parent has been entitled to stay together with his/her
hospitalised child during the institutional stay; during serious or life-threatening
diseases, this right applies to both parents (Helse- og omsorgsdepartementet, 2000).
When one or both parents are hospitalised with the child, the healthcare professionals
must adapt the given care to the child and parent(s) alike (Harrison, 2010). However,
being present is not only positive for parents who may feel powerlessness when for
instance witnessing their child’s reactions to medical procedures (Egberts et al.,

2018a; McGarry et al., 2015).

Within the field of burn injuries, medical improvements in the 1970s regarding early
excision and skin grafting improved burn patients’ survival and shortened the time

they spent at hospital (Jeschke et al., 2020). Thus, the main goal of treatment changed



from immediate survival to goals for mental health, quality of life, addressing
scarring and long-time well-being (Jeschke et al., 2020). Up to ~ 96% of paediatric
burn patients are discharged home with family (Luce et al., 2015), putting an extra
pressure on the parent(s) who has to attend to the child’s needs (McGarry et al.,
2015). As parental health affects the burn-injured child’s recovery (Bakker et al.,
2013a; De Young et al., 2014; Simons et al., 2010), parents’ wellbeing is extremely
important, and knowledge about how hospitalisation and the time after discharged are
experienced by parents is critical to helping them obtain the best possible level of

parental health.

The thesis consists of a synopsis and four papers, which all illuminate the overall aim
of the study. After a brief introduction to the subject (Chapter 1) follows an updated
review of research about the support needs of parents of burn-injured children
(Chapter 2). Literature searches have been done continuously throughout the whole
PhD period in order to remain updated on the support of parents of burn-injured
children. Newer research published during the PhD period is included in the
discussion section. The last literature search was completed on 30 November 2021.
The overall aim of the thesis is to cover existing knowledge gaps regarding parental
support (Chapter 3). The methodology and methods of the studies are explained and
illustrated with concrete examples (Chapter 4). Findings from the four studies are
presented briefly and the discussion highlights how the individual parts of the thesis
are connected and form a comprehensive work. The findings are further discussed in
light of previous research and relevant theory. Thoughts about methodological
considerations are also mentioned (Chapter 5 and 6). At the end of this synopsis, a
summary is presented leading to recommendations for clinicians and suggestions for

further research (Chapters 7, 8 and 9).



2. BACKGROUND
2.1 Burn injury

Burn injuries are called ‘combustio’ in Latin (Lindholm, 2005). They are defined as
injuries to skin or other tissues caused by heat, friction, electricity, radiation,
radioactivity or chemicals (World Health Organization, 2018). Based on their origin,
they are divided into three categories: thermal (scalds, fire), chemical and electrical
burn injuries (Mani, 2003). Among adult burn injuries, men account for 55%—75% of
the cases, which are often work related, caused by flames, scalds or contact burns
(Brusselaers et al., 2010). The paediatric burn injuries account for 40%-50% of the
population of severe burn injuries and are most often caused by scalds (Brusselaers et
al., 2010). Burn injuries are classified based on their severity (size and depth) (Figure
1); first-degree (superficial thickness involving the outer layer of the skin/epidermis),
second-degree (superficial and deep partial-thickness involving epidermis or
epidermis and dermis), third-degree (full-thickness which extends through the full
dermis), and fourth-degree (deeper injury involving muscle or bone) (Jeschke et al.,

2020).

Superficial thickness Partial or intermediate thickness Full thickness Fourth

(first degree) (second degree) (third degree) degree
Epidermis
Dermis
Adipose
tissue ?one
e  F ——— — F —————
* Painful Superficial partial Deep partial thickness * Dry * Involves muscle
* Does not blister thickness burns do not burns require surgery * Insensate to light touch or bone
* Does not scar require surgery, but may and form more scars and and pin prick ¢ Leads to loss of the
scar and be more painful are less painful * Small areas will heal burned part

with substantial scar
I or contracture

¢ Blisters and weeps * Large areas require
* With increasing depth, increased risk of infection skin grafting
* With increasing depth, increased risk of scarring  High risk of infection

Figure 1. An illustration of burn depth
Reprinted by permission from Springer Nature (Copyright) (Jeschke et al., 2020)



First-degree and superficial second-degree burns often heal without surgery, whereas
deep second- and third-degree burns often need surgery; and in fourth-degree burns,
the body part is often lost (Jeschke et al., 2020). In addition to destruction of tissue,
an inflammatory response occours, and severe burn injuries are associated with “an

immediate systemic and local stress response” (Jeschke et al., 2020, p. 2).

2.1.1 Treatment of burn injuries

The immediate first aid to a burn injury is to remove the person from what causes the
burn injury into a safe area, remove any clothes and cool down the burned area
(Jeschke et al., 2020). Most specialist agree on the ‘20/20° rule, meaning to cool the
burned area with 20 °C (lukewarm) water for 20 minutes (Figure 2) (Bennett et al.,
2019; Guttormsen & Brekke, 2021; Lindholm, 2012; National Health Service (NHS),

2021; Norsk Brannvernforening [The Norwegian Fire Protection Association], 2021).
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Figure 2. An illustration of first aid for burns, rule ‘20/20’
Reprinted by permission from Norsk Brannvernforening [the Norwegian Fire Protection Association]

(Copyright) (Norsk Brannvernforening [The Norwegian Fire Protection Association], 2021).

The flushing of water on the burn wound reduces heat and pain (Jeschke et al., 2020).
Thereafter, emergency services can be contacted and the patient should be seen by a
doctor (Jeschke et al., 2020). Minor burn injuries are often treated at outpatients’
facilities, whereas large burn, burn on specific body parts and severe burn injuries
require specialised burn intensive care at specialised centres (Jeschke et al., 2020;
Lindholm, 2012). A burn centre is a specialised department that treats patients in the

acute phase but also in the early stages of rehabilitation.



The purpose of hospital treatment is to save the patient’s life, treat pain and other
bodily reactions to the burn injury, restore skin surface by removing dead tissue and
transplanting intact skin (operations) and then to restore functionality through
physical and occupational therapy to achieve optimal functioning, appearance and
patient recovery and return to a pre-burn life style (Jeschke et al., 2020). The total
body surface area (TBSA) is calculated, i.e. how much of the body’s surface has been
burned percentage wise. The percentage of the TBSA burned is normally equivalent
to the length of stay in days at the hospital, i.e. the normal rule is one day of
hospitalisation per TBSA% (Greenhalgh, 2019). Deep-dermal or full-thickness
injuries requiring skin grafts will lead to scarring, and children in particular will often
need life-long outpatient follow-up because of scarring and skin contractures while
growing up (Celis et al., 2003). Thus, burn injuries have a high cost both
economically and, indeed, personally for both the children and the families afflicted
(Mirastschijski et al., 2013; Sheridan et al., 2000). In one study, parents of burn-
injured children reported overall satisfaction with the quality of paediatric burn care,
suggesting improvements in the form of easier access to the burn centre, better
information about department routines and more involvement in treatment and

planning (Willebrand et al., 2018).

2.2 Paediatric burns

According to the World Health Organization (WHO), around 11 million people were
so severely burned in 2004 that they needed medical attention, with children being
the most vulnerable group (World Health Organization, 2018). In Europe, almost half
of all severe burn injuries affect children. Among all childhood burns, children under
five years are overrepresented (50%—80%) (Brusselaers et al., 2010). Children under
two years are particularly vulnerable to burn injuries caused by scalds (Brusselaers et
al., 2010). Scalds account for 60%—75% of the hospitalised paediatric burn injuries
followed by injuries caused by flames and contact burns (Brusselaers et al., 2010).
From 1985 to 2009, paediatric patients’ length of hospitalisation in Europe was
reported to be 15-16 days and their survival rate 98%—100% (Brusselaers et al.,



2010). The majority (80%—-90%) of paediatric burn injuries happen at home
(Brusselaers et al., 2010); 47% in the kitchen/dining room and 12% in the bathroom
(Pardo et al., 2008). In many cases, a parent or relative is present witnessing the
accident; mothers (26%), other relatives (18%) and both parents (12%) (Pardo et al.,
2008). The parents often experience shock, panic and fear from witnessing the
accident and doing first aid (Egberts et al., 2019; McGarry et al., 2015). During the
first weeks after the burn accident, they relived the accident and first aid provided
(Egberts et al., 2019) and many ruminated over how the accident could have

happened and how they acted in the given situation (McGarry et al., 2015).

In Norway, with a population of 5 million people, around 14,000 people were
registered with a burn injury in 2017 (3,480 from specialist health services and
11,000 from primary healthcare) (Ohm et al., 2019). In 2012, most burn-injured
patients were treated by outpatient services, and 620 patients had to be hospitalised
for a minimum of 24 hours (Onarheim et al., 2016). Each year, around 100-150
patients need specialised professional burn care at Norway’s national burn centre
(Helse Bergen - Haukeland universitetssjukehus, 2021; Onarheim et al., 2016). One
third of these patients are children. In 2012, children below the age of three years
made up 34.8% of the burn patients at the national burn centre (Onarheim et al.,
2016). A population-based Norwegian study found that the risk of being hospitalised
with a burn injury was twelve times higher for children under three years than for all
other age groups (Onarheim et al., 2016). A study from 2007 of paediatric burn
injuries treated at the Norwegian national burn centre found that most injuries
happened between 15:00-19:00 o’clock, at home indoors in the kitchen or the living
room (Brudvik et al., 2011). The injuries were caused by contact with an oven (27%)
or stove (18%), scalds with hot food/drinks (33%) or other hot liquids (11%), and
affected the hand (47%), legs/seat (13%), chest/stomach (13%), arm (9%) and face
(7%) (Brudvik et al., 2011).



2.3 Parental inclusion in hospitals

Recent years have seen a growing focus on letting parents participate in paediatric
wound care procedures (Egberts et al., 2018a; Smith et al., 2011) and on improving
communication between parents and staff members (Brown et al., 2020). This
represents a change in focus since the 1970s where parents visiting their children at
paediatric burn departments were often left to witness how their child suffered
without being able to help their child (Abramson, 1975; Doctor, 1994). Earlier
insights produced in the 1950s and 1960s by John Bowlby and James Robertson
documented the negative psychological consequences of separating the mother from
the child (Alsop-Shields & Mohay, 2001). Bowlby and Robertson’s work also
affected paediatric nursing and laid the groundwork for the development of family-
centred care (FCC) (Alsop-Shields & Mohay, 2001). FCC is an approach according
to which the hospitalised child’s family is key to its life (Foster et al., 2016). The
child and the family are included in the planning of the care processes (Harrison,
2010) as “the family members are recognised as care recipients” (Arabiat et al., 2018,
p. 39). FCC yields higher quality of child care (Harrison, 2010) and ensures a better
health outcome for both child and family (Foster et al., 2016).

2.4 Parents’ experiences

A paediatric burn injury is known to affect the whole family (Brodland & Andreasen,
1974; Phillips et al., 2007). Positive parental behaviour can reduce the child’s
medical procedural distress, improve its recovery outcomes and reduce its
psychological and long-term physical problems (Brown et al., 2018; Francis, 1990).
Parents’ anxiety could increase the burn-injured child’s distress (Francis, 1990). If
parents are depressed due to the accident, the child’s self-image will mirror parents’
negative feelings (Cahners, 1988). The way a parent reacts to a child’s accidental
burn injury therefore profoundly affects the child’s psychosocial and physical

recovery (Sheridan et al., 2000). Many parents witness the burn accident (Pardo et al.,



2008), and one study reported that 71.4% of the mothers felt “directly responsible for
the accident” (El Hamaoui et al., 20006, p. 118).

2.4.1 Reactions to hospital treatment

If parents are suffering from accident-related psychological distress, they will
encounter more difficulty being supportive of their child during medical care (Brown
et al., 2019a). Parental posttraumatic stress symptoms, guilt and general depression
affect their behaviour and have a negative impact on the child’s coping with burn
wound care (Brown et al., 2019a). During hospitalisation, a child undergoes many
medical procedures, and the presence of parents changes depending on the procedure
performed and departmental rules. Being present during wound care procedures can
make parents feel distress, disgust, fear, concern and helpless when witnessing their
child’s distress and pain (Brown et al., 2020; Egberts et al., 2019; Morley et al.,
2016). Staff members have been reported to be unaware of parental distress during
wound care procedures, which hindered parents from being supported (Smith et al.,
2011). Parents reported feeling physical and emotional isolation while hospitalised
with their child, and over time the isolation changed, becoming more psychological
than physical, and it was reinforced due to limited or absent communication with
spouse or family (Heath et al., 2018). During acute inpatient treatment, many parents
felt that they lost control as a primary caregiver because treatment was performed by
the health professionals (Andrews et al., 2018). Some parents became so occupied
tending to their child’s every need that they put themselves aside, making it difficult
to detect the difficulties they were experiencing (Griffiths, 2017; Heath et al., 2018).
Although being present affected them negatively in many ways, parents also had
some positive experiences as a result of good care, reassurance from health
professionals and the progression of wound healing (Egberts et al., 2019). Still, some
parents relived the experience of the dressing change up to six months after the burn

(McGarry et al., 2015).



2.4.2 Reactions to returning home

After having been treated for their burn injury, the children and their parent(s) are
discharged to their own home, which involves transferring reponsibility for after-care
to the parent(s) (Luce et al., 2015). The transition from being hospitalised with
supportive burn staff members to being discharged to their home leaves many
families isolated and frightened as they are alone with a child who has become more
dependent on them (Cahners, 1979; Oster et al., 2014). For some parents, returning
home was a positive experience (McGarry et al., 2015; Oster et al., 2014), but for
most, being discharged included many challenges, for instance in respect of providing
correct after-care (Brady et al., 2020; McGarry et al., 2015; Oster et al., 2014;
Ravindran et al., 2013a), tackling challenges in their child and themselves (McGarry
et al., 2015; Oster et al., 2014) and handling others’ reactions to their child’s burn
scars (McGarry et al., 2015; Ravindran et al., 2013a; Rimmer et al., 2015).
Supporting parents and family functioning also after discharge from hospital is
therefore vital to improve functional outcomes in children after burns (Sheridan et al.,
2000) and ensure a good quality of life for the child (Landolt et al., 2002). Teaching
parents to perform correct burn wound care can promote adequate recovery after
returning home (Egberts et al., 2018a). One study investigating important factors for
optimal outcome in the children found that a well-functioning family together with
early reintegration to pre-burn activities and consistent follow-up from a
multidisciplinary burn team were important (Sheridan et al., 2000). Because the
interaction between the child and its parents is so vital to the child’s development and
health (Stokkebaek, 2007), all burn team members should offer parents evidence-
based support throughout the burn care trajectory (Sheridan et al., 2000).

2.4.3 Guilt

Feelings of guilt have been reported to affect parents of burn-injured children for
years, also in the cases where the burn accident was completely unintentional
(Mason, 1993). Studies report parents experiencing feelings of guilt during the in-
patient phase, i.e. while the child was hospitalised (Horridge et al., 2010; McGarry et
al., 2015), with parents thinking “Whose fault is it?”” (Mason, 1993, p. 496). One
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month after the accident, 45% of mothers and 46% of fathers reported to experience
feelings of guilt (Egberts et al., 2017). Parents still experienced feelings of guilt six
months after the accident (Egberts et al., 2019; Mason, 1993) and 2.5 years after the
accident (Horridge et al., 2010); even 11 years later, guilt haunting mothers of burn-
injured children was reported to cause higher stress scores (Bakker et al., 2010). One
study found a correlation between parental guilt and the child’s age, with younger age
causeing more parental guilt (Hawkins et al., 2019). Some couples experienced
marital tension which could led to divorce or the parents coming closer together as a
couple (Cahners, 1979). For some, partner conflict added to the pressure they already
experienced (McGarry et al., 2015). Mothers were also found to have a statistically
significantly higher guilt score than fathers up to 5.6 years after the accident (Sveen
& Willebrand, 2018), and mothers reported higher guilt scores than fathers up to 14
years after the accident in another study (Rivlin & Faragher, 2007). This shows that

guilt is a feeling that affects parents immediately after the burn but also much later.

2.4.4 Anger, blame, anxiety and shame

Within the first months after the burn accident, feelings of anger were reported by
57% of mothers and 59% of fathers (Egberts et al., 2017). Anger was sometimes
directed towards the other parent involved in the accident (Verity, 1995) or toward
the person whom they held responsible for the accident, which, in turn, resulted in
feelings of blame (McGarry et al., 2015). Some parents also blamed themselves
(McGarry et al., 2015; Ravindran et al., 2013b), which lead to feelings of guilt
(Kornhaber et al., 2018); and the shame they felt could lead to depression and anxiety
(Hawkins et al., 2019). Some had to deal with the anxiety and fear of losing their
child (Brodland & Andreasen, 1974; Ravindran et al., 2013a). During the inpatient
period, 69% of parents reported clinically significant anxiety, declining over time to
33% up to 2 years after the burn (Phillips & Rumsey, 2008). Nine years after the burn
accident, 25% of parents reported exceeding the anxiety cut-off score (Willebrand &
Sveen, 2016b). Some parents were blamed by others for the accident, which made
them unsecure about their parental abilities (Ravindran et al., 2013a; Ravindran et al.,

2013b). When questioning their own ability to be a good parent, they
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overcompensated by being overprotective towards their child, thereby restraining the
child’s freedom (Horridge et al., 2010). Other studies also report parents becoming
overprotective (Cahners, 1979; Egberts et al., 2019; Fowler, 1978; McGarry et al.,
2015), hypervigiliant or avoidant (Bakker et al., 2012; Egberts et al., 2019;
Willebrand & Sveen, 2016a).

2.4.5 Posttraumatic stress and depression

Within the first month after the burn accident, 49%—50% of mothers of burn-injured
children showed symptoms of posttraumatic stress (PTSS) (Bakker et al., 2013b;
Egberts et al., 2020; Egberts et al., 2018b), declining to 31% three months after the
burn (Egberts et al., 2018b) and 18% after 18 months (Bakker et al., 2013b; Egberts
et al., 2020). Six months after the burn, 72% of mothers experienced PTSS which
declined to 56% up to three years after the burn (Rizzone et al., 1994). The latter
study is older than the previously mentioned studies, which may indicate that the
prevalience of parental PTSS has declined somewhat. During a 10-year period, PTSS
in mothers dropped from 42% one year after the burn to 19% 11 years after the burn
(Bakker et al., 2010). This shows that even though PTSS decline over the years, some

mothers still struggle in the long term.

For fathers, PTSS was 24%-27% one month after the burn (Bakker et al., 2013b;
Egberts et al., 2017; Egberts et al., 2018b), declining to 14% three months after the
burn (Egberts et al., 2018b) and 4%—6% after 18 months (Bakker et al., 2013b;
Egberts et al., 2017). Even though the percentage of paternal PTSS is lower than
among mothers, this shows that also fathers are affected by the burn injury to their

child.

Studies including both mothers and fathers found that parents of burn-injured
children experienced significantly more PTSS one week after the burn accident than
the comparative general population (McGarry et al., 2013). During the first weeks
after the burn accident, some parents experienced intrusive involuntary vivid
memories from when their child got burned including static or visual moving images

and sounds (Egberts et al., 2019). These images faded with time for most parents, but
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some still experienced this three to six months after the burn (Egberts et al., 2019).
One study of parents to adolescents (8-18-year olds) found that 18 months afte the
burn, mothers’ PTSS correlated with higher parental concern, whereas fathers’ PTSS
correlated with the child’s itching and low appearance (Pan et al., 2014). Parents’
PTSS may also influence re-epithelisation of their child’s burn wound (the time it
takes for the surrounding skin to cover the burn wound) (Brown et al., 2019b). One
study found that 22% of parents had a probable diagnosis of posttraumatic stress
disorder one month after the burn, declining to 5% after six months (De Young et al.,
2014). It has also been reported that even parents of children sustaining a minor-to-
moderate burn injury report clinically significant levels of PTSS (Odar et al., 2013),
indicating that the size of the burn injury does not determine if parents develop any

symptoms.

A burn injury can also lead to depressive symptoms among parents (Cella et al.,
1988). One study found that parent’s clinically significant depression was between
44% at the inpatient stage and 22% at the outpatient stage (6-24 months after the
burn) (Phillips & Rumsey, 2008). Up to nine years after the burn, 10% of parents
exceed the cut-off score for depression (Willebrand & Sveen, 2016b). Among burn-
injured children’s mothers, 31% had depressive symptoms one month after the burn;
a figure that declined to 7% after 18 months (Egberts et al., 2020). One study found
major depressive disorder in 35.7% of these mothers (El Hamaoui et al., 2006). One
month after the burn, fathers showed lower total depression scores than mothers

(Seivert et al., 2019).

2.4.6 Support interventions

Some older studies suggest ways in which burn centres and staff members may help
parents. Brodland and Andreasen claimed that burn units should aid the family
members of burn-injured patients by providing them with a pamphlet on arrival with
information about visiting hours, daily routines, treatments and procedures, usual
course of recovery and glossary of unfamiliar terms (Brodland & Andreasen, 1974).
They should also establish group support meeting with other relatives (Brodland &
Andreasen, 1974). Another study stressed that parents needed support specifically
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from a social worker (social and financial problems), clinical psychologist (child’s
progress) and specialist burn aftercare nurse (physical and psychological
consequences); and from the usual team consisting of nurses, doctors,
physiotherapists, occupational therapist, clinical psychologists, social workers and
play leaders (Francis, 1990). A third study suggested that burn staff professionals
should address the family’s emotional needs, provide therapeutic intervention to
relieve parents of their guilt and enhance their coping skills (Cahners, 1988). In
addition, burn centres should offer one-to-one mental treatment and weekly group
meetings with other families (Cahners, 1988). The use of support groups with parents
of burn-injured children has also been reported (Abramson, 1975; Barnett et al.,
2017; Cahners, 1979; Fowler, 1978; Frenkel, 2008; Leeder, 1979; McHugh et al.,
1979; Rivlin et al., 1986).

Today, the European Burn Accociation guideline on working with parents of burn-
injured children suggests, among others, to give appropriate information, normalise
reactions, involve parents in care, provide couple advice, support family coping
strategies, family care and family support, and influence burn-outcome expectations

(European Burns Association, 2017).

Many countries, such as England (Heath et al., 2019), Norway (Helse Bergen -
Haukeland universitetssjukehus, 2021) and Sweden (Sveen et al., 2017), have
recently worked on improving online information about burn injuries for parents of
burn-injured children. In the United Kingdom, an information website for
parents/carers of burn-injured children was developed and launched in 2018 to aid
parents of burn-injured children seeking information and health-related support on the
Internet (Heath et al., 2019; Heath et al., 2020). In Norway, the national burn centre
has a website with information to patients and relatives about treatment of burn
injuries (Helse Bergen - Haukeland universitetssjukehus, 2021). In Sweden, a six-
week internet-based information and support program has been tested (Sveen et al.,
2017). Even though there were no proven beneficial effects on parental post-
traumatic stress of these initiatives, parents found it supportive and meaningful

(Heath et al., 2019; Sveen et al., 2017).
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One study from the United Kingdom investigated how experienced psychosocial
specialists provided psychosocial support (Guest et al., 2018). All specialists
highlighted the importance of providing support to the whole family (Guest et al.,
2018). In one study, nurses in Swedish national burn centres told how they identified
family members’ need for support and how the support they provided changed
depending on which approach they used (Béckstrom et al., 2019). Still, little is known

about how different burn staff members support parents of burn-injured children.

To help the burn victims and their families, many countries arrange burn camps, a
week’s summer camp; and since 2019, a Norwegian burn camp for families has been
offered (NFFB - Norsk Forening For Brannskadde [The Norwegian Society for Burn
Victims], 2021a). Parents attending an English family burn camp found attending

beneficial for themselves and the whole family (Armstrong-James et al., 2019).

Even so, many years ago, a study raised the question of how to effectively support
and help parents help their child (Cahners, 1979). In light of this, there is still a gap of
knowledge and more research is needed on how both support providers and parents of
burn-injured children experience the support they provide/receive and ask them what

the needs for parental support are.

2.4.7 Summary

As shown above, much research has explored the psychological reactions of parents
of burn-injured children (Bakker et al., 2013a). Rather less attention has been devoted
to study their lived experiences and needs for support during hospitalisation and after
hospital discharge. Equally sparse is knowledge of different support initiatives and
what staff members do to support parents who are hospitalised with their child and
the time following their discharge from hospital. Parents are psychologically much
affected by their child’s burn injury, and their reaction affects the child and burn-
related outcomes (De Young et al., 2014). Therefore, more knowledge of parents’

experiences and needs is required.
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3. AIMS

The overall aim of this study was to gain a deeper understanding of parents’ lived
experiences and need for support both when their child was hospitalised with an
accidental burn injury and during the time following discharge; and to inform the
development of a future support intervention for this parental group. The aims of each

of the four studies are as follows:

Study I

To systematically synthesise the literature focussing on support needs of parents of
burn-injured hospitalised children. How is support for parents of these children
perceived by these parents, and what are the contents and context of the given

support?

Study 11
To explore staff members’ lived experiences of supporting parents with children

hospitalised at a burn centre due to a burn injury.

Study III
To explore parents’ lived experiences of their need for support when having a child

admitted to a burn centre.

Study IV
To explore the lived experience of parents caring for their burn-injured child at home

after being discharged from a burn centre.
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4. METODOLOGY AND METHODS

The overall long-term aim of the present project was to develop a support
intervention, the guiding framework of which was the development phase of the
Medical Research Council’s (MRC) framework for complex interventions
(Bleijenberg et al., 2018; Craig et al., 2008). In accordance with the development
phase, a thorough review of existing literature was conducted to obtain information
on “how to proceed or whether additional data collection is needed” (Bleijenberg et
al., 2018, p. 88). Thus, Study I is an integrative review of current knowledge. It
became evident that knowledge about this specific topic was very sparse, and more
time was therefore spent on understanding the problem. For this purpose, qualitative
methods are particularly useful (Bleijenberg et al., 2018). Especially focus group
interviews and individual in-depth interviews are highlighted as means “to analyse
the specific nature of the problem, ascertain who is involved or affected by the
problem, and how the problem is perceived from different perspectives” (Bleijenberg
et al., 2018, p. 88). Consequently, focus group interviews were conducted in Study II
to understand what burn staff members do to support parents of hospitalised burn-
injured children and in-depth individual semi-structured interview were used in Study
IIT and IV to explore parents’ lived experiences and need for support both during

hospitalisation and after discharge.

A phenomenological hermeneutic approach is recommended to explore providers and
parents’ perceptions, which is “highly important in this early stage [in the
development phase] and should not be underestimated” (Bleijenberg et al., 2018, p.
88). Qualitative research methods are recommended as appropriate to the integrative
review method “allowing for iterative comparisons across primary data sources”
(Whittemore & Knafl, 2005, p. 550). We therefore chose a qualitative
phenomenological hermeneutic method, and a Ricoeur-inspired textual analysis
method was found suitable in the integrative review. Since the participants’

perspective emerged through interviews which, in turn, were transformed into text
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(via transcription), Ricoeur’s theory of interpretation became crucial. Thus, this thesis

has a phenomenological hermeneutic methodological approach.

First, a short introduction to the development phase of the MRC framework for
complex interventions is given. This is followed by an introduction to

phenomenological hermeneutics.

4.1 Development phase of the MRC framework for complex

interventions

The MRC framework for complex interventions was introduced in 2000 to guide
researchers on what to be aware of when developing and evaluating complex
interventions (Medical Research Council, 2000), understood as “interventions that
contain several interacting components” (Craig et al., 2008, p. 979). The MRC
framework was later updated to consist of four phases: Developing complex
interventions; assessing the feasibility of complex interventions and piloting them;
evaluating complex interventions, and implementing complex interventions (Craig et
al., 2008; Richards et al., 2015). More recently, four elements were added to the
development phase emphasising the need to avoid ‘research waste’ due to poor,
insufficient, inadequate questioning, attention, reporting or description in the process
(Bleijenberg et al., 2018). The framework is particularly popular within nursing and
medical research as it helps to “develop interventions systematically, using the best

available evidence and appropriate theory” (Craig et al., 2008, p. 980).

This thesis sought to obtain an in-depth understanding of parents’ experiences and
needs for support while being hospitalised with their burn-injured child and in the
time after being discharged from hospital. The starting point of the development
phase is ‘Problem identification and definition’, a process that started when I worked
at a burn centre wondering about and searching for literature on how best to support
the parents. Thereafter, the first thing to do was to make a review, reading all the
literature I could find, resulting in Study 1. This refers to ‘Systematically identifying

the evidence’ (Bleijenberg et al., 2018). Then interviews, both focus group interviews
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(Study II) and individual semi-structured interviews (Study III and IV) were carried
out to understand needs seen from different perspectives, which is similar to

‘Determine the needs’ (Bleijenberg et al., 2018).

4.2 Phenomenological hermeneutic approach

Phenomenological hermeneutic is the main methodological approach in this thesis.
The following section will therefore briefly introduce the thinking of
phenomenological hermeneutic. After the sections on Setting, User involvement,
Sample and Data collection, phenomenology will be further described in relation to
the phenomenological hermeneutic analysis method introduced in the section Data

analysis method.

The German philosopher Edmund Husserl (1859-1938), the founding father of
phenomenology, “considered phenomenology to be all three - a philosophy, an
approach and a method” (Morse, 1994, p. 118). The word phenomenology comes
from the Greek word phenomenon and means “to show itself”. Phenomenological
epistemological inquiry is to seek, understand and describe “the essential structure of
the lived world” (Morse, 1994, p. 119) and describe things as they show themselves.
A successor, but also a critic of Husserl, the German philosopher Martin Heidegger
further developed phenomenology in a hermeneutic direction. Drawing on these early
versions of hermeneutics, the French Philosopher Paul Ricoeur (1913-2005)
developed phenomenological hermeneutic further in an interpretive direction. He
argued that “the belongingness to the world is the interpretive experience itself and
that all understanding is mediated by interpretation” (Morse, 1994, p. 121).
Meanings, understanding and new knowledge have to be found in the text. Therefore,
an in-depth analysis will lead to a comprehensive understanding with new facets of

‘being-in-the-world’ (Ricoeur, 1976).

Therefore, a phenomenological hermeneutic method (Dreyer & Pedersen, 2009) was
used to analyse the conducted interviews (to be described later in the section Data

analysis method).
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4.3 Setting

Study II and III were conducted at a burn centre in Norway. The burn centre has five
highly specialised intensive care rooms with a total of five intensive care burn unit
beds. The burn centre can treat eight hospitalised burn patients simultaneously of
whom five can be in intensive care. The centre treats about 150 burn patients yearly,
including 50 children. The median stay is 20 bed days. Patients are treated by a
multidisciplinary and multispecialty team with many years of expertise from the burn
speciality. The team includes intensive care nurses, anaesthesiology nurses and
registered nurses without any speciality, plastic surgeons, anaesthesiologists,
physiotherapists, hospital clowns, social workers, psychologists, psychiatrists, priests,

kitchen workers, cleaning assistants, a secretary and a hospital service worker.

In addition to providing medical and nursing care, all parents to burn-injured children
are offered a consultation with a psychologist soon after admission, preferably within
the first 2-4 days. The burn centre has access to operation theatres and to a 24-hour
laboratory. The burn centre runs an outpatient clinic for both children and adults once
a week, where patients may consult a plastic surgeon and a physiotherapist, among
others. The burn centre also arranges educational courses for Norwegian and Nordic
health personnel and has on-going international collaboration and responsibility for
knowledge development and dissemination about burn care through research and
quality improvement projects. In addition, together with the national burn patient
organisation (NFFB - Norsk Forening For Brannskadde [The Norwegian Society for
Burn Victims], 2021b), the burn centre arranges separate burn camps for adults,

children and families once a year.

4.4 User involvement

User involvement is an “approach to research” (Abma et al., 2018, p. 7) rather than a
research method, and it encompasses involving people in the research process,
“people whose lives are at the centre of research” (Abma et al., 2018, p. 7). Users’

involvement in a research process heightens the chance that any new knowledge
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generated will be useful to the health service targeted by the research (Haugen, 2013).
Many names are used to designate the inclusion of someone with first-hand
experience in a research process. The most often used terms are participatory research
(Abma et al., 2018), user participation (Haugen, 2013) and user involvement (Feiring
etal., 2017; Nolan et al., 2011). The word ‘user involvement’ will be used in this
thesis since this terminology is used in the MRC framework (Craig et al., 2019).
According to the MRC framework, “appropriate ‘users’ should be involved at all
stages” (Craig et al., 2019, p. 15) of both the development process and the outcome
analysis as this will heighten the relevance of the process of developing an
intervention and make it more likely that the intervention will be implemented (Craig

etal., 2019).

During my PhD, I collaborated with two couples (four parents) who served as my
sparring partners. They were the first parents to respond to my invitation published on
the Facebook page of the Norwegian burn patient organisation (NFFB - Norsk
Forening For Brannskadde [The Norwegian Society for Burn Victims], 2021b). The
couples were different in age and their children had different genders (girl/boy) and
burn aetiologies. By the choice of the parents, we met 2-4 times annually on Skype or
corresponded via e-mail. We never met in person. They had personal experience with
the topic of my PhD and could therefore be viewed as ‘experts’, and their help in the
early research project was priceless. They helped develop the interview guide used
for Study III and commented on article drafts and the discussion of findings, for

instance by saying what affected them most or what they found most important.

4.5 Sample

Data for Study I consist of published articles focusing on parents and caregivers to
burn-injured children. Participants in Study II are burn staff members and leaders
from a Norwegian burn centre. In Study III, the participants are parents to
hospitalised burn-injured children interviewed in the acute phase during

hospitalisation or shortly after being discharged. In Study IV, the same parents
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participated again; only this time their child had been discharged from hospital to

their home.

Study I included seven peer-reviewed articles (four qualitative studies and three

surveys) from six different countries with a total of 521 parents/caregivers (390

females and 118 males); for 13 parents/caregivers, no gender was mentioned. The

inclusion criteria were as follows:

e Studies describing support for parents with care provision during

hospitalisation of their burn-injured child (< 18 years old).

e All years of publication.

e Articles published in English.

Participants in Study II were 21 burn staff members and leaders (18 females and 3

males) (Table 1). The inclusion criteria of burn staff members and leaders were:

e Burn staff members who regularly cared for burn-injured children and their

parents.

Table 1. Participants in focus group interviews

period

Group 1 Group 2 Group 3 Group 4
Participants, n 5 8 3 5
Data collection May 2017 May 2017 June 2017 October 2017

Professions (n)

Hospital clown

Anaesthesia nurse (1),

Intensive care

Five leaders

years, mean
(min-max)

(1), intensive burn surgeon (1), nurse (2), representing
care nurse (3), | hospital clown (1), psychologist (1) | four
physiotherapist | intensive care nurse (3), professions
() physiotherapist (1),
social worker (1)
Burn experience: | 11.1 (5.5-24.5) | 15.9 (10 months-25) 7.2 (2-15) 18.5 (6-35)
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Length of 1 hour 48 min 1 hour 54 min 1 hour 45 min 1 hour 52
interview min

Recruitment of burn staff members and leaders started by identifying the professions
involved in the care and treatment of children and their parents, resulting in eight
professions: Anaesthesiology nurses, doctors, hospital clowns, intensive care nurses,
physiotherapists, priests, psychologists and social workers. The leaders of all eight
professions received an invitation letter (Appendix I) and forwarded this by e-mail to
the employees. Consent to participate was returned to me by e-mail, and an
appointment for the interview was made. To promote good conversation and dialogue
among the participants, three groups with different staff members and one group of
leaders were created. In total, four focus group interviews were conducted from May
to October 2017, three with burn staff members representing seven professions and
one with leaders of four different professions. The total working experience with
burns spanned from 10 months to 35 years; the median time of experience was 14

years (total 297.8 years of experience/ 21 persons).

In Study III, the participants were 22 parents (12 mothers, 9 fathers and 1 stepfather)
to burn-injured children who were either still hospitalised or had recently been
discharged. Twenty-one of the same parents and three new parents (12 mothers, 11
fathers and 1 stepfather) were interviewed again in Study IV around the time of their
child’s three-month follow-up appointment at the burn centre’s outpatient clinic.
Participants in Study III and IV are presented in Table 2. The inclusion criteria of

parents were:

e Parents to burn-injured children <12 years old, in order to have a
homogeneous age group. Parents who spoke and understood Norwegian.
Language restrictions were removed 11 months after recruitment had started,
and an interpreter would be used if needed.

e Minimum 24-hour stay at the burn centre.

e Only accidental burn injuries.
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Table 2. Participants in Study III and IV

First interview

Second interview

Parents, n

22

24

Mothers/fathers/stepfather, n

12/9/1

12/11/1

Age mother, mean (min-max)/
age father, mean (min-max)

32 years (21-40)/
35 years (24-46)

31 years (21-39)/
35 years (24-46)

Interviewed together/ alone, n

12 (6 couples)/10

12 (6 couples)/ 12

Living together/ alone, n 18/4 22/2
Employed, n 22 24

Having one child/more children,n | 8/14 8/16
Norwegian/European, n 16/6 18/6

Recruitment of parents started within the first days after they had arrived at the burn
centre where all parents were seen by a department psychologist. Parents
participating in Study III and IV were invited by three licenced psychologists and
specialists in clinical psychology for children and youth, and one psychiatrist/
psychotherapist (Appendix II). The parents were invited to participate in two
interviews; first during hospitalisation (Study III) and, second, around the time of
their three-month follow up (Study IV). Each invited parent(s) was given an envelope
containing an information letter (Appendix III), a letter of consent and a free-post
return envelope. If the parent(s) wanted to participate, he/she/they sent a signed letter
of consent by airmail to one of my supervisors. I collected the unopened letters,
contacted the parents and scheduled an appointment for the interview at the hospital
in a meeting room near the burn centre; or if the parents had been discharged, |

travelled to their home(town) to conduct the interview.

All participating parents were contacted again for the second interview (Study 1V)
and a date and place was agreed upon. One mother declined to participate, finding the
whole situation too traumatic and emotional. When interviewing three parents in their

homes, their spouse (not previously interviewed) questioned why they were not being
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interviewed. They had parental experience and wanted to participate even though for
different reasons they had stayed at home and had not been hospitalised with their

child but only visited the burn centre. They were therefore also interviewed.

4.6 Data collection

A review was chosen for Study I and qualitative interviews were chosen for Study II,

I and IV.

The aim of a review, Study I, is to examine previous literature within a specific field
to gain a more comprehensive understanding of that particular field (Whittemore &
Knafl, 2005). The goal is to own the topic and thereby become an expert within the
field (Polit & Beck, 2017). In this thesis, an integrative review was conducted in
Study I to obtain all available knowledge about support for parents of burn-injured
hospitalised children. An integrative review is a method within the systematic mixed
studies reviews that includes literature deploying diverse methodologies (Whittemore
& Knafl, 2005). In order to minimize systematic bias and error, it is recommended to
use a well-developed method for conducting integrative reviews, and thus the method

described by Whittemore and Knafl was chosen (Whittemore & Knafl, 2005).

The integrative review method described by Whittemore and Knafl has five stages:
problem identification, literature search, data evaluation, data analysis and data
presentation. In February 2017, a systematic search was conducted in five electronic
databases: Cumulative Index of Nursing and Allied Health Literature (CINAHL),
Excerpta Medica dataBASE (EMBASE), PsycINFO, PubMed and Scopus. It was
updated again in May 2018. The search produced 469 papers based on the keywords
and Medical subheadings (MeSH): adaption, adolescen®, burn*, caregiver*, child*,
coping, paediatric*, parent* and support. The selection process followed the
PRISMA 2009 Flow Diagram (Moher D et al., 2009); and in the end, seven article

were included in the integrative review.



25

In Study II, data collection was done in four focus groups; three groups with staff
members and one with leaders. A homogeneous focus group, including staff members
caring for the same patients (despite having different professional backgrounds),
strengthens the group dynamic as focus group members can identify with each other
(Malterud, 2012a), share their different points of view and discuss one or more
specific topics (Brinkmann, 2014; Polit & Beck, 2017). The leaders were in one
homogeneous group for themselves as a mix of both staff members and leaders would
create a too heterogeneous group likely to be affected by power play, which would
affect communication negatively (Malterud, 2012a). Three to eight participants were
included in the groups, which is in accordance with recommendations for focus group
sizes (Halkier, 2012; Kitzinger, 1995; Krueger & Casey, 2015; Malterud, 2012a). The
focus group is a particularly suitable format with which to explore “people’s
knowledge and experiences” (Kitzinger, 1995, p. 299) because the group process
facilitates clarification and exploration of participants’ views on the spoken topic,
which would have been more difficult in a face-to-face interview between one
participant and the interviewer (Kitzinger, 1995). In the literature, the number of
groups needed depends on the study (Halkier, 2012). In Study II there were four

groups.

In a focus group interview, the interviewer functions as a ‘moderator’ whose role
differs from that of an interviewer in a face-to-face interview (Halkier, 2012). In the
focus group interview, all participants first stated their name and years of experience
within burn care. The aim of the session was then explained and the moderator
thereafter took a silent stance, listening actively, letting the participants discuss, as
recommended (Kitzinger, 1995). The focus group interviews in Study II were
facilitated by one of my co-supervisors who had worked as an intensive care nurse
but had no experience from the burn centre. The co-supervisor was chosen as a
moderator to uphold a distance between the participants and the focus group
moderator, as I had working experience from the burn centre and knew all the
participating staff members. I was present during all focus group interviews, serving
as an observer and summing up the interview at the end. All four focus groups

interviews were digitally recorded with three digital voice recorders. I transcribed all
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interviews verbatim immediately after the interview had taken place. The interviews
were conducted within normal working hours. The participants were all on duty but
not providing patient care and could hence participate without being interrupted or
forced to leave. The interview took place in a meeting room outside the burn centre.
Coffee, tea, soft drinks, chocolate and candy were available for everyone to provide a
good atmosphere and acknowledge their participation. The main topic for the
participants to discuss was what they did to support and help parents of hospitalised

burn-injured children. The interview guide can be found in Appendix IV.

In Study III and IV, semi-structured interviews were used for data collection. The
parents in Study III and IV were encouraged to talk about their experiences of what
they needed when being at the burn centre but also at home after being discharged. In
this type of interview, the interviewer seeks answers to a topics and will encourage
the participant to tell his/her story and speak freely about all predefined topics (Polit
& Beck, 2017). The parents were informed that I knew the department, so they did
not need to explain or describe the special features of the burn centre. I have a
nursing background with clinical experience from a burn centre, which gave me
useful knowledge about this field. This, in addition to user involvement, helped me
during the interviews to ask follow-up questions about certain statements to get more
detailed answers. The semi-structured interview allows the interviewer to better
utilize the potentials of the dialogue and allows for follow-up questions on particular
issues raised by the participant (Brinkmann, 2014). ‘Dialogue’ originates from the
Greek words ‘logos’, to speak and ‘dia-’ which means forth and back between people
(Brinkmann, 2014). Conversation, in Latin ‘conversari’, means to live together or to
keep company with one another (Brinkmann, 2014). ‘Interview’ comes from French
‘entrevue’ which means between and to see, which means to see each other and to
exchange points of view (Brinkmann, 2014). Because we speak, communicate and
engage in dialogue with each other in daily life, some might think that it is easy to do
a scientific interview because we use the same techniques (Brinkmann, 2014). People
thinking like this will be fooled by this illusionary simplification of an interview,

especially within research where interviewing requires preparation, ethical
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consideration, execution of the interview and thereafter transcribing and analysing the

empirical material (Brinkmann, 2014).

In Study III, questions were asked such as; Can you explain what happened (burn
injury)? How did you experience arriving at the burn centre? What was meaningful
for you while hospitalised at the burn centre? Can you recall a/some situation(s)
where you felt supported/not supported? See Appendix V for the interview guide.
Parents in Study IV were asked how things had been since the last interview and how
they experienced their time at the burn centre (positive/less positive memories)
(Appendix VI). The interviews at the hospital took place in a meeting room near the
burn centre. Otherwise, the interviews took place in the parents’ homes or at another
place where it was possible to withdraw to a quiet place for a confidential talk. To
create a relaxed, trustful atmosphere, all parents were offered tea/coffee/soft drinks
and chocolate. Information about the interviews is found in Table 3. Interviewees

were given no monetary compensation for their participation.

Table 3. Interview data of Study III and IV

Study IIT Study IV

Data collection period April 2017 — July 2018 | June 2017 — November 2018

Interviews, n 16 18

Days since accident, mean 17 (9-27) 130 (74-195)

(min-max), n

Length of interview: minutes, | 75 (33-175) 66 (38- 155)

mean (min-max), n

Total interview time: hours 20 hours and 12 min 19 hours and 56 min

and minutes

Place of interview, (n) At the hospital near the | At the hospital before or after
burn centre (8), local their three-month follow-up
hospital (1), home (5), appointment (5), local hospital
hotel (2) (2), home (10), café (1)
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4.7 Data analysis method

4.7.1 Study I

In Study I, the method by Whittemore and Knafl was chosen because it is open for
inclusion of different sources of literature and allows the use of different
methodologies. We accordingly searched for both qualitative and quantitative studies.
Whittemore and Knafl themselves argue that ‘data analysis’ is the least developed
and weakest part of the integrative review method, for which reason they recommend
to use primary research methods “developed for mixed-method and qualitative
designs” (Whittemore & Knafl, 2005, p. 550). For this reason, a Ricoeur-inspired
method developed by Dreyer and Pedersen (Dreyer & Pedersen, 2009) was chosen
(to be described below). This method deploys textual analysis and I have used this
method previously (Lernevall et al., 2017). The same method was used in Study II, III
and I'V.

4.7.2 Study II, III and IV

A phenomenological hermeneutic approach was found appropriate for exploring both

staff members and parents’ perspectives.

The lived experience of both staff members and parents are captured in the
transcribed interviews. To obtain a deeper understanding of the transcripts, a textual
in-depth analysis method was chosen inspired by Ricoeur (Dreyer & Pedersen, 2009).
The phenomenological hermeneutic was found highly relevant as a methodological
approach as the focus was on understanding both staff members and parents’
lifeworld and their lived experience. A story told by a person, a ‘narrative’, consists
of a beginning, a middle and an ending and contains the meaning of the story itself
(Dreyer, 2019). Through the narrative, the person remembers the past and interprets
the past in light of the the present, bearing in mind all what has happened since the
narrative happened (Dreyer, 2019). This means that a narrative is never a true
rendition of reality because it always contains an interpretation by the one who is

telling the story (Dreyer, 2019). When another person interprets the narrative, it is
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important to discover the significant elements in the narrative (Dreyer, 2019); what is
the narrative about, what does the ‘author of the text’ talk about (Dreyer & Pedersen,
2009)? The person who interprets a narrative will always be influenced by his/her
own context, and so be affected by what he/she finds meaningful (Dreyer, 2019). This
means that there can never be a true, definite interpretation of a narrative, but one
interpretation can be more suitable or appropriate than another (Dreyer & Pedersen,

2009).

4.7.3 Ricoeur and his interpretation theory

The present thesis draws on the philosophical work of Jean Paul Gustave Ricoeur

(1913-2005), a French philosopher (Ricoeur, 1976).

Ricoeur’s interpretative theory and use of textual analysis is explained in the book
Interpretation theory: Discourse and the Surplus of Meaning (Ricoeur, 1976).
According to Ricoeur (Ricoeur, 1976), a text can be many things inclusing, for
instance, a face-to-face interview, a focus group interview, an observation, a text, a
story or something similar (Dreyer & Pedersen, 2009). In Ricoeur’s interpretation
theory, a dialectic relation exists between explanation and understanding in relation to
language as a work, for instance a text (Ricoeur, 1976). When something is explained
to someone and understood, that person can, in turn, pass it on by explaining it to yet
another person. This illustrate how explaining and understanding melt together and
overlap. “Understanding is the goal of explanation and explanation is the means to
understanding” (Reagan, 1996, p. 46). Ricoeur highlights that explanation unfolds the
meaning, whereas understanding grasps the meaning as a whole (Ricoeur, 1976).
Meaningfulness is therefore central and can be found in something written, be it

documents, monuments, gestures or vocal expressions (Ricoeur, 1976).

Ricoeur writes that a text is mute (Ricoeur, 1976). When a text has “left” the author,
it is released from its original addressee (Ricoeur, 1976) and thereby the text becomes
independent from both the author and the situation (Reagan, 1996). To understand the
text, one cannot repeat the written, but must instead create a new event from the text.

One therefore needs to interpret. The text is ‘pluviosity’ and consists of many layers.
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Therefore, the text cannot be understood by simply reading a single sentence
(Ricoeur, 1976). “The literary texts involve potential horizons of meaning, which
may be actualized in different ways” (Ricoeur, 1976, p. 78). According to Ricoeur,
there is no true interpretation of a text because, as he argues, “there is always more
than one way of constructing a text” (Ricoeur, 1976, p. 79) and therefore more than
one way of interpreting it. When reading a text, the reader enters a place “where the
text stands”. The text thereby has an interior, but no exterior. “The meaning of a text
is open to anyone who can read” (Ricoeur, 1976, p. 93). The sense of the text is “in
front” of the text (Ricoeur, 1976), and the intention of the author is behind the text
(Ricoeur, 1976). By distancing oneself from the author and letting the text talk
instead, one lets the horizon of the text unfold and open up to “being in the world” in

front of itself (Ricoeur, 1976).

Ricoeur writes about a structural approach to a text that combines a naive
interpretation (surface interpretation) with a critical interpretation (depth
interpretation) (Ricoeur, 1976). According to Ricoeur, ‘a whole work’ consists of
(meaning of) elements (Ricoeur, 1976). The process/action of dividing the text into
these elements/segments (called the horizontal aspect) is called structural analysis by
Ricoeur (Ricoeur, 1976). These segments are then put together to integrated parts that
constitute the whole (Ricoeur, 1976). Through this process, a narrative structure
appears and the underlying narrative logic becomes evident (Ricoeur, 1976). The
narrative parts of the text are then put together “to form a whole” (Ricoeur, 1976, p.

85).

4.7.4 Ricoeur-inspired analysis methods

Ricoeur wrote about interpretation in a philosophical way and provided no specific
procedural advice. Over the years, different researchers have developed Ricoeur-
inspired interpretation methods for analysing empirical data (Dreyer & Pedersen,
2009; Geanellos, 2000; Lindseth & Norberg, 2004; Wiklund et al., 2002). These
methods are all based on Ricoeur’s work and the hermeneutic arc (Singsuriya, 2015),
but have developed differently. Geanellos introduces a two-step model, where the

findings and interpretation decisions have to be justified by interview excerpts; she
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argues that according to Ricoeur, there is “a single, correct (or best) interpretation”
(Geanellos, 2000, p. 117). Wiklund et al. also propose a two-step method and write
that the interpreter’s preunderstanding is influential during the first step (Wiklund et
al., 2002). In step two, the findings are validated against the results of step one, and
“the story is rewritten to reflect the researcher’s validated understanding”
(Singsuriya, 2015, p. 352). Both Lindseth and Nordberg, and Dreyer and Pedersen
propose a three-step method with a similar first step — a naive reading — where the
material is read to grasp the “meaning as a whole” (Dreyer & Pedersen, 2009, p. 67;
Lindseth & Norberg, 2004, p. 149). They propose different methods for the second
step of the analysis which they both designate ‘structural analysis’. The goal for both
approaches is to examine the parts to understand the whole; Lindseth and Norberg
through four steps and Dreyer and Pedersen through three steps. Dreyer and Pedersen
focus on narration and rewrite the story of the interview transcripts by using different

literary genres (Singsuriya, 2015).

4.7.5 The Ricoeur-inspired interpretation method by Dreyer and Pedersen

The Ricoeur-inspired interpretation method by Dreyer and Pedersen was used in all
four studies. This method was chosen for Study I, as mentioned earlier, because it is
systematic, partly resembles the integrative method used and was familiar to two
authors of Paper 1. The ‘Dreyer and Pedersen’ method was also used for Study 11, III
and IV to get a deeper understanding of the participants’ lived experiences. It is a
method where the participants’ words are central; and although the researcher
interprets the transcribed interview, ‘what is said’ is not changed. The method
requests the researcher to be true to what the participant has said. The three levels of
the method allow the analysis to move from a surface interpretation to a depth

interpretation.

The first level of the interpretation model is a naive reading where the total material
is read “to grasp its meaning as a whole” (Dreyer & Pedersen, 2009, p. 67),
representing a surface interpretation. Ricoeur describes this first encounter with the
text as follows; “understanding will be a naive grasping of the meaning of the text as

a whole” (Ricoeur, 1976, p. 74). A naive reading has been conducted in all four
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studies, but is presented only in Study III and IV. The naive reading for Study II is
displayed in Table 4.

Table 4. Level 1. Naive reading. Example from Study 11

Support for parents of burn-injured children starts as soon as they arrive at the burn centre with
their child. Everyone is conscious about how they approach the child and its parents; e.g. their
body language and what they say. They want parents to feel safe and secure. Within this first
meeting, the different persons and their tasks are introduced and the course of events about to
happen is explained. When staff members are doing painful things, e.g. taking blood samples or
giving injections, they and particularly the anaesthesia nurse try to make it as swift and painless as
possible.

Giving information is highlighted throughout the interviews as the most important way of
providing parental support. All the different professions agree upon this. Parents are orally
informed about the routines on the burn unit such as the strict hygienic rules, and that they are not
allowed in the kitchen or to use the cupboards in the corridor. Instead, they are encouraged to ask
for things that they need. The burn centre has a pamphlet that is in the process of being revised.
Some think the old one is still useful and hand it out to parents, while others find it outdated and
wait for the new version that might be online. Whether or not they give out the pamphlet, they
agree that oral information should be repeated because parents forget the information they receive.
However, not all information should be given in the beginning or at the same time. Therefore, the
different professions work closely together to give the same information. There is also a “main
contact nurse” for each family to ensure the right flow of information. To ensure that knowledge
amongst the experienced staff members is passed on to new staff members, some propose the
development of a checklist on which information to give. Not everyone agrees on this as they are
afraid it might restain the information flow. Some ask for more systematic routines that might
make multidisciplinary work easier. They do not agree on this either.

The hospital clowns, however, are the only ones who do not give the parents any information.
Instead, their job is to create an “emotional break” both for the child and for the parents. By doing
this, the parents relax, and the other staff members can more easily do their job.

In the beginning, it is very important to the doctors to determine if the burn injury is due to an
accident or abuse. They try to do this in the best possible way, thinking about where to talk
confidentially, who should be present and how to address this subject. They use the time they need
to have a good conversation, to calm down the parent(s) and to get the information needed to start
treatment. They also agree that nearly all parents suffer from guilt and on how essential it is to talk

with the parents about these feelings. Everyone thinks about his or her approach to the parents
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throughout their stay at the burn centre, and they try to take and make time for the different caring
acts. Even though they try to keep appointments, they find it difficult to have time for everything.
From the beginning, they see parents as “super users” with knowledge about their child. Parents
are encouraged and guided to be the main career of their child, for instance changing the diaper
and monitor the temperature. Because a child has a right to have his/her parents nearby at all times,
the parents are told to stay with their child. All leaders agree that only one parent needs to sleep at
the burn centre with the child. Sometimes, the staff members nanny the child for a short time to
relieve the parents, but there are no systematic relief arrangements on the burn centre.

They wonder if they could improve the transition from the burn centre to the other hospital
departments (e.g. children department, the hospital hotel).

Just before being discharged, it is important that one parent is participating in the wound treatment
to facilitate treatment at home. Some staff members raise the question if the parents are educated
well enough before discharge. Before leaving, the parents are orally informed about compression,
sun protection and the offer about a summer camp for burn victims called Burn Camp. They are
given the telephone number to the burn centre and encouraged to take contact if needed. Wishes
for the future are more follow-up options like travelling nurses, more systematic phone calls after
discharged and to meet parents at the three-month follow up. They wish for more space, a
playroom for children and a parent’s room with facilities like a sofa, television, shower and toilet.
When wishing freely, they wanted their own hospital with burn unit beds, out-patient clinics and

an operation theatre. Everything at the same place.

The second level in Dreyer and Pedersen’s method is the structural analysis
consisting of three steps; 1) What is said — finding quotations; 2) What the text speaks
about — creating a narrative story and, lastly, 3) Creating themes (and subthemes)
(Table 5) (Dreyer & Pedersen, 2009). According to Ricoeur, “comprehension will be
a sophisticated mode of understanding, supported by explanatory procedures”
(Ricoeur, 1976, p. 74). A table showing the structural analysis process has been
published in Study II, IIT and IV.
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Table 5. Level 2. Structural analysis. Example of one theme in Study I1

are there to help them regardless of what has
happened. That's the thought most of us have. That
we are quite open minded. We are there to help, and
everything that might have happened and has
happened... we let others take care of. They [the
parents] must be observed, of course, if there is any
suspicion, we must describe what we see. But I think
we... we all support just as much, I hope so,
regardless of what nationality and how it has
happened, then everyone gets the same care, I think
we give that (No. 15)”.

“But we talk about it several times, right. Raise the
issue several times, and then, point out if there is a
child in age of one year, right, that a lot of things
happen in that age group. They [the children] develop
so fast, right. So, it's quickly done, you're not paying
attention (No. 2)”.

“But I think it's like [name] said, also like you [name]
said to reassure the parents. That you get trust, build
that trust already in the first meeting. And then, at
least, I notice it within myself, one of the first things
I say to them is “That an accident can occur to all of
us”, that it has happened to other parents before and
will happen to other parents in the future. To show
them that this is actually true. And then explain a
little that we have had many patients before, and how
the road has been for them. That it turned out very
well and that they are back to their normal lives. That
life continues, also after all of this (No. 6)”.

“But I think in relation to guilt and the fact that it has
happened. You have to admit that an accident has
happened and often because you have been
inattentive or careless. But then the question is, how
can one present this to the parents, that “Okay, what
you might have to say to yourself is that it actually
was your mistake, because of what you did. But a
mistake is something everyone can make. This has
had a consequence, but it won’t help your child or
yourself if you go around criticising yourself in the
future. There comes a time where you have to say
“Okay, this happened” and move on” (No. 1)”

parents with their feelings
of guilt, staff members
report taking the initiative
to talk about the guilt
openly and on many
occasions. They explain
that accidents can happen
to everyone. Some staff
members explain in
general terms what they
have seen before and how
it turned out for those
families. By sharing this
information, they try to
help parents deal with
their guilt and live with it.
Sometimes, they have to
tell parents to focus on
their child instead of the
guilt. All professions
except the hospital
clowns report
approaching the issue of
guilt. The hospital clowns
avoid the issue of guilt
and instead shift the focus
from guilt to the child.
The other professions
listen to the parents and
inform them about
normal reactions for
parents and children.
Staff members explain
that they always try to
acknowledge the parents’
feelings and meet and
care for each parent
equally and that they try
to be open-minded and
unprejudiced towards the
parents despite the course
of the accident and what
they might think
themselves.

Meaning-bearing units Significance-bearing Theme
(What is said in the text?) units (What does the

text talk about?)
“In relation to guilt, think we are very open, that we In order to try to help Helping

parents deal
with feelings
of guilt.
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Finding the right name for a theme is essential as the reader should be introduced to
the ‘what is to come’. An example of the process of naming the four themes in Study

II is presented in Table 6.

Table 6. Level 2, step 3. Creating themes. The evolution of theme names in Study II

How to How to Secure and | Confidence- Confidence- Ending with:
secure make safe from building building
information | parents the activities from approach from | creating a safe,
throughout | secure > | beginning | day one > the second secure and
the whole they enter the | trusting
stay 2> burn centre - | environment from
the moment
parents enter the
burn centre
How to Guilt- Helping Ending with:
address reducing | parents deal
parental measures | with their helping parents
guilt > > feelings of | deal with
guilt > feelings of guilt
Creating a | Relieve Helping the | Enabling them Ending with:
break 2> the parent to to continue
parents continue being the parent | helping
and give | being the parents
them a parent of navigate in
break > | their child their daily
> routines while
continuing to
be a mother
or father
Giving Gradually | Gradually | Gradually Gradually Ending with:
back give back | educating giving caring involving them
control 2> control to | parents in responsibilities | in the gradually
the taking over | back to the treatment in involving parents
parents > | the wound | parents 2> preparation for | in wound
care of discharge > treatment as
their child preparation for
> discharge

The final and third level is a critical analysis and discussion “where the researcher,

with other relevant literature and pre-understanding, discusses and argues in favour of

one or several suitable interpretations” (Dreyer & Pedersen, 2009, p. 69). In all
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studies and in this synopsis, this third step is displayed in the Discussion section.
About these three levels, Ricoeur writes “structural analysis as one stage — albeit a
necessary one — between a naive interpretation and a critical one, between a surface
interpretation and a depth interpretation” (Ricoeur, 1976, p. 87), showing how they

are linked together.

4.8 Ethical considerations

The four studies of this thesis were conducted in accordance with the Helsinki
Declaration (World Medical Association, 1964/2013) and approved by the leaders at
the Norwegian burn centre, where the study took place. The protocol for this study
was also approved by the Norwegian Regional Committees for Medical and Health
Research Ethics (REC) (REC, 2021), project number: 2017/54/REK (Appendix VII
and VIII).

Participation in all interviews was voluntary and unpaid. All participating staff
members and parents had received both written and oral information (Appendix I and
II) about the study and their right to withdraw from the project without explaining
themselves. Parents were additionally informed that the professional care and
treatment of their child would be the same regardless of their choice to participate or
not. Parents were given a stamped, addressed envelope so that they could send a
signed letter of consent if they wanted to participate. This was done to ensure
anonymity so that nobody besides me knew which parents were participating in this
study, and to ensure that all children and parents were treated equally no matter if the

parents participated in this study or not.

In January 2018, 10 months after recruitment of the parents had started, a request was
sent to the ethical committee to change the inclusion criteria due to a low number of
recruited parents. One third of the families with paediatric burn injuries were not
Norwegians and did not speak Norwegian fluently (which was one of the inclusion
criteria). In February 2018, this request was granted to enable inclusion of all parents

regardless of their nationality (Appendix IX). An English information letter was made
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and handed to eligible parents (Appendix X.). An interpreter would be used if parents
needed one in order to express themselves fully. No interpreter was, however, needed
as parents mixed English, the little Norwegian they knew and got help from their

spouse.

The digital audio records of all interviews, both focus group interviews and
individual semi-structured interviews, are kept in a secured research server at the
university hospital and will be deleted when the project ends. In the transcripts, all
names of places and individuals were removed. The deidentified list of contact
information including the transcribed interviews will be kept in the secured research
server for five years after the study has ended to allow data to be available for a
follow-up study. Five years after the project has ended, the information will be

deleted in accordance with the requirements from REC.

Much consideration was given how to take care of parents in the interview situation,
as it is known that an interview can cause the participant to become emotionally
distressed, albeit this only happens infrequently (Alexander, 2010). The asymmetrical
power that lies in the relationship between an informer and the interviewer (Haahr et
al., 2014) was also taken into account. The parents were seen as extra vulnerable
given the situation where their child had an accidental burn injury and because the
first interview took place in the acute phase shortly after the accident (9 to 27 days).
But being vulnerable did not mean that their voices were less important to hear, as
clearly brought out by another study (Alexander, 2010). Therefore, parents of burn-
injured children needed to be heard to gain more knowledge about their perspectives.
A study of interviewing family members of critically ill patients at intensive care
units raised the dilemma that an interview could create a need for therapeutic
intervention (Burr, 1996). To accommodate any parental needs for extra therapeutic
help, the department psychologists served as backups if any parents should need extra
counselling as a result of the interview. This was, however, not necessary in any case,
as all parents declined to talk to the psychologist when offered the opportunity to do
so. Interviewing vulnerable persons can also affect the interviewer, and it is therefore

recommended that the interviewer has some training within the field (Dickson-Swift
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et al., 2008). I had experience of conducting interviews, and a debriefing was done
with one of my supervisors after each interview. In Study III and IV, the parents said
that they were happy to talk to someone who knew the department and the specialised
medical field. This mirrors findings of another article where participants were happy
for the opportunity to talk about their illnesses or experiences to someone who was
neither friend nor family (Alexander, 2010). One can call this “The listening ear of
the researcher” (Burr, 1996, p. 174). Some parents said that it had helped them
process their experience in a positive way. No one regretted that they participated,
even the mother who only participated in Study III. I was genuinely surprised by how
much it meant to the parents to see me again and tell their story once more while
stongly emphasising how well their child was developing, but also how they

themselves struggled in different ways.
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S. SUMMARY OF FINDINGS

The findings in this thesis originate from four separate studies. Study I summarised
knowledge about support for parents through previously published research, and
Study II examined what staff members do and think is important in order to support
the parents. In Study III and IV, the parent’s experience of needs for support were

studied while hospitalised (Study III) and at home (Study IV).

5.1 Study I — Support needs of parents of hospitalised children

with a burn injury: an integrative review

The aim of this study was to gain a comprehensive understanding of the support
needs of parents with burn-injured hospitalised children through systematically
synthesising the existing research. Seven articles focusing on support needs of parents
of burn-injured children were included in the integrative review displaying the sparse

knowledge within this field. Four themes were derived from the analysis (Table 7).

Table 7. Themes and subthemes of Study I

Themes: Subthemes:

Emotional distress — Fear of losing child and fear of medical treatments
— Staying strong and accepting the situation

Guilt and blame — Blaming oneself or blaming the partner
— Blame from family members and hospital staff

Information is central — Information from the healthcare professionals
— Missing information

Having someone to lean on or being — The healthcare system
alone — Support from others
— Being alone
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The parents were deeply emotionally affected by the burn injury, and the fear of
losing their child was so severe that it affected their appetite and their ability to
participate in dressing changes. Many parents were affected by feelings of guilt either
self-afflicted or because they were blamed by their partner, family members or
hospital staff. Self-blame made it hard to forgive themselves and made some change
their behaviour. Being blamed for the accident by others made them feel terrible,
distrust their ability as a parent and made it hard for them to talk to others about it.
Receiving all necessary information could partly relieve them of some of their
anxiety. This made them cope better and gave them a sense of control. Too much
information on the other hand could cause panic in some parents. Feeling
misinformed made them question the quality of care and made them stressed,
worried, anxious and out of control. The feeling of being supported by health
professionals and group sessions gave them a sense of comfort, relief and made them
feel at ease, resulting in a high satisfaction with the quality of care and confidence in
the medical treatment. Some parents formed a dyad and experienced this as the most
important support. Experiencing lack of support made the parents feel alone and

some turned to their religion for consolation.

5.2 Study II — Staff members’ experience of providing parental

support in a national burn centre

The aim of Study II was to gain knowledge about staff members’ experience of
supporting parents of burn-injured children while hospitalised at a burn centre. Burn
staff members described their experiences of supporting parents of burn-injured
children in different ways. In the analysis, four themes were found that describe how

the support was provided from the perspective of burn professionals (Table 8).
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Table 8. Themes of Study II

Themes:

Creating a safe, secure and trusting environment from the moment parents enter the burn centre

Helping parents deal with feelings of guilt

Helping parents navigate in their daily routines while continuing to be a mother or father

Gradually involving parents in wound treatment as preparation for discharge

Creating a good relationship with the parents during their first meeting was described
as very important by the staff members. Therefore, they tried to make the parents feel
secure and trusting them by introducing themselves and their role while being aware
of their oral and body language. They described how they were attentive to the
parent’s wellbeing by trying to calm them down, alleviate their anxiety and giving
specific information with the purpose of making parents less confused and
disorganised. The staff members wanted to reduce child and parental stress.
Therefore, each family was given a primary or contact nurse to ensure continuity. The
staff members also experienced that guilt was a main topic; and to help parents, the
staff members described how they listened, explained, shared experiences and
acknowledged the parents’ feelings but also told them when to stop ruminating about
it. In order to maintain or strengthen the parental role, they encouraged parents to be
included in the care of their child and to continue with their normal family routines.
They also clarified their expectation to the parents being present during
hospitalisation while offering them small breaks to see to their personal needs. To
prepare the parents for the caring for their child at home, the staff members wanted

parents to actively participate in wound treatment prior to being discharged.
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5.3 Study III — Parents’ lived experiences of parental needs for

support at a burn centre

The aim of this study was to explore parents’ lived experience of their need for
support while their child was hospitalised with a burn injury. In Study III, the parental
needs for support are displayed in four themes (Table 9).

Table 9. Themes of Study III

Themes:

Being in it together—for their child

Being taken care of by professionals makes you feel calm and safe

Trying to have some control in an uncertain situation

Getting time to be yourself and see to personal needs

Staying together during the hospital stay was experienced as extremely important for
the parents as they could process the traumatic and chaotic event of the accident as a
team and support each other. Being separated added extra pressure on them, making
them stressed, sad and unneeded; an example of this is not being allowed to spend the
night together at the burn centre. Divorced parents, however, did not share the need to
be together as it made them exhausted, frustrated and irritated. Being met by
awaiting, caring and professional staff members upon arrival to the burn centre was
described as extremely important for the parents as it made them feel relaxed,
comfortable and cared for. Something that was experienced as particularly helpful in
processing their feelings of guilt was the way staff members approached, reacted to
and commented on these feelings. Getting information throughout the hospital stay
was important for the parents. It made them less afraid and more optimistic, trustful,
relaxed and better prepared for discharge. Conversely, they felt irritated, frustrated,
hampered, confused, despaired and distrusted the staff when experiencing lack of

information or miscommunication. Divorced parents did not share information
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between them and therefore lacked information. Having some breaks alone was
experienced as extremely important to the parents as it was strenuous being at the

burn centre.

5.4 Study IV — Parents’ lived experience of caring for their burn-
injured child after discharge from hospital

The aim of this study was to explore parents’ lived experiences of caring for their
burn-injured child at home after discharge from a burn centre. The analysis in Study
IV resulted in four themes presenting how the challenges in everyday life at home

were experienced by the parents (Table 10).

Table 10. Themes of Study IV

Themes:

Embodied feelings that will stay forever

Discharged to continue treatment at home without necessary skills

Grieving over the lost past and fearing the unknown future

Longing to reunite with familiar staff members

The feelings experienced from the accident had been embodied within the parents and
made them mentally and physically exhausted. They experienced loss of body control
as their body could suddenly react on its own. Feelings of guilt were still inside them
and some had accepted that this would not disappear. Some even felt shame. Leaving
the burn centre without proper training was experienced as chaotic and stressful, and
it made the parents struggle executing the medical treatment at home. This made
them feel insecure, uninformed, tired, sad, ignorant, sweaty, exhausted and crazy. At
home they had concerns and fears for their child’s future, while trying to process,
grieve and accept the changes in their child. The relation to staff members who had

treated them was so important that the parents described a profound need to be
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reunited with them at the three-month follow-up appointment. Meeting a staff
member whom they knew made them emotional, extremely happy and relieved as the
reunion was experienced as almost therapeutic and as a closure. Meeting only new
staff made them disappointed and lacking answers to their questions. When calling
the burn centre with questions, they also wanted to be answered by someone who
knew them. A phone call from the burn centre, for instance two weeks after

discharge, would make them feel seen, taken care of, less insecure and more safe.

5.5 Comprehensive understanding

Together all four studies generate one overall comprehensive understanding; i.e. that
parents of burn-injured children have specific needs and that these needs must be
catered for the parents to come through it all as a family, both while hospitalised and
after discharge. The parents need help in order to process their post-burn emotions,
feelings related to the injury like guilt, shame and blame, while constantly trying to
understand what is happening at the burn centre, demanding to be informed. Staff
members play a crucial role in supporting parents. In order to help with the care and
treatment of their child, the parents need to have their own fundamental needs
fulfilled, have the right training and skills to execute and succeed with the prescribed

treatment, and get help to stop their fear about the future.
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6. DISCUSSION

The overall aim of this study was to gain knowledge about the needs for support of
parents of burn-injured children both during hospitalisation and follow-up to inform
the development of a support intervention for these parents. To achieve this goal, it
was important to get a deeper understanding of both parents’ and staff members’
experiences of parental needs for support throughout the whole burn trajectory.
Drawing on the Ricoeur-inspired method, we elicited these needs and display them in
the comprehensive understanding, which will be discussed in the following text,
illustrated in Figure 3. This critical analysis and discussion is the third and final level
of the Ricoeur-inspired interpretation method by Dreyer and Pedersen (Dreyer &

Pedersen, 2009).

Being treated as a whole family Processing post-burn emotions
throughout the illness trajectory such as guilt, shame and blame

.
Being informed
gives a sense of control

—
Acquiring the necessary sKills
needed after discharge

7

Personal needs
being fulfilled

A

Being met with trust
by staff members

Figure 3. Illustration of parental needs for support

The figure is a heart with a family inside. The heart symbolises the warmth, caring and love that exist
within the families. Around the heart are parental needs for support derived from the comprehensive
understanding. The core of the heart is the family, which can be either strengthened or weakened

depending on whether the needs are met or not.

In the following, the parental needs for support will structure the discussion and be

discussed in light of other literature and theory.
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6.1 Being treated as a whole family throughout the illness
trajectory

The need to be treated as a whole family appears as important in all studies as
everyone in the family is affected by the burn accident: the child, the mother and the
father. Another study also found that the whole family was affected by the burn
injury (Oster et al., 2014). Especially when returning home, parents were being
challenged to care for the whole family including any siblings (Oster et al., 2014),
which required much energy and time from the parents (De Sousa, 2010). The
siblings’ perspectives, however important, were not included in the studies of this
thesis, which focused on both mothers and fathers, finding that fathers wanted to be
included and considered as an equally important parental figure for the child. Thus,
the family wanted to be treated as a unity. In another study, it was only the mother
and not the father who was given an information leaflet upon arrival (Heath et al.,
2019). The mother and father of the burn-injured child needed each other during
hospitalisation as they provided pivotal support for one another, as presented in Study
I and III. Even staff members talked about the parents as if they were both present at
the burn centre, as shown in Study II. After being discharged, the parents expressed
other needs and concerns than being together, displayed in Study IV, which suggests
that the need for having each other was already fulfilled being reunited as a family at
home. Looking back in history from the beginning of the last century, recent decades
have seen a gradual liberalisation internationally, allowing parents to be present
together with their hospitalised child (Alsop-Shields & Mohay, 2001; Sundal, 2014;
Sundal et al., 2019). From being completely excluded from the hospital (Sundal,
2014; Sundal et al., 2019), parents are now allowed to be present during the hospital
stay; a right that has been encoded in several countries including Norway (Helse- og
omsorgsdepartementet, 2000). Today, parental presence is expected during medical
examinations, treatment, care and other procedures of their child (Harrison, 2010;
Sundal et al., 2019). But even today, only one of the parents is hospitalised at the
burn centre together with the child, as reported in study III, and often that parent is
the mother, while the father arrives later and sleeps elsewhere. One may, indeed,

question if they are welcomed to the same extent and receive the same flow of
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information. In many countries, such as India, Malawi and South Africa, the cultural
norm is that mothers are responsible for the child’s care and upbringing (Frenkel,
2008; Holden et al., 2020; Ravindran et al., 2013b; Van Niekerk et al., 2007),
explaining why they often are blamed for burn accidents to their child occurring in
the home (Frenkel, 2008; Ravindran et al., 2013b). According to the WHO,
inadequate adult supervision and young girls being in charge of households while
taking care of small children are major risk factors in paediatric burn injuries (World
Health Organization, 2018). This indicates that mothers are still the main carers of
children in some cultures, as supported by a newer study (Holden et al., 2020). In the
Nordic countries, however, it is natural to see fathers being present to the same extent
as mothers in their child’s first years of life (Cederstrom, 2019). Even though cultural
differences may apply from country to country and indeed within national
subcultures, the findings of the studies in this thesis show a fundamental need to be

cared for as a family.

All the studies of the present dissertation show the lived experiences related to
parental needs for support. In the parents’ world of lived experiences, they find
themselves in a dependency relationship to the other parent, the child and the health
professionals. As human beings, we form interdependent relationships with each
other, or as the Danish theologian, philosopher and phenomenologist Knud Ejler
Logstrup (1905-1981) puts it, “The individual never deals with another human being
without holding some of its life in his hand” (own translation) (Legstrup, 2010, p.
25). In the situation following their child’s burn accident, parents’ relationship with
the health professionals is particularly important, and one might argue that the
success of the parents’ outcome is much influenced by the relationship they have with
the health professionals, especially because “we are each other's world and each
other's destiny” (own translation) (Legstrup, 2010, pp. 25-26). In other words, we are
in the world together and affect each other’s life and lived experience. Therefore, it is
extremely important that the health professionals see the whole family because they
are fundamentally responsible for helping the family come through it all in the most

positive way. For instance, allowing both parents to sleep at the burn centre the first
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nights to let the parents process the traumatic event and take turns sleeping and being

awake monitoring the child, as presented in Study III.

With history in mind and in light of the parents’ need for being together and to be
treated as a whole family, we might ask ourselves how far we have come when it
comes to including parents in burn departments? In a quantitative prospective study
of parental-child relations after a paediatric burn event, the authors recommended to
implement a family system perspective when supporting, monitoring and educating
the burn-injured child and the parents (Bakker et al., 2014). Which limitations apply
to parental access to operations, wound treatment and spending the night? How can
parents be included when they are at the burn centre all the time? The answers to
these questions may be found within the theory of family-centred care (FCC), a
philosophy and approach used within paediatric nursing (Harrison, 2010). The most
central element in FCC is ‘a relationship between the family and health care
professionals’ (Harrison, 2010). FCC has four core concepts; dignity and respect,
information sharing, participation, and collaboration (Institute for patient- and family-
centred care, 2021). The findings from the four studies in this thesis confirm that at
least one parent was hospitalised together with the child and that the parent was
involved, to a variable degree, in the care and treatment of the child. To practise FCC
successfully, the healthcare system needs to change from being professionally centred
to being more collaborative, giving the family a key role in the care of the child
(Shields et al., 2007). Staff members should treat the parents as a whole family

throughout the illness trajectory.

6.2 Processing post-burn emotions such as guilt, shame and
blame

Following an accidental burn injury to their child, all parents in the four studies were
psychologically and physically affected, and their feelings manifest themselves both
bodily and emotionally. Feelings of guilt were a particularly prominent emotion in all
four studies, and often guilt was related to anger and blaming someone for the

accident. Parental feelings of anger could emerge when touching their child’s scars,
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as found in Study IV, but also when blaming the other parent whom they held
responsible for the accident, as shown in Study 1. This could develop into a conflict
between the parents, as reported in Study I and II. Guilt, shame and blame have long
been mentioned in the burn literature of parents with burn-injured children (Barnett et
al., 2017; Bayuo & Wong, 2021; Bowden & Feller, 1973; Brodland & Andreasen,
1974; Cahners, 1988; Cook, 1982; Coy et al., 2019; Egberts et al., 2017; Egberts et
al., 2019; El Hamaoui et al., 2006; Fowler, 1978; Francis, 1990; Frenkel, 2008;
Hawkins et al., 2019; Heath et al., 2018; Horridge et al., 2010; Kornhaber et al.,
2018; Mason, 1993; Oster et al., 2014; Rivlin & Faragher, 2007; Suurmond et al.,
2020; Sveen & Willebrand, 2018; Van Niekerk et al., 2007; Verity, 1995), with guilt

being the most prominent feeling.

Across the four studies, feelings of guilt and self-blame were most noticeable in the
acute phase following the burn accident; but as reported in Study IV, guilt was also
present during rehabilitation after discharge. This shows that the feelings affect the
parents to a variable degree through the burn trajectory. Parental guilt and self-blame
have also been reported three months to three years after the burn injury (Egberts et
al., 2019; Heath et al., 2018; Horridge et al., 2010). Such long-term feelings of guilt
and self-blame may lead to self-doubt causing parents to become overprotective and
overcompensating toward their child (Horridge et al., 2010). This shows that the
intensity of guilt and self-blame may decrease over time. Using ‘The shifting
perspective model” by the Canadian professor Barbara L. Paterson (Paterson, 2001),
one may argue that guilt and blame are in the foreground of the parents’ lived world,

but the feelings step back to let life be in the foreground as time passes.

Since guilt, shame and blame keep reappearing in the literature, it might be important
to get a deeper understanding of these feelings to determine how they affect a person.
In Study I, IT and III, some parents blamed themselves or they were blamed by others
for the accident, and in all studies parents report feelings of guilt that may cause them
to be ashamed for what has happened to their child, as reported in Study IV. Guilt,
shame and blame are often used together, but according to the Danish psychologist

Lars J. Serensen, they are phenomenologically different (Serensen, 2013). Guilt is
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related to something outside of the self, i.e. actions for which I am responsible, what I
did wrong (Serensen, 2013), seen in a relation to the other person (Martinsen, 2012).
Responsibility means that one always has the possibility and the ability to react
differently — easily visualised when the word is split into two: response and ability
(Serensen, 2013). Shame, on the other hand, is a very painful inner feeling, often
hidden inside (Serensen, 2013), and it is closely associated with identity and
personality (Martinsen, 2012). Segrensen argues that a shameful person “can never be
happy with himself” (own translation) (Serensen, 2013, p. 71), which makes it
difficult to care for oneself, whereas a guilty person has a need to be cleansed from
the guilt and made un-guilty (Serensen, 2013). Study III shows an example of a
mother who felt that staff members removed her guilt by telling her that a burn injury
can happen to anyone. Blame is both private and public; private in the sense that it
leads to self-judgement and public/social in the sense that someone may express
blame and pass judgement on another person for doing or causing something wrong
(Malle et al., 2014). This knowledge about guilt, shame and blame is important for
health professionals who try to address these feelings, as the feelings should be dealth
with differently. The burn staff members seem to have a unique role in helping
parents process and deal with these feelings because they see the parents quickly after
the accident has happened owing to their professional role. Guilt is the easiest feeling
to treat because the feeling is open for debate (Serensen, 2013). Feelings of guilt
should be addressed and spoken openly about with the parents in order to ease their
feelings of guilt. According to the model of shifting perspectives (Paterson, 2001),
staff members should assist parents in identifying and understanding guilt. There are
cases, though, where an accident is not accidental but deliberately inflicted upon the
child. However, even though child abuse is necessary to investigate and treat, it was
neither the case nor the focus of the studies in this thesis as only accidental injuries
were included. Blame regulates the behaviour of a person to prevent similar negative
outcomes (Malle et al., 2014). Blame and self-blame should also be discussed and
talked about. Shame on the other hand is more difficult to treat as it is hidden, secret
and just there (Serensen, 2013). Serensen writes that shame can only be defeated if

“one allows oneself to be seen with loving eyes” (own translation) (Serensen, 2013,
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p. 72). This means to feel seen, acknowledged and accepted for the one I am, which
means that I have nothing to hide (Serensen, 2013). In Study III, some parents
suffered alone as they did not share their feelings of guilt; for some parents, the guilt
would never completely disappear as it was hard to forgive themselves, as reported in
Study I and I'V. This guilt could easily turn into shame if it remained hidden within
the person and remained unaddressed. For parents with this kind of shame feeling, it
is understandably difficult or maybe nearly impossible to put these feelings aside,
allowing other people such as staff members to look at you with loving eyes. This
makes it much harder for staff members to help ease feelings of shame. Staff
members have to create a trustful relationship and look at the parent with loving eyes,
so that the parents open up and allow themselves to see those loving eyes and the love
and forgiveness that is embedded within the look. Staff members should, in other

words, aid parents in processing post-burn emotions such as guilt, shame and blame.

6.3 Being informed gives a sense of control

Receiving enough information is also a central parental need found across the four
studies. Getting enough information alleviated stress and gave parents a sense of
control, as reported in Study I and III. This is supported by another study where
parents emphasised the importance of receiving adequate information about their
child’s psychological and medical condition in order to be able to deal with the scars

and understand the treatment (Suurmond et al., 2020).

The amount of information was proportional to how calm or upset the parents became
(McGarry et al., 2015). An example of this is seen in Study II where staff members
limit information sharing during admission and gave parents only as much
information as they were able to absorb in a crisis situation. The importance of
getting information about the medical situation has also been reported elsewhere
(Egberts et al., 2019). Staff members in Study II explained that they took the time
needed to talk with and inform the parents, regardless of how busy they were, but that
they were also aware of not using too much time out of consideration for the tired

parents. Here, one may argue that staff members take account of the parents’
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experienced lived time. The parents’ lived time is affected and disturbed by the
events happening in relation to their burn-injured child and their lived time is not
touched by the time of the clock that continues to move forward in the same
undisturbed rhythm. The Norwegian nursing philosopher Kari Martinsen writes that
if the nurse lets herself use the time, she can come to understand the patient and help
ease their discomfort (Martinsen, 2012). The staff members’ approach to time is
therefore essential in caring for the parents. According to Martinsen, healthcare
professionals can be challenged in their meeting with the patient and the relatives as
they are controlled by the measurable objective clock-time that exists within the
healthcare system (Martinsen, 2012). Clock-time affects the person without the
person having something to say, but it is the lived time inside the body that counts
“For it is not the clock, but the heart that stops when time is out” (own translation)
(Martinsen, 2012, p. 134). This means that staff members should be more attentive to
the lived time of the parents, their needs, instead of being controlled by the clock-
time, and possibly end up being too busy. In Study III parents highlighted time as
particularly important and said that despite the staff members being busy, they still
had time for them and their questions. This show how vital it is for parents that staff
members have enough time to inform them and answer their questions. For some
parents not speaking the native language used at the burn centre, it was difficult to
obtain all necessary information and they wished for the staff members to use a more
active communication style towards them (Suurmond et al., 2020). One could argue
that the staff members should take charge of the information and communication as
the parents are in a very vulnerable situation. The parents are emotionally
overwhelmed by what has happened to their child as displayed in Study I, III and I'V.
Moreover, they depend on the care and treatment offered by the staff members, and
some might be afraid of doing something wrong, why staff members helped them
navigate as found in Study II. Receiving regular advice on what to do, however,
limited parental independent decisions and diminished their parental role (Horridge et
al., 2010). Not feeling informed or experiencing miscommunication directly affected
the parents and made them stressed, worried and question the quality of care, as

displayed in Study I, III and I'V. Missing crucial information could give parents
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catastrophic thoughts, which could bother them with worry for years (Suurmond et
al., 2020). It is important for staff members to balance giving enough information and
having the time to deliver the information in a manner parents understand. The FCC
concept of ‘information sharing’ is highly relevant here (Institute for patient- and
family-centred care, 2021). Staff members should provide information that gives the
parents a sense of control, for example by asking if the information has been adapted
to the parents’ needs and how the parents heard and understood the given

information.

6.4 Being met with trust by staff members

Across all four studies, the impact that staff members had on parents of burn-injured
children was noticeable. Being met by competent staff members was highlighted
across the four studies as highly important for the parents’ wellbeing. The way they
were met and received care by staff members impacted their entire experience. In
another study, parents reported that meeting certain staff members was experienced
as very beneficial, as they could support, comfort, offer advice and help them distract
their child (Heath et al., 2018). In all four studies, the staff members were mentioned
as unique to the parents in being there for them when they most needed it and were at

their most vulnerable.

Staff members in Study II highlighted the importance of establishing a good
relationship with the parents and that the parents could trust them, which would
benefit the collaboration between them and ultimately benefit the child. Parents
reported experiencing staff members as trustful, a finding in both Study III and IV.
These statements about trust in the meeting between parents and staff members can
be interpreted as being evidence of a trustful relationship between the two parties. A
cornerstone in Kari Martinsen’s phenomenological philosophy is trust (Martinsen,
2006). Martinsen bases her thinking on the work of Knud Ejler Lagstrup and writes
that trust is a fundamental feeling within all human beings, and it is up to each and
one of us to be worthy of another person’s trust (Martinsen, 2006). Especially

healthcare professionals have a unique role in taking care of the life they are entrusted
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with, or as Martinsen puts it “caring for the life trust puts in our hand” (Martinsen,
20006, p. 71). The parents are in a dependency relationship with the staff members
who can help their child, so how the parents are met by staff members is crucial for
their relationship and further collaboration. For some parents, meeting staff members
at the burn centre was a relief because they knew that their child were in the best
hands (McGarry et al., 2015); for others, for instance in India, it was a more traumatic
experience because they were told that their child would not survive (Ravindran et
al., 2013a). Trust was established during the first meeting with the burn staff
members (Study II and III). Trust is about recognising the other, being interested in
the other and understanding the other (Martinsen, 2006). In Study 111, the parents told
how they were met by staff members who had everything ready to start treatment on
their child. This can be seen as a trust-establishing act; the parents could feel that staff
members took the situation seriously. Staff members should meet parents with a
‘person-oriented professionalism’, which means to be both professional and be open
to sense the other’s suffering, and able to protect the other’s integrity (Martinsen,
2006). Martinsen points to a particular ability which is to see the other person “with
the heart’s eye” (Martinsen, 20006, p. 82); that sensing the other instead of seeing with
the eye that only records and registers (Martinsen, 2006). When parents remember the
hospitalisation using words such as frightening and hell, being distrusted, feeling
alone and not knowing what was going on, as reported in Study I and III, what they
mean is maybe that they encountered the recording eye; that parent-staff member
relations were not founded on trust, and that no person-oriented professional

approach using the heart’s eye was in place.

The importance of support from staff members was also underlined by parents even
after they had been discharged and were at home. This was seen in Study II and IV
where parents expressed that they wanted to get in contact with the primary nurse or
other key staff members who had treated them. Parents who had been contacted at
home by a staff member whom they knew experienced this as comforting, significant
and as a piece of outstanding support (Heath et al., 2018). The importance of contact

with the hospital after discharge has also been reported in another study (Oster et al.,
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2014). The essence of the meeting with staff members, whether during hospitalisation

or after discharge, is that staff members should met the parents with trust.

6.5 Personal needs being fulfilled

Parents hospitalised together with their child mentioned that getting some time alone
while hospitalised was important. In Study I, the parents told that they put on a brave
face and stayed strong when they were with their child, but as soon as they were
alone, they let go of their feelings and broke down. This shows the importance of
having some time alone to process everything that is happening. The need for getting
time to see to personal needs and be alone was also voiced in Study III. Staff
members in Study II explained that they believed that a good parent should attend “to
one’s own fundamental needs” (Lernevall et al., 2019, p. 216) to be able to care for
their child in a positive way, e.g. get some breaks, eat, sleep and see to their basic
needs. Therefore, they gave the parents some breaks, to relieve them. In another
study, parents neglected their own needs and put them last because their main focus
was on supporting their child (Heath et al., 2018). At home, as reported in Study 1V,
some parents felt exhausted from the hospital stay, which is not good because they
need to have energy to take care of the child at home and to live their normal life.
This parental need for having your personal needs fulfilled is, to my knowledge, quite
unique. Little attention has been paid to this, probably because the parents forget
about themselves, being absorbed in caring for the child. Seeing to one’s fundamental
needs such as eating, drinking, sleeping, maintaining personal hygiene, processing
emotional events, etc. can be so basic that it is easily forgotten in the traumatic time

following a child’s burn injury.

Since the beginning of nursing, there has been a focus on the patients’ fundamental
needs. The nursing pioneer Florence Nightingale (1820-1910) wrote about the basics
of nursing, mentioning some fundamental needs essential for the patient to recover
from sickness (Nightingale, 2004). Among the important things she advised was to
take in food and maintaining personal hygiene such as washing the skin (Nightingale,

2004). Even though the parents in the four studies are not patients, they are
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hospitalised together with their child and the fundamental needs apply for them as
well. Parents in Study III asked specifically for time to see to their personal needs
such as taking a shower. Fundamental needs are a basic theme with which many
nurses have been working, referring to the American nursing theorist Virginia
Henderson (1897-1996) who wrote about the fundamental needs of the human being
(Henderson, 1964). We may argue that when parents of burn-injured children focus
on their child’s needs and forget or suppress their own needs, it is important that staff
members remember the parents’ needs and help parents organise their daily activities

so that their fundamental needs are being fulfilled.

6.6 Acquiring the necessary skills needed after discharge

In all studies, being prepared for rehabilitation and the caring tasks at home was
mentioned as really important to the parents. Thoughts about discharge or being
discharged (too early) made parents unsure, worried and concerned as they felt that
they were responsible for carrying out the medical treatment at home (Study I, III and
IV). Parents of burn-injured children have to “acquire an array of skills needed to
care for their child” (Horridge et al., 2010, p. 634). On top of parents having to return
to work, returning home resulted in altered roles, changes in family life and routines
in order to manage the child’s psychological and physical recovery (Horridge et al.,
2010). To some parents, responsibility for the aftercare was too big, as found in
another study where a mother highlighted that she was “only a normal human being”
(Oster et al., 2014, p. 610). To make transition to home easier, staff members in
Study II told that they educated parents to become experts within wound care and
scar treatment, and they talked about how parents should react to the scars. Even
though it is of great importance that parents feel confident in performing the
prescribed treatment at home, the findings from Study IV show that parents
experienced a lack of education and training before being discharged, which made
them feel greatly challenged at home. The evident lack of information related to the

rehabilitation and follow-up was also reported by others (Oster et al., 2014).
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The American phycologist David Kolb described learning styles using a circle
containing four elements that a person goes through when learning something (Illeris,
20006). The first stage is a ‘concrete experience’ where the person carries out an
action; the second stage is ‘reflective observation’ where the person reflects on the
action; third stage is ‘abstract conceptualisation” where the person learns from the
experience; and, lastly, the fourth stage is about ‘active experimentation’ where the
person tries out what has been learned before it all start again from the first stage
(Illeris, 2006). In the four studies of this dissertation, only few parents had carried out
the wound treatment themselves before discharge. According to the learning theory of
Kolb, the most beneficial thing would be for the parents to actively do the wound
treatment themselves in order to get concrete experience, which is more easily
remembered when carried out bodily, so to speak. The more times parents carry out

the wound treatment, the more secure they will be.

As a result of less organised hospital preparation of discharge chores, the parents
struggled as clearly shown in Study IV, even though the best intentions were to
prepare them, as reported in Study II. The parents felt alone, especially in relation to
pressure garments and wound treatments, and some had to use force and to go to war
with their child in order to complete the treatment (Study I'V). The Finnish-Swedish
nursing theorist Katie Eriksson (1943-2019) described three different ways of
suffering within nursing; suffering associated with illness, care and life (Eriksson,
1995). Within the term ‘suffering in care’, Eriksson writes that caregivers must take
care of the patient’s dignity and prevent any sort of transgression; even so, both
patient and caregiver can feel that their boundaries are transgressed in the absence of
natural care (Eriksson, 1995). When a parent is given the role of a caregiver carrying
out prescribed treatment at home, such as burn wound treatment, the natural parent-
child relationship is altered. The parents want to do the best they can for their child,
but they are challenged because this means to give the child the right treatment even
when it is painful. The child does not want to participate and resists, which makes it
hard for the parent. Referring to Eriksson’s theory of suffering, one may argue that
some parents experience suffering in care when having to enforce treatment on their

child. The natural care is challenged and both child and parent have a negative
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experience. For these parents, it might be better if the medical procedures could be
managed by the healthcare professionals at their local hospital or by their general
practitioner. The essential thing for the parents is that they get help from staff

members so that they acquire the necessary skills needed after discharge.

6.7 Methodological considerations

The methodological approach in all studies was phenomenological hermeneutics as
part of the development phase of the MRC framework for complex interventions. The
MRC framework guided the research process. To obtain enough knowledge about the
field, different research methods were used; integrative review, focus group
interviews and individual semi-structured interviews. In this thesis, the only phase
explored of the MRC framework was the development phase, leaving out the
remaining three phases of the framework: feasibility, evaluation and implementation.
Thus, being unable to complete all phases and present an intervention. On 30
September 2021 an update version of the framework was published, stressing that “A
research programme might begin at any phase, depending on the key uncertainties
about the intervention in question. “Repeating phases is preferable to automatic
progression if uncertainties remain unresolved” (Skivington et al., 2021, pp. 3-4). As
found in Study I, knowledge about the support needs of these parents is sparse and
uncertainties pertain to parents’ needs for support. The statement of the 2021 version
(Skivington et al., 2021) supports the earlier version of the framework (Bleijenberg et
al., 2018) which emphasized taking a more comprehensive development approach
and thereby using more time on the development phase. This was done “to enhance
the intervention design, increase value and minimize the risk of subjects being
exposed to ineffective interventions” (Bleijenberg et al., 2018, p. 87). Therefore, the
goal is not to complete the four phases of the framework, but instead to execute one
phase thoroughly before continuing to the next, as it has been done in this thesis. This
thesis unveils some parental needs for support when having a burn-injured child. It
remains to be explored how the support for these parents can be implemented and

evaluated.
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For each study, it was discussed which analysis method would be most suitable to
answer the research question. For an integrative review, the least developed part
within the process is the data analysis, which is also the most difficult part filled with
potential errors (Whittemore & Knafl, 2005). In order to prevent the analysis from
being unstructured with the potential of many errors, which would weaken the
integrative review, we used a qualitative design with a systematic analytical method,
as recommended (Whittemore & Knafl, 2005). Where human experiences are
explored, qualitative methods such as interviews “are the most adequate means of
knowledge production” (Brinkmann & Kvale, 2005, p. 162). An inductive approach
was therefore used, meaning that the object of research determines in this case the
lived experiences of staff members and parents, and guided which research method to
choose and use, in casu focus group interviews and individual semi-structured

interviews.

The Danish professor of psychiatry Svend Brinkmann argues that a manuscript for a
qualitative journal or a thesis based on qualitative research should be judged based on
three virtues: epistemic (the true), ethical (the good) and aesthetic (the beautiful)
(Brinkmann, 2014). Therefore, the aspects of ‘sampling’, ‘data collection’, ‘data
analysis’ and ‘results’ from all four studies of this thesis will be discussed in the light

of these virtues.

6.7.1 Epistemic virtue — the true

Qualitative analysis “can be true in a pragmatic everyday sense when it is honest;
displays the researcher’s theoretical perspective; situates the participants, their
statements and the episodes treated; give examples that support the conclusions
made; gives a coherent review of what is connected; and is able to tell a story that

resonates with the reader” (own translation) (Brinkmann, 2014, p. 197).

Regarding the sampling of the material and data collection, detailed descriptions were
made in the four studies. This was done to achieve transparency in order for the
reader to follow each step. For the literature review in Study I, the search was

systematically conducted by three of the authors, using both PICO, multiple
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databases and a flow-diagram. In addition, the trustworthiness of the literature search
was strengthened by being controlled by an experienced librarian from the medical
faculty. The interview participants from Study II, IIT and I'V had received written
documentation informing that they could access which information was recorded
about them (Appendix I and IIT); however, none asked to read the transcribed
interviews, and they were not contacted and encouraged to read and comment on the
transcripts. According to Brinkmann, it would have heightened the ethical and
scientific objectivity to let “the objects object to what we as researchers do to them
and say about them” (Brinkmann & Kvale, 2005, p. 170). A strength, however, was
that I was present at all focus group interviews, conducted all individual semi-
structured interviews and transcribed all material (except for two interviews). This
prolonged contact with the data material gave me an in-depth knowledge about the
material. A guiding principle when sampling qualitative research is to “establish an
adequate and information-rich sample providing coherent stories [...] the sample
should be sufficiently large and varied to elucidate our aim” (Malterud, 2012b, pp.
801-802). In Study II, IIT and IV, a sufficient sample size was achieved as the
participants provided rich and diverse descriptions of the phenomenon: support for
parents of burn-injured children. In Study III and IV, there were also variations in the
parents’ perspectives (for instance mother/father experience, present/not present
when the accident happened, short/longer stay at the burn centre, treatment leaving
scars/not leaving scars). It is a strength that both mothers and fathers were included as
they had different experiences, for instance of their parental role if they were
hospitalised or at home. All participants’ experiences contributed to a new
understanding of the phenomenon, which is a goal within qualitative research
(Malterud, 2012b). The expressed parental needs for support in Study II, III and IV
are all collected from the same location, the same burn centre, which is a shortcoming
as the participants might express needs linked to a special culture at that burn centre.
However, during the analysis process, I focused on understanding what the
participants said about support needs of parents rather than on statements about the
burn centre itself. This was done to be able to explain the essence of the meaning of

the material, parents’ essential support needs. This is what Ricoeur calls “the dialectic
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of explanation and understanding” (Ricoeur, 1976, p. 71), “from what it says, to what

it talks about” (Ricoeur, 1976, p. 88).

During the creation of this thesis, I also made use of user involvement mainly in the
beginning (first two years). The four parents’ views and comments were highly
important when developing the interview guide and preparing me for the interviews.
After the first two years, contact became more sporadic, and when in contact we
mostly discussed the development of the project and how their burn-injured child was
doing. All contact with the parents gave me invaluable insight into the life of a parent

whose child had had a burn injury.

For the data analysis, the researchers’ theoretical perspectives were clarified, and they
essentially used the same phenomenological hermeneutic approach. By following
each step of the analysis method in a systematic way, the researchers showed that
they were true and honest to the data material. By providing a naive reading in Study
IIT and IV and by strengthening the results sections in all four studies with quotations,
we have tried to present the research to ‘tell a story’ that was easy to follow for the
reader, using the participants’ words. Testifying to the authenticity of the findings,
variations in the material were displayed, for example the differences between
parental couples and divorced parents’ needs, as reported in Study III. It strengthens
the analytical process that many researchers were involved in reading the data

material and conducting the analysis.

6.7.2 Ethical virtue — the good

Good ethical research in qualitative interview research is about sensitivity related to

confidence and consent, respecting participants (not trying to push or transform them
in any particular direction), being loyal to participants’ life and experiences and being
aware of the power imbedded in an interview (Brinkmann, 2014). The researcher also

has to consider the cultural context of the research (Brinkmann & Kvale, 2005).

During each interview, referring to the data collection, I was well aware of the ethical
challenges that are imbedded in conducting interviews, such as asymmetrical power

dynamics (Haahr et al., 2014) where I as a researcher had an certain responsibility to
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take care of each parent. When ethically challenged in an interview, I used my
nursing backgound to handle the situation. Immediately after the interview was done,
I had post-councelling with one of my supervisors, in person or by telephone, to
discuss the situation and be guided on what to do. According to Brinkmann who cites
Lagstrup, there is an ethical demand for the researcher to take care of the
participant’s life that lies in his/her power, because there is an interdependency
between them (Brinkmann, 2007). Each participant was respected. If a participant
became emotional, he or she was asked if they wanted to stop the interview and if
they had someone they could talk to after the interview ended. All participants
wanted to continue and all said that they had someone, e.g. a family member, a
psychologist or their general practitioner. My personal knowledge about the field of
burn injures contributed to a better understanding of the parents’ experiences and

helped me ask follow-up questions at the right time.

The Ricoeur-inspired method (Dreyer & Pedersen, 2009) used in the data analysis
helped me stay loyal to what the participants had said as their words were central and
brought forward in each step of the analysis. All four studies in this thesis add to the
knowledge about the needs of parents of burn-injured children to be used when
developing a support intervention for these parents. The findings can also enlighten
burn staff members and help them target their support. Brinkmann argued to think
about macro-ethical questions such as whom the research is for and who will be the
winners and losers when the results are published (Brinkmann, 2014; Brinkmann &
Kvale, 2005). The goal is here to help the parents so that they can support their child
in the best possible way, both during hospitalisation and after discharge. This thesis
provides knowledge about parental needs for support throughout the burn trajectory;
from arrival at a burn centre, during the acute phase of hospitalisation up to the time

of discharge, but also during the time at home after being discharged.

6.7.3 Aesthetic virtue — the beautiful

The aesthetic virtue is an important tool within qualitative research because it makes
the research more accurate, moving, objective and stimulates the fantasy without

overshadowing the researcher’s message (Brinkmann, 2014). It also helps to
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reproduce a person’s lived experience as accurate and with as many nuances as
possible (Brinkmann, 2014). In other words, it is a virtue that helps to move the

reader that little extra inch, or mile.

Using the Ricoeur-inspired method, I have tried to write in a way that should move
the reader. In Study III and IV, I give an example of the naive reading; a short
narration representing the first encounter with the material as a whole. If a naive
reading had been published in all four studies, this could have given this thesis what

Brinkmann calls ‘that little extra thing’.

In all studies, the analysis text is true and loyal to what the participants have said, and
their words are brought forward, helped by the analysis method used. In the result
sections of the four studies and in this thesis, I have used a more ordinary language
instead of the scientific language mostly used in extant literature. This was done to
communicate the meaning of the text to the reader and move him/her. Or in Ricoeur’s
words, I wanted “to insure the identity of the meaning from the beginning to the end

of an argumentation” (Ricoeur, 1973, p. 104).

For the name of the themes, I worked on making them phenomenological in a way so
that the reader by reading the theme name got a sense and understanding of what was
to come in the following text, thereby providing the reader with something extra and
a reference to a new understanding. The process of developing the right theme name
is displayed Table 6 in the section ‘A Ricoeur-inspired interpretation method by
Dreyer and Pedersen’. By using ordinary language in the result sections, combined
with a scientific language in the rest of the articles and in this thesis, I try to give that
little extra thing to the reader. Or as Ricoeur puts it, by combining the two it “has the

extraordinary power of redescribing reality” (Ricoeur, 1973, p. 110).
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7. Conclusion

This thesis highlights that parental needs for support must be catered for to come
through it all as a family; the accidental burn injury, the stay at the hospital and the
period at home after discharge. The burn accident disturbs and affects the life of the
parents and the family, and support is needed to restore the parental role and the
entity of the family. The right positive support can strengthen the parents and the
family, whereas wrong or missing support can aggravate the damage caused by the
burn accident. Through four separate studies, this thesis has identified six essential
parental needs for support that should be addressed to support parents of burn-injured

children, illustrated in a heart figure (Figure 3, on page 45).

The parents have a need to be treated as a whole family; child, mother and father.
Fathers in particular wish to be recognised as a parental figure who are just as
important as are mothers. They need to be welcomed and approached as a family, e.g.

to be offered to sleep at the burn facility together and to receive the same information.

Parents of accidental burn-injured children have a need that feelings of guilt, shame
and blame are addressed and dealt with. This was a predominant finding,
highlighting that this need is present and difficult to accommodate. Even though these
feelings may decrease over time, some parents remain affected in the longer run.
Guilt, shame and blame often co-occur, but they are experienced differently by the
parents. This study contributes with a new understanding, namely that guilt, shame
and blame are three different feelings and therefore must be approach differently for

the parents to be able to support their child.

Parents have a need to receive information to get a sense of control over the situation
they are in. This need for getting information was proportional to how upset they
were and how calm they became. When receiving information, the parents’ lived time

should be considered, approaching them at the right time.

Being met with trust by staff members is also revealed as an important need of this

parental group. Parents are dependent on staff members who through their
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professional role have the power to make a tustful relation, by being open and

professional, sensing the parents’ suffering while protecting their integrity.

A particularly important, however often overseen, parental need is the parents’ need
for time to see to their own fundamental personal needs, for instance to eat, drink,
sleep, process emotions, maintain personal hygiene, etc. When hospitalised with a
burn-injured child, parents focus on their child’s needs, thus forgetting or putting
their own needs aside. Getting some breaks during the daily routines while
hospitalised is essential for them to cater for their own fundamental needs and
prevent burnout upon being discharged when having to assume sole responsibility for

their child’s care.

The last of the six needs identified in this thesis is a parental need to obtain the right
training prior to discharge. Parents need to obtain the right skills to perform their

child’s psychological and physical aftercare with success.

7.1 Implications for practice

In order to influence current practice, staff members in burn facilities should try to

implement initiatives to meet parents’ support needs.

Staff members should treat parents as a whole family throughout the burn trajectory.
This implies, among others, arranging for both parents to stay together with their
child when possible, especially in the acute phase immediately after arrival at a burn
facility and considering implementing the theory of family-centred care in their way
of caring. Being treated as a whole family is also necessary after discharge, where

staff members should consider how the whole family handles life at home.

Staff members should aid parents in processing their post-burn emotions of guilt,
shame and blame. The feeling(s) affecting the parent should be discovered, and the
right approach should be adopted and proper support measures should be
implemented. Guilt feelings related to accidental burn injuries should be addressed

and spoken about, and staff members should help parents process these feelings and
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thereby ease or help eradicate parental feelings of guilt. Burn staff should start
addressing feelings of guilt immediately upon parents’ arrival at the burn facility.
Blame and self-blame should be addressed directly, too. Feelings of shame are more

difficult to treat as the staff members have to detect these often-hidden feeling.

Receiving information is crucial for the parents to obtain some control in the situation
they are in, and when giving information, staff members should be aware of the
parents’ lived time and that they are in a crisis. Staff members should also have the
time to deliver the information and check how much information parents understood,
for instance by asking them to repeat what they have just heard. If staff members use
a family-centred care approach, they should be aware of the need for ‘information
sharing’, focusing on delivering information in a useful and affirming way. Another
question that staff members should ask themselves is in which form the information
should be given: orally only or in writing? In addition to giving oral information,
burn facilities should consider whether other kinds of information would be

appropriate, for instance a website with information or a pamphlet.

Parents are affected by the way they are met by staff members, for which reason staff
members play a unique role in establishing a trustful relationship with the parents
during hospitalisation and after discharge. Staff members should look at parents with
the ‘heart’s eye’. This entails making parents feel recognised and valued for whom
they are. Staff members should also use ‘person-oriented professionalism’. After
discharge, contact with key staff members who treated the family is crucial. Burn
facilities should consider to arrange that a key staff member could call the family at
home one to two weeks after discharge to hear how the family is doing and to answer
questions that may have arisen after the family returned home. In this way, parents

could feel seen with the ‘heart’s eye’ also after they have left the burn facility.

During hospitalisation, parents need time to see to their own fundamental needs in
order for them to provide support for their child. Staff members should help organise
the daily activities by remembering and being aware of fundamental human needs

and giving parents time to cater to these needs. This could be done for instance by
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having a fixed time for the parents to be alone or that staff members offer to look

after the child for a short period of time.

Prior to discharge, the parents need to be educated and trained to execute the
prescribed treatment with success. Before parents leave the hospital, staff members
have to educate and train parents so that they obtain the necessary skills needed after
discharge. Being aware of learnings styles and letting parents perform the tasks and
actions themselves, to allow them to better remember the necessary procedures, could

be a way to improve parental education and training.

Staff members in burn facilities could build a care programme inspired by the heart
figure (Figure 3) and the family-centred care approach in order to meet parents’ needs
for support in daily practice. Included in such a care programme could be a checklist,

information material, tutorial videos, a website, etc.

7.2 Future perspectives

The findings of this thesis lay the groundwork for some suggestions for how this

work can strengthen practice within the field and inspire further research.

The six identified parental needs displayed in the heart figure (Figure 3) could be the
foundation for further research of parental support. The key components in the figure
are ‘a whole family’, ‘guilt, shame and blame’, ‘information’, ‘staff members trust’,
‘personal fundamental needs’ and ‘skills’. These six needs could become core
elements of a future care programme. Further research could also address other
aspects of perceived needs for supports that could be important for a care programme
or a ‘heart’ intervention but were not investigated in this thesis. These perspectives
could include those of fathers, in particular, but also those of siblings or parents who
deliberately burned their child (paediatric burn cases of child abuse), as none of these

aspects were explored in this thesis.

As this thesis is part of the development phase (the first out of four phases) of the

MRC framework for complex interventions, it is possible to continue the work where
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this thesis ends. A support intervention could be designed using the six identified
parental needs for support as key components and test the intervention for feasibility
(second phase of the MRC framework). Creating the support intervention ought to
happen in close collaboration with stakeholders, i.e. parents, staff members, etc. It
would benefit the process to identify barriers and facilitators among parents and staff
members that might affect the proposed intervention. Before testing an intervention
for feasibility, a pilot-tested could be done in an experimental study before testing on
a bigger population. A suggestion could be to do a Q-sort study, which is an
innovative research method that combines both qualitative and quantitative research
techniques (Akhtar-Danesh et al., 2008) to “deliver evidence-based practice in
response to patients’ needs” (Simons, 2013). In the further evaluation, both

qualitative and quantitative methods are needed.
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health of the parent but also on the mental health of their

1. Introduction children [18,19]. Moreover, supporting parents and family

Worldwide, children under five years are over-represented
among paediatric burns [1-5]. In Europe, children under five
account for 50-80% of all childhood burns [6], while in the
Eastern Mediterranean Region they account for up to 78% [7].
These young children in particular are dependent on their
parents for the best possible outcome after their injury.
Most burn injuries in children (80-90%) occur at home
[2,3,6,7], and many parents witness the accident, being nearby
butnot close enough to preventit from happening. Severe burn
injuries require hospitalisation at a burn intensive care unit.
Professional healthcare from a multidisciplinary burn team is
needed in the time after the accident [8]. The parents see their
child undergo painful medical procedures and need to deal
with their own feelings while supporting their child, making
parenting challenging [9,10]. One to four weeks post-burn, 18-
50% of parents show symptoms of post-traumatic stress
disorder (PTSD) [11,12], a rate that declines over time to 17%
seven years post-burn [13]. Parents also report higher levels of
anxiety (69%) and depression (44%) than the general popula-
tion [14]. Moreover, parents can struggle with feelings of guilt
[15,16], and fear of losing their child [17]. Treating parental
depression can have a positive effect not only on the mental

functioning can improve the child’s well-being and functional
outcomes [8,20]. Supporting parents in providing care for their
burn-injured child and understanding the right support needs
of these parents are therefore crucial to the recovery of the
child. This support can be multi-faceted and include emotion-
al, psychological, and spiritual support, all of which are
overviewed in this review.

Clinical experts have contributed to the literature sharing
their experiences of how staff can better support parents of
burn-injured children [21-23]. Different recommendations
have been suggested: providing parents with written informa-
tion on arrival [21], therapeutic intervention [22], instructions
on how to touch the child and handle the bandages [23],
education and emotional support [21,23], weekly group
meetings [21,22] and access to financial assistance [23].

Different group treatments for parents and caregivers of
burn-injured children have been described [9,10,17,24-26]. In
some instances, weekly group meetings have been held at a
burn facility, led by a nurse and a social worker. The aim of the
group meetings is for parents and caregivers to share feelings,
questions and concerns with others in the same situation. The
majority of participating parents have found it beneficial to
attend group meetings [9,17,24,25].
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It is recommended that healthcare professionals working
with burn injuries facilitate the building of relationships with
patients and families and look at much-needed social services
such as support, crisis intervention and referral to appropriate
community agencies [27,28]. Furthermore, itis crucial to detect
if the burn injury is due to neglect or child abuse and to provide
the burn facility with a psychosocial assessment of family
functioning[28]. Information about how to deal with a family’s
financial situation as a consequence of the burn injuryis alsoa
part of the social worker’s role [21].

In summary, what this literature shows is wide-ranging.
Parents of burn-injured children have multiple needs and
concerns during the process of treatment and recovery, and
supportis essential for both parental well-beingand the child’s
outcome. An understanding of parental feelings post-injury,
the importance of treating parental depression and the input
clinicians have had on suggesting effective support measures
for parents are established. What the literature does not cover,
however, is parental perspectives on support needs and what
they consider to be of value during the process of injury,
treatment and rehabilitation. By adding parental perspectives
into the overall understanding, researchers mightbetter target
support services and measures. Therefore, this integrative
review aims to systematically synthesise the literature
focussing on support needs of parents of burn-injured,
hospitalised children. How is support for parents of these
children perceived by these parents, and what is the content
and context of the given support? While needs other than
support are equally as important and warrant research and
review, this paper focusses specifically on support needs.

2 Methods
2.1.  Review process

An integrative review is a method that enables researchers to
synthesise literature on an area of interest in an integrative
manner that generates new understanding and perspectives [29].
An integrative review methodology was chosen given the dearth
of literature in the area of burn care and because it is the broadest
research review method, allowing for the inclusion of heteroge-
neous studies [30]. Whittemore and Knafl’s [30] framework for
integrative reviews was used to guide the review process. It
consists of five stages: problem identification, literature search,
data evaluation, data analysis, and presentation.

2.2. Inclusion and exclusion criteria

The inclusion criteria were studies describing support for
parents of burn-injured, hospitalised children 18 years old or

younger where support was limited to initiatives provided
while the children were hospitalised. To obtain a broad
overview, there was no limit on the year of publication. Only
publications written in English were included.

2.3. Search strategy

A systematic search was conducted in February 2017 by the
authors (LSTL, RK, MC) with experience in the development of
search strategies and in conducting reviews. The search was
updated in May 2018. Five electronic databases were targeted:
Cumulative Index of Nursing and Allied Health Literature
(CINAHL), Excerpta Medica dataBASE (EMBASE), PsycINFO,
PubMed and Scopus. Medical subheadings (MeSH) and key-
words were combined with Boolean operators AND, OR and
NOT using the following MeSH/index and keywords: burn®,
caregiver®, parent’, child*, paediatric*, adolescen®, support,
adaption and coping. The use of MeSH terms to construct
search strategies has been shown to enhance the precision and
the retrieval of information, resulting in more-efficient and
better-informed search strategies [31,32]. The search was
initially constructed in PubMed and adapted for subsequent
databases. MeSH-indexed terms differed across the databases.
The search strategies were therefore adapted to reflect the
syntax between different databases (Table 1).

The initial search identified 468 papers. A total of 317
articles remained after removal of duplicates and review of
reference lists. Titles and abstracts not relevant to the aim of
the review were then removed. Inclusion was based on title
and abstract (by LSTL, PD) with full consensus. Thirty-two
full-text articles were assessed, and 25 were excluded.
Articles excluded were discussion papers (n=4), papers
focussing on parental feelings (n=16) or on the child, other
relatives, or on prevention or discharge (n="5). The full texts
were read by LSTL (reviewed by PD). Seven studies [33-39]
met the inclusion criteria (Fig. 1). Details of the seven
included studies are given in Table 2. Eighteen articles were
identified in the updated search, but no further studies met
the inclusion criteria.

2.4. Quality appraisal

To evaluate the quality of the studies, two checklists were
used: The Critical Appraisal Skills Programme (CASP) [40] and the
Newcastle-Ottawa Quality Assessment Scale (adapted for cross
sectional studies) [41]. The CASP checklist for Qualitative
Research, with 10 questions, was chosen based on the
methods used in the articles. The Newcastle-Ottawa Quality
Assessment Scale consists of seven questions. A double-blind
review was undertaken (by LSTL, ALM, MC, RK) with 100%
agreement on the score (Supplementary file 1).

Table 1 - Example of search strategy.

Example of search strategy: PubMed

burns [mh] OR burn* [tiab] AND Caregivers [mh] OR Caregiver* [tiab] OR parents [mh] OR parenting [mh] OR parent* [tiab] AND child [mh] OR child*
[tiab] OR Pediatrics [mh] OR Pediatric* [tiab] OR Paediatric* [tiab] OR Adolescent [mh] OR adolescen® [tiab] AND Social support [mh] OR social [tiab]
OR Adaptation, Psychological [mh] OR coping [tiab] NOT Burnout NOT burn* [author]
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Records identified through database
searching
(n=466)

Additional records identified
through other sources
(n=2)

v

l Duplicates removed
(n=151)

(n=317)

Records screened by title and abstract

l

Records excluded based

'

on title and abstract
(n=285)

(n=32)

Full-text articles assessed for eligibility

Full-text articles excluded

(n=25), due to:
Parental feelings, n=16
Professional papers, n =4
Focus on child or other

(n=7)

Studies included in Integrative Review

relatives, prevention or
after discharge, n = 5

[ Included }[ Eligibility ][ Screening }[ Identification ]

Fig. 1 - Flow diagram.

2.5. Data abstraction and synthesis

Data were abstracted and synthesised (by LSTL, PD) using
Whittemore and Knafl’s five stages [30]. Whittemore and Knafl
recommend analysis methods that have been developed for
mixed-methods and qualitative designs for integrative reviews
[30].Inour case, aRicoeur-inspired method, described by Dreyer
and Pedersen, was the framework used for text analysis [42] in
an attempt to carry out “a more systematic and rigorous
approach to the process,” as requested [30, p. 552]. Dreyer and
Pedersen’s Ricoeur-inspired method consist of three steps: (1) a
naive reading, (2) a structural analysis and (3) a critical analysis
and discussion [42]. First, the naive reading was conducted,
where allseven articles wereread as a whole, to get an overview.
The structural analysis of the text consisted of three steps: What
is said?, What does it speak about?, and Emerging themes. All
qualitative articles were read and coded before the review of the
quantitative articles because of their more detailed descrip-
tions. Sections in each text were searched for “What is said?”
This was comparable to Whittemore and Knafl’s [30] ‘data
reduction’, an overall classification system dividing sections
into subgroups. Then, the paragraphs from all texts were united
in a describing text, “What does it speak about?” This was
comparable to Whittemore and Knafl’s [30] ‘data display’,
where data from individual sources are compiled to display data
from multiple sources. Finally, themes emerged, consistent
with Whittemore and Knafl’s [30] approach to ‘data compari-
son’, where patterns, themes or relationships are identified.
These themes gave meaning to the patterns and consistencies
found in the results and eventually became the core categories
that arranged the information in a comprehensive way that
allowed for discussion and understanding.

The last step in Dreyer and Pedersen’s [42] Ricoeur-inspired
method is critical analysis and discussion, similar to Whitte-
more and Knafl’s [30] conclusion drawing, and verification.

The analyses are brought from a descriptive level to “higher
levels of abstraction, subsuming the particulars into the
general” [30, p. 551]. The results are critically deliberated with
relevant literature and research. The data were analysed using
QSR International’s NVivo 11 Software [43].

3 Findings

From the data analysis, four themes emerged: emotional
distress, guilt and blame, information is central, and having
someone to lean on or being alone. These themes “unfold” the
parents need for support and are presented in the following
section.

3.1.  Study characteristics

In total, 521 parents/caregivers to burn-injured children were
represented in the seven studies: 390 females and 118 males.
Two studies [37,39] did not specify the gender of all the family
members who participated. The hospitalised children were
three months to 18 years old. The studies were conducted in six
countries, representing different cultures: Australia [34], India
[35], Malawi [33], Sweden [38,39], the United Kingdom [36] and
the United States of America [37].

Four qualitative studies [33-35,37] and three surveys
[36,38,39] were included. Two studies looked at support
interventions provided by the burn facilities [33,36], and the
others explored parental experience and needs for support
[34,35,37-39] (Table 2).

3.2, Emotional distress

Allseven articles discussed parents’ emotional distress [33-39].
This distress was expressed by the parents in terms of fear of
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Findings

Method of analysis

Data collection

method

Sample and study

population (F/

Design Purpose

Authors, year and

country

M

Female/Male)

Most parents reported high
satisfaction (Quality to Care

Cronbach’s alpha.

Questionnaires.

Purposive sample of 62
parents (F/M 42/20) (13
were parents to same

child),

To describe parents’

Survey

Willebrand, Sjéberg,
Huss, Sveen (2018,

Sweden).

Spearman’s rho. Linear
regression model.

perceived quality of

Indices). Reasons for low satis-

paediatric burn care and

faction included information

evaluate factors associ-

routines (adequate information

49 children (F/M 22/27,

mean age 6).

ated with differences in

about routines at the burn cen-
ter), accessibility (contacting

perceived quality among

parents.

the Burn Center by phone) and
participation (opportunities to

ask questions and discuss

treatment).

21% of the parents reported

Chi-square test, Fisher’s
Exact Test, Student’s t

test and logistic

regression.

Questionnaires.

Purposive sampling of

To investigate parents’

Cross-sectional

study

Willebrand, Sveen,
(2016, Sweden).

inadequate medical, psycho-

106 parents (F/M 69/20,

and 17 parents
unspecified)

perception of support

logical or social support after

their child was burned.

after paediatric burn and
associations with par-
ent, child and injury

characteristics.

106 children (F/M 40/66,
age 3 months-15 years

and 7 months).

the child’s prognosis, shock from witnessing their child’s
treatments and pain, trying to stay strong, and accepting the
current situation [33-35,37].

3.2.1.  Fear of losing child and fear of medical treatments
When their child was admitted to the burn unit, the parents
realised how severe and serious the injury was [33,34,35].
Some parents tried to accept that “there’s no quick fix for
this, you're in for a long haul” [34, p. 47]. Even so, the parents
recognised that only very ill people went to hospital [33].
Many parents had a profound fear of losing their child [33,35]:
“Will our child leave us?” [35, p. 592]. The fear and shock
affected some parents to such a degree that it affected their
eating patterns. A father lost 13kg in two months, and a
pregnant mother stopped eating: “I could not eat food. If I go
near the food I will think of the child only. I will remember
only how he cries (with wobbling voice, tears).  won’t even be
able to eat” [35, p. 592]. Parents had disturbing and negative
thoughts, and a father was so affected by his son’s suffering
due to a below-the-elbow amputation that he “wanted to
commit suicide” [35, p. 592]. Some described the time at the
hospital as “hell” and as “frightening” [35, p. 592]. Pain and
skin-graft surgery were something that paediatric family
members were worried about [34,36,37]. The parents feared
that the treatment caused their child great pain: “I looked at
how much pain she was tolerating and would feel like
crying . .. I cried” [35, p. 592]. The worst part was surgery
with skin grafts and anaesthetics, which scared the “hell out
of” the parents [34, p.44]. To witness a dressing change was
experienced as very traumatic. Parents felt physically sick
and nauseated, finding it distressing and horrific, for
instance, to see when the nurses were “popping blisters,
cutting skin and pulling it off” [34, p. 44]. It was hard to
participate in the dressing changes and to hold the child still
[34]. Some parents relived the dressing changes mentally
when closing their eyes: “Like, as soon as I closed my eyes, all
I could see was that [the child’s dressing changes], and that
would be the dream straightaway” [34, p. 47]. For some, this
continued up to six months post-injury [34]. It came as a
shock to some parents when their child needed a skin graft,
and many felt they had not received the appropriate
information: “We weren’t prepared for that, and it was a
shock” [34, p. 44].

3.2.2. Staying strong and accepting the situation

Parents tried to stay strong for the sake of their child, putting
on a brave face, even though the extra pressure started to
weigh on them [34]. When alone, some parents broke down
and gave in to their true feelings: “There was times where I got
home and I screamed and yelled and cried and whatever, butI
tried to do a brave face in front of her” [34, p. 46]. Some felt that
they neglected their other children and their partner at home
due to their stress, leading to partner conflicts [34].

The parents wished for the injury not to have happened: “an
incident that should not even be thought of in life” [35, p. 592].
The first three months were particularly tough and emotional
due to dealing with the burn and the healing process [34].
While some parents were relieved when their child was
discharged [35], others were concerned and worried [34].
Getting a sense of distance from the injury was seen as a
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natural progression. The burn injury happened and could not
be undone.

In addition to coping with the injured child, the parents had
to cope with their own emotions, some parents demonstrating
low symptom levels of post-traumatic stress, depression,
general anxiety and low fear avoidance [38,39]. One study
reported exceeded cut-off scores on symptoms of PTSD (20%),
the HADS Anxiety subscale (25%) and the HADS Depression
subscale (10%) indicating the prevalence of the conditions [39].
The parents tried to accept and learn from what they were
going through: “I mean, the initial part of its bad when you've
got the trauma, the accident, the grief and the loss and all
that . .. butit’s all a natural progression once you've kind of
accepted it” [34, p. 47]. They learned to live with it, adjust to it
and see it as a lifelong journey [34].

The experience of a lack of support among parents was
“associated with parents’ combined symptoms of general
anxiety and depression (HADS), injury-related fear avoidance,
parent ratings of their child’s general health and heat
sensitivity” [39, p. 107]. There was no significant association
between lack of support and symptoms of post-traumatic
stress among parents [39].

3.3. Guilt and blame

Experiences of guilt and blame were mentioned in five of the
seven articles [33-36,39]. The parents had to deal with their
own feeling of guilt [33-36,39] and blame from others [34,35].

3.3.1.  Blaming oneself or blaming the partner

Many parents blamed themselves for their child’s injury,
thinking that it was their fault that their child got burned and
that they should have been able to prevent it: “It is my fault my
child is here. I feel as though I was not caring for him properly”
[33, p. 605]. Some parents found it hard to forgive themselves:
“I'll never completely forgive myself for it, because it’s
something that shouldn’t have happened” [34, p. 46]. Parental
guilt was a frequently discussed topic during 50 group sessions
with parents [36]. Other parents thought about the source of
the accident, and many subsequently altered their behaviour.
In one case, the treadmill that caused the accident would never
be used again, while another said “I will not cook her noodles
thatway” or “We never wentback tothefarm . . . sowesoldit”
[34, p. 47].

Some parents blamed their partner for the accident that
caused the burn. They wanted to talk to their partner about
what had happened, but felt worried they might say, “It was
your fault” [34, p. 45]. “I can honestly say I've never been so
angry in my life. I was so angry, I couldn’t even look at his Dad.
It took me weeks” [34, p. 45].

3.3.2. Blame from family members and hospital staff

Some parents felt blamed by family members and healthcare
professionals [34,35]. “How did you allow this?” [35, p. 592]. If
they did not follow treatment instructions properly, they were
scolded by the nurses [35]. The parents felt terrible for what
had happened and found it hard to talk about this with others.
They were unsure what people thought of them: “ ... and as
much as you know people are trying to be honest, saying, ‘It’s
not your fault’, you think to yourself, ‘Do they really think

that?’, especially when my own mother-in-law said it was my
fault” [34, p. 46]. Living with this blame from others and from
themselves made the parents uncertain about their abilities as
a parent: “Will I harm my own child?” [35, p. 592]. “What else
amIdoingwrong, or notright? Whatelse amIdoingthat’s then
going to affect her?” [34, p. 46].

3.4.  Information is central

Information was central across all studies [33-39], especially
timely and complete information.

3.4.1. Information from the healthcare professionals

Having the necessary information and “knowing what was
happening next” [34, p. 45] was important for the parents and
alleviated anxiety about their child: “things were really
confusing at first, there was a lot to deal with, but with the
support of the staff things are becoming a lot more clear”
[37, p. 490]. It gave them a sense of being in control and made
them cope better [34]. Too much information, however, could
lead to panicked parents [34]. Some parents were told that
their child might die: “this case will not survive” [35, p. 592].
Even so, most parents preferred to be informed rather than
uninformed. Having information was important and helpful to
sort out the logistics in the family at home and “keep other
family members posted” [34, p. 45].

3.4.2. Missing information

When parents felt that they were not given all the information
needed, they panicked, stressed, and became worried and
anxious [33,34]: “So, for me, it came down to the amount of
informationIhad about what was going on, which was directly
related to how calm or how upset I became” [34, p. 45].
Information was crucial for the parents to feel prepared:

If I'd had the information [he was undergoing surgery], I
could have dealt with it. I could have been on the phone to
a friend and said, ‘Could you sit with me?’ Just so that I've
got somebody to talk to and take my mind off it. But, I
didn’t have the opportunity to do that, because I wasn’t
told [34, p. 45].

An absence of information led to worry not only in the
acute phase but also prior to the discharge phase: “I am
worried though that we have not been told of any counselling
for after discharge” [33, p. 606]. Parents of burn-injured
children expressed concern about the physical (scarring,
mobility) and psychological challenges [36]. Parents needed
information about progress, rehabilitation and how to
protect their child [34,35,37], “I need to know everything
there is to make sure that that doesn’t affect her growing up”
[34, p. 46]. Some of the parents also felt they were missing
information on how family members could talk about their
emotions [34]. Many parents sought and received informa-
tion or guidance from health professionals [35,39]. However,
not having access to relevant information resulted in
negativity about the quality of care [38]. Information could
also be overwhelming, especially for those parents who were
on their own: “it was a lot to take in, because I was by myself
with him” [34, p. 45].
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3.5.  Having someone to lean on or being alone

Six of the seven articles mentioned the importance of being
supported by others [33-35,37-39]. Many parents found support
in the healthcare system [33-35,37,38]. Some parents talked
with friends or with family members [33-35,37], and some
attended support groups while their children were hospital-
ised [33]. Nevertheless, for some parents, family was every-
thing: “As long as I have family, I have everything” [37, p. 490].

3.5.1. The healthcare system

When the parents saw that their child was getting the
appropriate medical attention, they felt more at ease and let
go of their own feelings: “ . . . until I was in the hospital and
[my child] had sort of calmed down a bit, then I broke down”
[34, p. 44]. Parents experienced an enormous sense of relief
from being with professionals at a burn unit [34]. In one study
the parents had confidence in the hospital system and felt that
they received the “very, very best treatment on an interna-
tionallevel” [34, p. 44]. The burn team gave support, which was
crucial for the family members [37]. Staff attitudes reportedly
resulted in a high parent satisfaction in relation to the quality
of care provided [38].

3.5.2. Support from others
Social support was important, as the parents felt they could not
have managed on their own [33,34]. Beingin close contact with
the family at home was important, especially for families in
rural areas [34]. In the acute period, some were supported with
soothing words: “Don’t be frightened. Our child will return to
us ... Wedid notsin against anyone” [35, p. 592]. Support from
their spouse was, for some, the most important form of support
[34,35]: “So, it was good that I had [my husband] and I think if I
didn’t have him, I would have fallen apart” [34, p. 45]. They
formed a dyad, helping, providing, relieving, taking things off
eachother’sminds and makingthe otherbrave: “WhenIsawmy
husband, I used to feel a little brave” [35, p. 593].
Furthermore, group sessions were experienced as very
beneficial and comforting [33]. Through support initiatives
arranged by the burn unit, the parents met others in the same
situation and shared their feelings: “This is the first time since
coming to this ward that I have seen patients and guardians
from different families come together to share experiences
and learn from one another. I think this has value” [33, p. 606].
They learned relaxation techniques such as breathing exer-
cises and positive thinking [33]. These techniques were
appreciated and helpful.

3.5.3. Being alone

Some parents found that they or their child had lacked support
[34,39]: “didn’t have anybody to talk to throughout the day” [34,
p. 45]. Some parents lacked support from the medical
profession, from several professions, from the family or
psychosocial support [39]. Hospital visiting hours were
identified as making it difficult for other family members to
help [35]. Some parents travelled alone and were the only ones
looking after their child [34,35], and many felt alone [34,35,39],
scared [34,35] and found it difficult to leave the child [34]. Some
parents found support in prayer or spiritual practices
[33,35,37].

4 Discussion

Information was central in all seven studies, as it has been in
other studies [24-26,28]. This demonstrated that the key needs
of parents with burn-injured children did not differ according
to cultural context or socioeconomic circumstances, as it was
consistent across the countries represented in the studies.
This points to the universality of parental responses to child
burn injuries and their subsequent needs. Several findings
related to whether the parents felt that they had been given
enough information. Parents found it easier to deal with the
situation when they thought that they had received all
appropriate information. Having information had a calming
effect and was seen as important and helpful. Not getting
information typically led parents to feel worried, anxious and
stressed. The studies included in this review do notidentify the
kind of information the parents sought. Parents of children
with a burn injury need information when their child is
hospitalised. Therefore, more intervention studies are needed
to investigate what kind of information, in what form and
whenin the patient trajectory the information should be given.

Our review found that some parents were emotionally
distressed, and similar to other studies [17,21], these parents
also had a profound fear that their child would die. Witnessing
and/or participating in the medical treatments of their child
was also traumatic, and this was further compounded by being
overwhelmed with their other responsibilities, such as
caretaking of other children and other family members.
Moreover, a child’s burn injury will often affect the relation-
ship between the parents [17,28]. Some come through it more
“together” than before, while others get divorced [9]. This in
part may be explained by the fact that a common reaction to a
burn injury is intensification of pre-existing problems in the
relationship [44].

Guilt was a common feeling among parents, with some
parents blaming themselves for their child’s injury. Guilt is
one of the most common reactions to a burn injury among
family members [9,17,22,23,27,28,44] and may lead parents
to attributing blame to others [27]. Similar to another study
[17], our review found that parents, particularly mothers,
were often blamed by others, such as family members and
staff.

Parents who were or felt alone had a harder time dealing
with the situation. Feelings of isolation are also mentioned in
earlier studies [9,17,22]. Prayer or spiritual practices helped
some parents, as reported in other studies [17,22]. More
knowledge is needed on how to support religious or spiritual
practices amongst parents in the acute phase of a child’s burn
injury. Further studies should discuss the need for spiritual
and religious support.

The studies included in this review move beyond outlining
problems and concerns and are instead rich with information
on how interventions might be developed to support parents
during hospitalisation. The understanding that information
gives a sense of control and confidence by parents, even where
that information might be ‘bad’, was perhaps the most
paramount finding. This can be incorporated into clinical
settings to ensure that timely, complete and accurate
information is imparted to parents throughout the process.
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The use of formal support groups was another strong
source of intervention. Arranged group sessions at the burn
facility helped many parents, as they could talk to others in the
same situation. Clinical experts have written about support
groups and how they can serve as a surrogate family [24], a
place where the parents can show and let go of their true
emotions  [10,24,25] and  support one  another
[9,17,21,24,26,27]. Some said that it was “a place to share
problems with others who understood” [24, p. 239], both with
other parents and with staff members [10,24]. Burn facilities
that arrange group meetings/sessions/treatment for parents
of burn-injured children should therefore be encouraged to
publish new studies, so others can learn from the outcomes of
these groups. However, support clearly moved beyond formal
groups and was needed by parents from social networks as
well. This proved particularly challenging for single parents or
those attending hospital on their own, and interventions
focussed on helping these people connect with support
networks could also aid parents.

Attitudes among healthcare staff were another area
highlighted in the findings. Parents gained a strong sense of
reassurance once their child was in the hospital setting, yet
this was quickly undermined when parents experienced
blame being directed towards them. Designing support
interventions that use neutral language to avoid blame and
promote that sense of reassurance might well equip parents to
interact confidently with their child and to relieve both
parental and child anxiety, while also improving perceptions
of quality of care and trust in the health system.

This integrative review highlights the need for support for
parents of children hospitalised with a burn injury. What it
does notencompass, however, is what support currently exists
that aligns with these needs and what types are effective for
parents. Further research could investigate parents’ experi-
ences to get a better understanding of the best way to deliver
appropriate support needs and what support is required after
discharge, to develop an evidence-based support programme
for parents of burn-injured hospitalised children.

In addition, family, friends and neighbours were important
in supporting parents while at the hospital. A parent’s “next of
kin” (a person’s closest relatives, not necessarily blood
relatives) should therefore be mapped, and the burn facilities
ought to look at ways to ensure these relatives can act as
helpers and assets. For example, hospitals’ visiting hours
could be made more flexible for those family and friends
supporting parents of burn-injured children.

4.1. Limitations

The inclusion of both qualitative and quantitative studies is a
strength of the study as is the use of the Ricoeur-inspired
method for text analysis [42]. However, only seven articles
were included in this review, all of which were assessed for
quality and deemed suitable for inclusion. The small number
of included articles highlights the sparse knowledge on this
field. All articles attained high quality scores. Two articles
[36,37] were older than the others, and they were not as
extensive in the presentation of their data as the newer
articles. Nevertheless, they provided knowledge about this
topic. One study [34] was cited many times in this review

with direct quotations, due to the richness of parental
statements.

Included studies provided limited key information, such as
mortality rates and TBSA ranges for participants. This limited
comparison between studies including whether cultural and
socioeconomic contexts impacted the findings. The studies
focussed on parental needs for support during the period when
their child was hospitalised, including in-hospital prepara-
tions for the time post-discharge. Thus, the review focussed on
inpatient care and the support measures that could be offered
within this setting. This excluded the perspectives of parent’s
support needs they might have post-hospitalisation. However,
a further area of research could be parental support needs and
how these might change after discharge from hospital. In the
seven studies, the number of female participants (mothers)
was higher than the number of male participants (fathers).
However, in many cultures the primary caregiver is the
mother, as explained in the study from India [35], thus
potentially explaining this high ratio of females to males. This
distribution can affect the whole picture of perceived support,
as fathers might have a different perception of their experi-
ence than mothers. Further research should look at the needs
of both mothers and fathers, whether these needs differ by
gender and whether these needs change according to whether
the parent is the main carer present during hospitalisation or
at home. Further research could also confirm whether the
majority of burn-injured children are boys, as indicated in the
studies included, and the explanations for this.

LY Conclusion

Findings from this integrative review describe a mix of both
parental feelings (distress, guilt and blame) and parental needs
(information and support). The knowledge about the parents’
need for more information, as well as support to address
feelings of guilt and blame, support for couples and single
parents, and support for spiritual and religious needs, is
sparse. Therefore, further research is needed to facilitate the
development of an evidence-based support programme for
parents of burn-injured hospitalised children. Further studies
could also look further at the effect of support group meetings
to maximise the benefit of this resource for parents.
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Abstract:
Background

Paediatric burn injuries affect not only the child but the whole family, especially the parents. Knowledge of how parents are affected
psychologically has increased, but there is an ongoing dearth of literature on parental support while hospitalised. There is also very little
documentation of the ways in which burn staff members support parents.

Objectives

To explore staff members’ lived experiences of supporting parents with children hospitalised at a burn centre due to a burn injury.

Methods

Four focus group interviews were conducted in 2017 with a total of 21 staff members at the National Burn Centre in Norway. Seven different burn
staff professions participated. Data were analysed using a Ricoeur-inspired method for text analysis and managed using NVivo 12Plus.

Results

Four themes were identified in the treatment trajectory: creating a safe, secure and trusting environment from the moment parents enter the burn
centre; helping parents deal with feelings of guilt; helping parents navigate in their daily routines while continuing to be a mother or father; and
gradually involving parents in wound treatment as preparation for discharge.

Conclusion

Staff must carefully consider their verbal and non-verbal (body) language and how to approach parents from the very moment they enter the burn
ward. Most parents are affected by feelings of guilt and these feelings must be addressed and processed. During the treatment trajectory, parents
are guided to participate in the daily care of their child and are gradually assisted in taking over the wound treatment prior to discharge.

Keywords: Burns, Care, Child, Focus groups, Multidisciplinary care team, Parents, Phenomenological hermeneutical approach, Ricoeur.
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1. INTRODUCTION affects the wellbeing not only of the child but also of the
parents [3]. The way a parent responds to a traumatic event and

A major burn injury is among the most traumatic : . :
to the child’s response affects the child’s psychological

experiences due to severe pain related to the burn injury itself
and subsequent reconstructive surgery, skin grafting and
physical therapy [1]. A burn injury on a child affects the whole
family [2]. The family’s reaction is important because it also

recovery from the traumatic event [4, 5]. For instance, acute
parental psychological distress and parental behaviour are
shown to affect the child’s behaviour during paediatric burn
wound care [6].
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years account for 50-80% of burn injuries [7]. In Norway,
children aged 0-3 years have a twelve times higher risk of
being hospitalised due to burn injuries than all other age groups
[8, 9]. All children, especially the youngest, need their parents
while hospitalised. Norwegian law therefore states that a child
has the right to have one of its parents present during
hospitalisation, and both parents if the injury is highly critical
or life-threatening [10]. Most burn injuries are unintentional,
and the majority of burn injuries in children occur at home
(80-90%) [7]. Most children are with a relative when the burn
injury happens: in 12% both parents are present, in 26%
mothers are present and in 18% other relatives are present [11].
Many parents therefore witness the burn accident without being
able to prevent it.

How parents are affected by their child’s burn injury is
well-documented. Many parents of burn-injured children
struggle with feelings of guilt [12 - 16], anger [16, 17],
depression [18 - 20] and anxiety [18, 20]. Many parents also
experience that they blame themselves or that they are blamed
by their partner [17], family members, the burn-injured child,
health professionals or others [21, 22]. Studies show that
parents of burn-injured children can be affected by symptoms
of posttraumatic stress disorder (PTSD) [5, 16, 18, 23 - 30], but
that the PTSD symptoms decrease over time [5, 16, 24 - 26,
29]. In a review, it was found that 43-69% of parents reported
general anxiety during the acute phase, and 47% reported
clinically significant posttraumatic stress symptoms (PTSS)
during the first months after the burn accident [3]. Another
study found similar numbers, reporting that 69% of parents had
clinically significant anxiety and 44% of parents had clinically
significant depression at the inpatient stage. These percentages
decreased to 33% and 22%, respectively, 6 to 24 months after
the burn [20]. Additionally, parents can struggle with low self-
confidence and self-doubt [31], feel isolated or lonely [17, 32],
be overprotective [17, 31] or try to avoid fear [30]. Studies also
report that parents encounter difficulties in returning home
after being hospitalised [17, 22, 33, 34] and experience conflict
with their partner [17] or financial problems [22].

If parents are affected by guilt, PTSS, anxiety or
depression, their ability to support their child positively is
weakened, for instance, during burn wound care [6]. It is
therefore extremely important that these parents receive the
support and help they need. In an integrative review [35], it
was concluded that staff members should address parental
feelings (such as guilt, blame and distress) and parental needs
(such as for support and information). To improve the
experience of wound treatment, it was recommended in a new
study to support parents with psychological and behavioural
instruction prior to burn wound treatment [6].

If a parent has high parental anxiety combined with
ineffective coping strategies, the child is at great risk of having
a non-adaptive outcome after the burn injury [36]. Clearly,
there should be more focus on parental support as it profoundly
affects the burn-injured child’s coping and outcomes. To
generate more knowledge on parental support in relation to
paediatric burn injuries, we explored staff members’ lived
experiences of supporting parents.

Lernevall et al.

2. MATERIALS AND METHODS

2.1. Study Design

This particular study is one part of a multi-phase study
examining parental needs for support when their child is
hospitalised at a burn centre due to a burn injury. We adopted a
phenomenological-hermeneutic approach based on the
philosophy of the French philosopher Paul Ricoeur [37].
According to Ricoeur, experiences captured in a text hold “the
others mind’s experiences” [38]. To grasp the meaning of the
text, interpretation is therefore a necessity. By approaching a
text with interpretation, understanding is crucial, which is a
cornerstone in hermeneutics. To grasp the burn team members’
experiences of parental support, focus group interviews were
used. In focus group interviews, participants are encouraged to
talk with each other rather than with the interviewer, which
often leads to discussion or clarifications of opinions [39, 40].
Using focus groups interviews as a data collection technique is
particularly useful when examining work place cultures as it
highlights group norms and cultural values [39]. The
combination of focus groups and phenomenology is beneficial
as it supports collaboration and dialogue, stimulates discussion,
brackets prejudices among participants as their opinions are
being challenged by others and opens up new perspectives
[41]. Using focus groups in a phenomenological study
enhances the quality as “the phenomenon being researched
comes alive within the group” [41]. The transcribed interviews
constitute the data to be analysed. A text analysis method
inspired by Ricoeur [37] was used to gain deeper
understanding of staff members’ lived experiences.

2.2. Setting

At the end of 2018, Norway had 5.3 million citizens [42].
The most severe burn casualties in Norway are transferred to
the National Burn Centre (NBC) where patients of all ages are
treated (50 children annually, which is one third of all admitted
burn patients at the NBC) [43]. The NBC has five burn
intensive care unit beds and can treat eight hospitalised burn
patients simultaneously. The length of stay at the NBC is
calculated to be 1-1 % days per percentage of total body
surface area (TBSA) burned skin [44]. Burn treatment is
undertaken by a multidisciplinary team consisting of nurses
(only registered nurses work at the NBC) including intensive
care nurses and nurse anaesthetists, plastic surgeons,
anaesthesiologists and physiotherapists. In addition, there are
cleaning assistants and office personnel. When needed,
assistance is also provided by other professions employed
elsewhere at the university hospital, such as hospital clowns,
social workers, psychologists, psychiatrists, priests and kitchen
workers.

2.3. Participants and Recruitment

Staff members from eight professions at the NBC who
regularly care and treat burn-injured children and their parents
were invited using purposive sampling. This included critical
care nurses, hospital clowns, hospital priests, nurse anaes-
thetists, physiotherapists, plastic surgeons, psychologists and
social workers. For professions of two to five employees, all
staff members were invited to participate. The head nurse at the
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NBC made a list of the nurses chosen to care for children and
their families, including nearly half of the nurses. All leaders of
the different professions were invited to participate in a focus
group consisting of leaders only.

Written information was sent by mail to all leaders who
forwarded the invitation to staff members. Those interested in
participating contacted the main author (LSTL) to arrange the
interview date. To ensure variation in experiences of parental
support, more than one health care professional within each
professional group participated. Small-numbered professions
were asked to participate on different days in order to increase
variation in the perspectives in the group discussions.

2.4. Data Collection

Three focus group interviews with a total of 16 staff
members (n=3, 5 and 8), representing seven professions, were
conducted in May and June 2017. In October 2017, the focus
group interview with the leaders (n=5) was conducted. All
leaders had working experience of parental support, and all
were still working with patients at the NBC (Table 1).

EG, a professor and intensive care nurse experienced in
conducting focus group interviews and having no earlier
collaboration with the participants facilitated all of the focus
group interviews. Also present was an observer (LSTL), who
summed up the interview at the end. LSTL had worked at the
NBC in the year prior to the interview and knew the
participants. Staff members were asked about how they support
parents of children who had sustained an accidental burn,
excluding those in whom the burn was a result of child abuse.

All four focus group interviews lasted for two hours and
were recorded using three digital voice recorders. The
interviews took place in a remote meeting room outside the
NBC during working hours. The interviews were transcribed
verbatim by LSTL directly after the interviews took place.

2.5. Data Analysis

When conducting focus group interviews to better
understand people’s lived experience, spoken language
becomes the research data, and transcribed interviews are the
texts to be analysed. To understand a text is to look at the
whole text to recognise its parts. Ricoeur writes that one should
follow the movements of the text “from sense to reference:
from what it says, to what it talks about” [38]. It is a circular
process: when construing the details, we construe the whole
[38]. In this circular process, a text’s depth is opened up to

Table 1. Participant characteristics (n=21).
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allow us to discover “the sense of the text” [38]. This model
implies that during analysis, the researcher moves back and
forth between the different parts and in a circular move
between explanation and comprehension. By following the
text, looking for what it says and what it speaks about, the
researcher tries to understand its meaning.

The interpretation of the four focus group interviews was
divided into three stages: a naive reading, a structural analysis,
and critical analysis and discussion [37]. With the naive
reading, the researcher gets acquainted with the text and writes
a short narration about this first impression. The researcher
tries to get an “immediate understanding of the meaning
content” [37]. In our study, the transcripts of all four focus
group interviews were read to give a sense of the whole
material, the text as a whole. Then a short text (about one A-4
page) was written, describing this first spontaneous impression
used for further analysis.

The next stage is a structural analysis which consists of the
following three steps: first, meaning-bearing units are
identified, “What is said in the text?”; second, significance-
bearing units are found, “What does the text talk about?”; and,
third, themes are created [37]. In our study, we interpreted the
text, exploring sections or paragraphs across the data to
understand “What is said in the text”. Sections with quotations
were highlighted and grouped. Then we examined each created
group to see “What the text talks about?”. To distance
ourselves from the text and the interpretation, an interpretation
text was created (Table 2).

After this, the interpretation texts are given a name, a
theme, which distances the researcher even more from the text.
During this process, we thematised and named each
interpretation text, looking at the two previous steps to check
that the themes given related to it all.

During all three steps, the researcher moves between
explanation and comprehension, from understanding the whole,
to the parts, to the whole again, in a hermeneutic circle [37].

The third stage involves critical analysis and discussion.
To ‘grasp’ an in-depth understanding of the interpreted themes
in the structural analysis, a critical discussion is performed. To
reach an in-depth interpretation, the findings from the
structural analysis are critically discussed in relation to relevant
literature, such as research studies, philosophical texts and
clinical experiences.

Data were managed using QSR International’s NVivo 12
Plus qualitative data analysis software [38 - 45].

Sex of Participants

Females (n=18) and males (n=3)

Number of professions 7

Distribution among the professions

Anaesthesiology and intensive care nurses (n=11)
Doctors, hospital clowns, physiotherapists, psychologists and social workers (n = 10)

Working experience
Mean (min-max)

14 years (10 months to 35 years)
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Table 2. An example of the structural analysis.

Meaning-bearing Units
(What is said in the text?)

Significance-bearing Units
(What does the text talk about?)

“It’s tremendously important to see to this at once: That
the parents feel secure, that they can trust us and assure
them that their child will get the very best treatment”.

“I think a lot about how we meet them. You know, the
very first meeting when they come in, it means so much
for the contact™.

“Yes, we think a lot about how we meet them, and that
they should feel safe with us. Feeling safe about
themselves and their child. It’s tremendously important to
establish that right from the start. That we, through what
we say and how we behave verbally, make them feel safe

From the moment the parents enter the door of the burn
centre, staff members try to create a good connection and
form a good relationship with them. They highlight that
the very first meeting is particularly important for
establishing contact with the parents and making them feel
secure. Staff members immediately introduce themselves
and their role while they think about what they
communicate verbally and through their body language.
Staff members analyse the situation: how the parents are
doing and feeling. To reduce chaos and crisis, and to make
them less confused and disorganised, the parents are given

burn centre

Theme

Creating a safe, secure and
trusting environment from
the moment parents enter the

and well looked after”.

“Body language says a lot. How we walk around and not
least what we say to each other. How we behave. They
(the parents) see straightaway who’s comfortable in their
job”.

“I think that body posture and the way you are and the way
you meet them. Showing respect is important as well”.
“They are in a crisis situation when they arrive”.

“And they need information in a crisis situation like that.
What is going to happen now?”

“We try to take care of them as soon as they come in the
door”.

“If they are very anxious about what has happened, we try
to calm them down. In the beginning, it is a good idea to
give them something to drink or something like that”.
“That someone can look after the parents, while others
take care of the child”.

“But it can be very different how they (the parents) react.
Some get more confused and can’t manage to organise
themselves and need help. “Okay, you can sit here”.

“You can do this and this”.

““Now you can do this, and then we will come and inform
you afterwards.” Yes. A lot of concrete information about
what they can do”.

“It’s very important to care for the parents also in the
beginning, because they are very, very distressed, in a
way. To show them that we care for them”. ...

specific information.

3. RESULTS

The four themes will be presented in chronological order
following the trajectory of hospitalisation. Even so, if parental
needs revert to earlier needs staff members will address these.
As an overall comprehensive understanding, staff members
support the parents in maintain their parental role. This will be
illuminated in the four themes to follow.

3.1. Creating a Safe, Secure and Trusting Environment
from the Moment Parents Enter the Burn Centre

From the moment parents enter the door of the NBC, staff
members try to establish a good connection and relationship.
“It’s tremendously important to see to this at once: That the
parents feel secure, that they can trust us and assure them that
their child will get the very best treatment (No. 9)”. Staff
members explain that they immediately introduce themselves
and their role while thinking about what they communicate
verbally and through their body language. They also analyse
the situation: how the parents are doing and feeling. “If they
are very anxious about what has happened, we try to calm
them down. In the beginning, it is a good idea to give them
something to drink or something like that (No. 2)”.

To reduce chaos and crisis, and make the parents less
confused and disorganised, they are given specific information
such as “Okay, you can sit here (No. 16)” and “You can do this
and this (No. 16)”. Staff members state that they try to meet the
parents with “kindness and respect (No. 11)”. They
acknowledge the parents as “super-users (No. 3 and 7, from
two different focus groups)” and “specialists (No. 4)” on their
child. During the first meeting, they need to exchange
information with the parents and ask questions about the
accident and the child in a gentle way. The parents’ answers
are important for staff members to be acquainted with the child
but also to start treatment straightaway. They ask questions in
ways that avoid condemning parents for the accident. To create
an atmosphere where parents feel comfortable to talk about the
accident, they withdraw from the hallway to an empty patients’
room or a meeting room at the NBC. With the door closed,
they sit down and talk. No matter how much work they have to
do at the department, staff members say that they take the time
needed to talk to the parents, and they are aware of not using
too much time. “They get tired very quickly and in a situation
like that, we need to take care of them (No. 16)”. To make
parents feel secure and familiar with the routines at the NBC,
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they are told who to contact if they need something, that staff
members are nearby at all times, when food is served and the
plan for the next day. They are also told that the surgeon will
come and inform them about the burn injury: its size and depth,
the treatment plan and how many in-hospital days to expect.
“We also update them continually about the status of their
child, if there are changes and the reason why we do what we
do (No. 10)”.

To reduce child and parental stress, the staff organise
things so that few people treat the family, with primary or
contact nurses appointed to ensure continuity. “...we try to be
the same individuals that deal with the family (No. 12)”.
Usually, all parents also meet with the same child psychologist
and social worker. To make parents feel safe, it is important
that they meet the same people. “Something the parents say all
the time is that they want the same hospital clowns. They want
the same ones to come repeatedly. I understand them very well
(No. 13)”. To reassure parents, the staff tell them that they have
reached the final hospital department for treatment and that
their child will be treated until it is healthy again. “They have
often been at the local hospital and regional hospital and then
they end up here with us. There has been a lot of insecurity,
clamouring and shrieks before they end up here. We signal that
they have reached the end station when they come to us
(No.19)”.

3.2. Helping Parents Deal with Feelings of Guilt

In order to try to help parents with their feelings of guilt,
staff members report taking the initiative to talk about the guilt
openly and on many occasions. They explain that accidents can
happen to everyone. “One of the first things I say to them is
“That an accident can occur to all of us”, that it has happened
to other parents before and will happen to other parents in the
future (No. 6)”. Some staff members explain in general terms
what they have seen before and how it turned out for those
families. “That it turned out very well and that they are back to
their normal lives. That life continues, also after all of this (No.
6)”. By sharing this information, they try to help parents deal
with their guilt and live with it. Sometimes, they have to tell
parents to focus on their child instead of the guilt. “Okay, what
you might have to say to yourself is that it actually was your
mistake, for what you did. But a mistake is something everyone
can make. This has had a consequence, but it won't help your
child or yourself if you go around criticising yourself in the
future. There comes a time where you have to say “Okay, this
happened” and move on” (No. 1)”. All professions except the
hospital clowns report approaching the issue of guilt. The
hospital clowns avoid the issue of guilt and instead move the
focus from guilt to the child. The other professions listen to the
parents and inform them about normal reactions for parents and
children.

Staff members explain that they always try to acknowledge
the parents’ feelings and meet and care for each parent equally
and that they try to be open-minded and unprejudiced towards
the parents despite the course of the accident and what they
might think themselves. “No matter which nationality or how
the accident happened, everyone will get the same care (No.
15)”.
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One way of strengthening parents is to praise them for
what they did right and thereby reduce their guilt. This may be
done, for instance, by emphasising their good decisions when
the accident happened, like quickly calling for help and putting
the child in the shower, cooling the burned area and
minimising the depth of the burn. “It was really remarkable
that you reacted so quickly and removed the clothes, because,
although the accident happened, in doing that, you may have
reduced the injury (No. 12)”.

If others were responsible for the accident, staff members
also help parents let go of their anger toward them. If one
parent is to blame for the accident, staff members have seen
some couples getting into a conflict. Usually, parents are left to
handle the conflict on their own. If they cannot stand being
together, an arrangement is made so that only one parent is
with the child at any time. If couples blame each other,
psychologists have to “handle the situation (No. 16)” and help
them focus on what is best for their child. “They can’t manage
being normal or supporting the normal development of their
child, which will make it even more difficult for the child. Not
only did they cause the injury but they drop out of their normal
parental role, and things get very insecure (No. 21)”.

To help parents optimally, staff members describe
supporting each other by talking and discussing among
themselves. Previously, staff members were taught and trained
in how to handle crisis reactions. That knowledge has since
been passed on to new staff members. Even though most staff
members have two or three decades of experience of working
with burn injuries, they can still be challenged to find the right
words. “But to really say something complementary rather
than just saying “I understand that it’s painful for you”, that’s
difficult! And it’s not always easy in the moment (No. 15)”.

3.3. Helping Parents Navigate in their Daily Routines while
Continuing to be a Mother or Father

Despite what happened, it is important for staff members
that parents continue being the parents of their child and act
accordingly. Therefore, they explain that they encourage
parents to carry out as many of their normal routines as
possible while hospitalised, because this is beneficial for the
child. “Parents can brush the children’s teeth and sit in the bed
and read a book, that the parents carry out all the normal
things (No. 17)”. In order to include parents in the care, they
are asked to pay attention to what the child is eating; for
instance, if he/she receives enough protein. Parents are thereby
given some responsibility for the care of their child.

Even though parents are encouraged to be active and
participate in the daily care of their child, it is important for
staff members that certain rules are clarified. Redirecting
parents later if they make their own rules and routines will not
help the child, but instead make things more difficult.
“Because, if we don’t do it, they will make their own routines
and solve tasks their way, and it’s not advantageous for how
we want it to be. They postpone training with the
physiotherapist, what time they have to eat, what time they
have to be active and stuff like that. And if they continue doing
things their own way, things will be delayed and they..., the
treatment won't be adequately executed, and then there will be
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more operations, and the wounds won’t heal (No. 3)”. Parents
are, for instance, informed about the strict hygienic rules at the
department. These rules have been implemented to minimise
potential infections that would prolong the hospital stay.
Expectations of parental presence and participation are clari-
fied immediately on arrival. Some parents, both foreigners and
Norwegians, think that they can leave the child at the NBC,
letting staff members care for the child while they only come to
visit. In these cases, staff members have to explain the laws
that apply in Norway: a child has the right to have one parent
by its side at any time. “Except when there is wound treatment
in anaesthesia or operations. Except for that, we expect
parents to be with the child all the time (No. 4)”.

Being a good parent also includes attending to one’s own
fundamental needs while being there for the child. “7o take
care of their child in a good way, they also need to take care of
themselves, basic needs, that they eat, sleep and get some
breaks (No. 16)”. If a parent needs some hours at the hospital
hotel, some staff members will help to give them breaks and
relieve them of their care duty. Some staff members “accept
that they stay a little at the hospital hotel, sleep a little, that
they take a shower. Get some air, let go of their thoughts. Just
exist (No. 2)”. And some staff members say that they
occasionally perform caring acts like changing a diaper and
taking the temperature. Doing too much, nannying or getting
too service-minded can complicate matters for the next staff
member working with the parents, and may result in divisions
among staff members. Therefore, they strive to approach the
parents equally and try to resist the temptation to perform
ordinary parental caring activities. “It is tempting sometimes,
when you see that they are a little clumsy and that. But I think
one gains a lot by letting them do at least some things with the
child. So they feel a little bit that they have control. Like
changing diapers, for instance, they always dread it, if a child
has a lot of wounds by the genitals. In that case, they don’t
want to do it, but then I force them a little bit to change the
diaper. Simply making it harmless. Because then they feel that
“this wasn’t dangerous” (No. 3)”.

3.4. Gradually Involving Parents in Wound Treatment as
Preparation for Discharge

During medical procedures, staff members need parents to
participate actively and support their child, such as holding the
child close. “I am here with you, even though it hurts. I will not
leave you when something happens to you (No. 4)”. In relation
to operations or wound treatments in anaesthesia, the child is
given anaesthetic drugs. To make it less traumatic for the child,
parents are guided in how to hold their child in their arms until
it fades away or falls asleep due to the anaesthesia. When the
child is unconscious, parents are told to leave the room to
protect them from seeing unpleasant things such as staff
members scratching and scouring the wounds. “The first time
they come in for the anaesthesia and see their child fall asleep,
looking unconscious, and they have to leave him while we treat
the wounds. Right. It's very traumatic for them and it's an art to
take care of them, to take them outside and explain what is
happening, and make sure that they are taken care of the first
time. Then, it might be better the next time, because there are
often several wound treatments like the first one (No. 4)”. Staff
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members explain how they make sure to have enough time
before and after wound treatment to take care of the parents.
They give thorough information prior to these treatments and
feedback afterwards explaining what has been done, why, and
how it looks. They answer questions, correct the parents if
necessary, and add more information as parents get more
comfortable and secure. The information is repeated again and
again, because most parents forget the oral information they
have been given.

When parents see the wounds for the first time (wound
treatment without anaesthesia), staff members protect them by
preparing them since they have not seen the burn wounds since
admission. “We want parents to attend wound care sessions as
quickly as we think it’s good for the parents and the child. It's
important not to create another traumatic experience by letting
them participate too early (No. 2)”. During wound treatments
with a child that is awake and with parents present, hospital
clowns or iPads are used as “a distraction (No. 16)”. Some
staff members also try to divert the child themselves. However,
in diverting not only the child but also its parents, the hospital
clowns play a unique role. “It’s magical to watch how both the
children and their parents respond when hospital clowns enter
the room (No. 1)”. Hospital clowns are present during
procedures, react in a normal way and feel more equal to the
parents since they are not associated with any procedures, and
they are the only profession not obliged to give any
information to the parents. “That's our advantage, because we
have no information to give to them. In a way, we are their free
minute, their break, the breathing space that they... yeah,
everyone needs (No. 5)”.

Staff members want parents to participate in wound
treatment prior to discharge to make transitioning home easier.
By educating parents, they want them to become experts on the
burn care of their child with respect to how to manage the
wounds at home and treat the scars. They tell parents that their
approach towards the scar will affect the child. “If you stress
and bother about this little scar, that’s how it will be. The child
does not remember, so tell the story and let the child own the
scar, so it becomes a natural part of the child itself (No. 6)”.

Before leaving the NBC, staff members encourage parents
to call the department if they have questions after discharge.
Some parents do call and most often, they want to talk to the
physiotherapists regarding pressure garments and aftercare.
Sometimes they want to talk to the primary nurse, but if that
person is off duty, it is difficult for other staff members to
provide adequate help.

4. DISCUSSION

In this study, support was described as an act of caring not
only for the patient (the child) but also for its parents. Right
from the first meeting at the NBC, staff members meet parents
in a way furthering the development of a trusting relationship.
Both in care and in treatment, the whole family (child and
parents) was included in the daily burn care. This is in line with
family-centred care (FCC), a model where the unlimited
presence, negotiation and involvement of the family is vital to
the child’s world [46]. In FCC, there are three core principles:
partnership, participation and protection [46]. Partnership
means relationship and collaboration in an honest, equal,
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respectful and trusting way [46]. This is accomplished right
from the moment parents enter the NBC by focusing on
creating a trusting relationship. Participation is when the type
and level of involvement are decided by the family [46]. Our
study shows that parents are voluntarily involved in the care
but also sometimes persuaded based on the law, which
stipulates that a child needs its parents, and parents are
encouraged to take an active part in caring for their child.
Protection refers to the family’s or child’s right to receive the
best physical, emotional, psychosocial and spiritual care [46].
This core principle of FCC is also fulfilled, as staff offer the
parents space and time for emotional expression, and the care
provided is adjusted to their needs. All of these aspects are in
keeping with the European Burns Associations practice
guidelines for burn care [47]. Staff also inform parents as a
means of creating a trusting atmosphere and relationship with
the parent. In another study within burn care, it was highlighted
that FCC implemented in burn units increased collaboration
between families and staff members [33].

We show that staff members find it important to talk with
parents about their feelings of guilt; not necessarily to make
these feelings go away but instead to help them deal with or
accept what has happened. The Norwegian nursing philosopher
Kari Martinsen has asserted that giving comfort is not about
removing grief, pain and suffering [48]. That would be to
“comfort it away” as she calls it [48]. Instead, one should help
the other to be in the grief, the pain and the hopelessness [48].
We show that staff members helped parents to stay in their
feeling of guilt by talking openly about the guilt with the
parents, with staff listening to parents and acknowledging their
feelings. As such, one could argue that staff members helped
parents to embrace their emotions instead of running away
from them. At the same time, some parents need help to avoid
being stuck in guilt rumination. This can be seen as a balance
between, on the one side, accepting what has happened with
the feelings attached and, on the other side, focusing on the
child and how to overcome this traumatic event. This is similar
to the dialectic movement in the Dual Process Model of Coping
with Bereavement model by professors Margaret Stroebe and
Henk Schut from Utrecht University [49]. They have argued
that a grieving process is a dialectic movement between the
two poles of loss-oriented and restoration-oriented coping.
Staff members caring for these parents should therefore be
attentive to how parents handle guilt and help them when
needed.

In our study, a challenge about daily routines is described
regarding staff members’ expectation that parents are there for
the child at all times while also seeing to their own
fundamental needs. Should staff members demand that parents
are present or facilitate breaks during the day? This is a
difficult dilemma. In our study, staff members tried to solve the
problem by considering individual needs.

To protect parents from being more traumatised by seeing
wound care in the acute stage, parents were not allowed to be
present during wound treatment in anaesthesia. As the wounds
healed and the child could be awake, parents could participate
by slowly taking over the responsibility. At this stage of
treatment, hospital clowns had the unique ability to care for the
child and its parents. Thus, in a systematic review and meta-
analysis on therapeutic clowns in paediatrics, it was concluded
“that hospital clowns play a significant role in reducing stress
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and anxiety levels” [50] of both hospitalised children and their
parents. In a study from 2017, 84.8% of the participating
parents considered clowns to be beneficial for their child,
themselves and the caregivers [51]. Burn units should discuss
the advantage of having hospital clowns as part of the burn
team when providing parental support.

4.1. Limitations and Strengths of the Study

An important point to be made that we here assess staff
members’ perceptions of parental support, not the parents’
actual experience and needs. It is important to understand the
staff’s perceptions of how they provide support, but their
perceptions may not correspond with what parents really need.

When conducting focus group interviews, it is an
advantage that the group is homogeneous [52]. One could
argue that the inclusion of different professions from the same
department does not meet that criterion as there often are
hierarchical relations. The danger of such group dynamics is
that some individuals might be silenced [39]. Despite the
presence of such hierarchical relations, staff members were in
much in agreement in their answers regarding how to support
parents. This can be seen as a cultural behaviour at the NBC
and as a glimpse of the existing supporting culture. A decade
ago, the combination of focus groups and phenomenology
might have been seen as a methodological ‘oxymoron’, but
since the debate about this within nursing research started in
2009 [41], it has become more common to combine the two.
The combination of focus groups and phenomenology is
beneficial as it stimulates discussion about the phenomenon
under study [41], which we have demonstrated with our study.

Two guidelines for qualitative research [53, 54] were used
to ensure that all essential elements were reported. This
contributes to transparency and trustworthiness. Because of the
verbatim transcriptions and the detailed step-by-step analysis,
the decisions and procedures may be said to strengthened the
transparency and trustworthiness of the study. Another strength
of the present study is that facilitation and moderation of the
interview were undertaken by a person familiar with the field
and a person who was not familiar with the field, but who was
experienced with the method.

The Ricoeur-inspired method [37] was chosen as it offers
an easy-to-follow step-by-step method where the second step in
the structural analysis can be copy-pasted into an article
manuscript. PD, who developed the method used in the present
study, used her expertise to validate that the analytical process
was correctly executed. This method aims to generate
comprehensive understanding of the lived experience as
reflected in a text. It is a model for in-depth analysis that brings
the researcher closer to “being in the world” [37] with a view
to understanding what the text says.

CONCLUSION

We show that healthcare professionals resort to different
strategies to assist parents’ coping strategies. The first
strategies aim at making parents feel safe and secure from the
moment they enter the ward. Then, parents are helped to
process their feelings of guilt. After this, they are supported
while participating in the daily care of their child at the ward,
and, lastly, they are assisted in gradually taking over wound
treatment prior to discharge.
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ABSTRACT

Purpose: A burn injury to a child is a traumatic event and the parent’s emotional reactions
and coping strategies affect the child’s adaptive outcome. It is therefore important that
parents get the right support. The aim was to explore parents’ lived experiences of their
need for support when having a child admitted to a burn centre.

Methods: Semi-structured face-to-face interviews were conducted with 22 parents of children
age <12 years hospitalised with an accidental burn injury, 9 to 27 days after the burn
accident, from April 2017 to July 2018. A Ricoeur-inspired textual analysis method was used.
Results: Four themes emerged from the analysis and describe the parents’ needs for support.
The parents wanted to be taken care of as a whole family and feel safe in the hands of
professionals. This, in turn, depended on being informed about the child’s condition and
treatment, but also on getting help in dealing with feelings of guilt. Not least, parents wanted
opportunities to take care of their own fundamental needs in terms of hygiene, food,
adequate rest and activities.

Conclusion: As an overall understanding the healthcare providers should focus on the family
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as a whole in care and treatment.

1. Introduction

Childhood burns are among the most severe forms of
injury, with high morbidity and mortality rates world-
wide (Kim et al., 2012). In Europe, 50-80% of all burns
in children affect children under the age of five
(Brusselaers et al., 2010). In Norway, children between
zero and three years of age are 12 times more prone
to experience a burn injury than children >5 years and
adults (Onarheim et al., 2014). Both the injury and the
burn treatment are known to be painful. Treatment
often includes reconstructive surgery and a long reha-
bilitation period (Greenhalgh, 2019; Wiechman &
Patterson, 2004). Apart from the impact of the injury
and its treatment, parents’ reaction and responses to
the traumatic event have been shown significantly to
influence the child’s functioning, wellbeing and phy-
cological recovery (Bakker et al., 2013; De Young et al.,
2014; Lieberman, 2004). Supporting parents of burn-
injured children is therefore an important part of the
regular care offered at burn centres.

Parents, mostly the mother (26%) or both parents
(12%), are often present when a burn injury occurs,
and the accident typically happens at home in the
kitchen or dining room (47%) or the bathroom (12%)
(Pardo et al.,, 2008). Parents can therefore easily be
affected by negative feelings and emotions. A recent

systematic review reported that many parents were
affected by guilt, shame and blame (Kornhaber et al.,
2018). Moreover, many parents developed anxiety
reactions and traumatic stress due to their child’s
burn injury (Bakker et al., 2013; Hawkins et al., 2019).
For most parents, traumatic stress symptoms decline
after the first months; in some, though, symptoms
may persist for years (Bakker et al., 2013; M. Egberts
et al., 2017; M. R. Egberts et al, 2018b). It has also
been reported that mothers of burn-injured children
have a higher depression score than the general
population (EI Hamaoui et al., 2006). When parents
are affected by accident-related psychological dis-
tress, they are more challenged when seeking to posi-
tively support their child through medical care (Brown
et al, 2019). A high state of parental anxiety com-
bined with ineffective parental coping strategies can
also cause the child to have a non-adaptive outcome
after the burn injury (Simons et al., 2010). Hence,
having a healthy and supportive family seems to posi-
tively affect the child’s health-related quality of life
(Landolt et al., 2002).

A recent review of parental needs for support while
hospitalised in a burn centre identified only seven articles,
highlighting the sparsity of knowledge within the field
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(Lernevall et al., 2019a). The described support offered to
parents included different kinds of group consultation
(Barnett et al., 2017; Cahners, 1979; Frenkel, 2008; Rivlin
et al., 1986), an internet-based information and support
programme (Sveen et al., 2017) and parental presence
during wound care procedures (M. R. Egberts et al,
2018a). Parents participating in group consultations
found it beneficial to process and share their feelings
and learn about coping strategies such as how to manage
stress and how to maintain psychosocial wellbeing. The
internet-based information and support programme was
perceived as informative, comprehensive, meaningful
and supportive, though some parents found it time-
consuming. Regarding parental presence during wound
care procedures, some parents were glad to have been
present while others were happy they were not. A critical
factor for parents’ choice was their emotional state prior
to the wound care. A new study investigated how staff
members at a burn centre supported parents of burn-
injured children; the staff created a safe, secure and trust-
ing environment upon arrival, addressed parental guilt,
supported parents in doing daily routines and involved
them in wound treatment before discharge (Lernevall
et al, 2019b). This study did not, however, investigate
parents’ actual experience and needs (Lernevall et al.,
2019b). Assessing parents’ emotional status and support
needs during their child’s hospitalisation may be difficult
as they are so concerned about their child’s wellbeing
that they supress their own needs, which also makes it
difficult for them to receive psychosocial support
(Griffiths, 2017; Heath et al., 2018). Parent-perceived iso-
lation and barriers to psychosocial support as well as the
current lack of evidence-based parental support pro-
grammes testify to the need for further research in this
field (Heath et al., 2018; Lernevall et al., 2019b). The review
by Lernevall et al. presents different types of support
offered to parents of burn-injured children, but does not
mention which kinds of support they needed and
requested. The aim of the present study was therefore
to explore parents’ lived experiences of their need for
support when having a child admitted to a burn centre.

2. Materials and methods
2.1. Study design

This study is one stage of a multi-phase study investigat-
ing parents’ needs for support while having a child hospi-
talised with a burn injury (Lernevall et al.,, 2019a, 2019b). It
is an explorative study that uses a phenomenological-
hermeneutic approach (Dreyer & Pedersen, 2009) to
gain a deeper understanding of the parents’ lived experi-
ences. Phenomenology helps the researcher to look at
how the world is experienced by the subject by studying
different aspects of consciousness and experience
(Zahavi, 2019). “ To get a deeper understanding of the
parents’ lived experiences, a textual analysis method

inspired by the French philosopher Paul Ricoeur was
chosen (Dreyer & Pedersen, 2009). When recorded inter-
views with parents are transcribed, their lived experiences
are transformed into a text. “The others mind's experi-
ences” are captured and maintained in the text (Ricoeur,
1976, p. 73). The text can then be analysed to understand
the parents’ need for support during hospitalisation. To
“grasp” the meaning of the text, one needs to use inter-
pretation. Ricoeur argues that as soon as a text has left the
author, its original addressee is released, and “A text is
addressed to anyone who can read” (Ricoeur, 1976, p. 92).
It is thereby possible for everyone to interpret the mean-
ing in the text. This interpretation process is circular as it
moves from looking at the parts in the text, then looking
at the whole of the text, then returning to the parts again.
In this way, one gets a deeper understanding of both
parts and whole. During this process, one discovers “the
sense of the text” (Ricoeur, 1976, p. 87) as the depth of the
text is unfolded. To grasp the parents’ experiences of their
needs for support, face-to-face interviews were used for
data collection.

2.2, Setting

The study took place at a Norwegian burn centre with
eight beds, five of which are burn-intensive care unit
beds. The burn centre treats about 150 inpatients
per year, of whom one third are childr,en. Patients are
treated by a multidisciplinary burn team consisting of
surgeons, nurses, anaesthesiologists, physiotherapists,
psychologists, social workers, hospital clowns, psychia-
trists and priests.

2.3. Participants and recruitment

Participants were parents (n = 22) of children (4 girls and
9 boys, mean age 2 years and 2 months (2 months to
7 years)) hospitalised due to an accidental burn injury.
The participants were 12 mothers, 9 fathers and 1 step-
father, their mean age was 33 years and 3 months (21 to
46 years). Eighteen parents were together/married, three
were divorced living alone and the stepfather was
a partner to one of the divorced mothers. Eight parents
had one child, while 14 had more than one. All parents
were employed. Sixteen parents were Norwegian, and six
were from other European countries. Nearly all spoke
Norwegian fluently, except for two parents who mixed
Norwegian and English, and got help from their spouses
for the interview. Nine children had been burned with
hot coffee, tea, soup or water; one had been burned with
fire, one with electricity; and two had come into contact
with a hot surface. Two injuries resulted in amputation,
three children got skin graft surgery, seven would get
a scar and five had a life-threatening but non-fatal injury.
Some days after admission, all parents were seen by
a psychologist, who recruited parents for this study. If
the inclusion criteria were fulfilled (Table I), parents were
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Table I. Inclusion criteria.

— Parents who could speak and understand Norwegian, need not be
ethnic Norwegians. During the inclusion period, this criterion was
changed to include all parents (no restrictions on language) due to
low participation. If parents could not speak Norwegian, an
interpreter would be present at the interview.

- The child had to be under the age of 12 years. The Norwegian
“Barnelova” (The children’s law) § 31 states that a child who has
turned 12 years must say its opinion about decisions regarding
personal matters (Barnelova, 1981). If the child were to be 12 years
or above, the child would also need to be interviewed which would
change the aim of this study.

— The children and parents had to be hospitalised for a minimum
24 hours to have the experience of being at the ward.

— The burn injury had to be caused by an accident. Any burn injuries
caused deliberately should not be included.

informed about the study and invited to participate.
Thirty invitations were handed out (27 in Norwegian
and 3 in English). The first author, who is a former burn
care nurse, contacted all parents who consented to parti-
cipate, and dates were set for an interview.

2.4. Data collection

The first author conducted all face-to-face interviews
(Table 1) from April 2017 to July 2018. Sixteen inter-
views were completed. There was no need for an
interpreter as parents managed to express them-
selves. Parents decided themselves whether they
wanted to be interviewed together (n = 12 parents)
or separately (n = 10 parents) and where the interview
should take place. All parents appreciated, and some
were even thankful, for the opportunity to participate
in this study and share their experiences. The semi-
structured interview guide used had been tested on
four parents who were part of user involvement in

Table II. Characteristics regarding the interviews (n = 16).

research (these interviews were not included in the
analysis). The main topics in the interview guide were
how the parent(s) experienced being at the burn
centre, how they experienced the staff members,
what was meaningful to them and if they had been
or missed being supported. The interviews were digi-
tally recorded and transcribed verbatim, 14 by the first
author and 2 by a secretary.

2.5. Data analysis

Data were managed in NVivo 12 Plus (QSR International
Pty Ltd., 2019). The transcripts were read and analysed
by the first and last author, using a Ricoeur-inspired
method (Dreyer & Pedersen, 2009). An in-depth analysis,
which resulted in a comprehensive understanding of
the lived experience, brought the researchers closer to
the parents “being in the world” (Dreyer & Pedersen,
2009, p. 65). The method consists of three steps: a naive
reading, a structural analysis and, a critical analysis and
discussion.

The first step is a naive reading, where the whole
text is read so the researcher gets an “immediate
understanding of the meaning content” (Dreyer &
Pedersen, 2009, p. 67). In our study, all interviews
were read as one text and a short narration (an A-4
page) was created from this first impression of the
text as a whole (Table Ill). This was done to show the
first analytical process.

The second step is a structural analysis, consisting of
three steps: 1) meaning-bearing units are found “What is
said in the text?”, 2) significance-bearing units are found/
created “What does the text talk about” and 3) themes are
created (Dreyer & Pedersen, 2009) (Table IV). In our study,

Duration of interviews:
Mean (min-max)

Total: 20 hours, 12 minutes and 15 seconds
Mean: 1 hour, 15 minutes and 46 seconds.

(33 minutes—2 hours and 55 minutes)

The number of days since burn injury when interviewed:
Mean (min-max)
Place of interview:

17 days (9 days—27 days)

At the hospital near the burn centre (n = 8), at a hotel (n = 2), at a local hospital (n = 1)

or in parents’ homes (n = 5).

Hospitalized or discharges:
Interviewed together or individually:

Hospitalised (n = 8) and discharged (n = 8).
Interviewed together (n = 6 interviews) and interviewed individually (n = 10 interviews)

by the choice of the parents and depending on the situation (were both parents at
the hospital together, was one at home or were they divorced?)

Table IIl. Naive reading (short version).

In the traumatic chaos following an acute accidental burn injury to a child, being transferred to a burn centre, the parents are somewhat calmed by
knowing that they will be treated by the country’s top specialists within burn care; but they are also frightened, realising the seriousness of the
situation. Arriving at the burn centre, parents meet staff members who are waiting ready to start treatment immediately. This first meeting is
particularly important for the parents as it creates a trustful and safe atmosphere. However, parents are frustrated when they cannot get specific
information about how it will all turn out or how long they have to stay. When being transferred to the burn centre, both parents want to travel
together; however, this is not always possible. Parents arriving alone long to hear news about their child, but are surprised to realise that the door
to the department is locked. They have to ring a bel for someone to come and open up. Again, they are surprised to be questioned about who
they are and to learn that they cannot sleep at the burn centre. Many fathers explain how important it is for them to be there for their wives and
support them. Therefore, they find it difficult that they cannot stay together as a family. Many parents have feelings of guilt, and they feel that staff
help them deal with this guilt. It added to parents’ stress level and workload when they experienced miscommunication among staff members and
lack of a contact person with an overview. The most important thing for parents was that their child was treated. However, expressed very
modestly, parents also wished that some of their own fundamental needs would be met. They wished to have access to a shower so that they
could clean themselves and to get a break so that they could think for themselves for just some minutes.
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Table IV. An example of the structural analysis of “3.1. Being in it together—for their child”.

Meaning-bearing units (What is said in the text?)

Significance-bearing units (What does the text talk about?)

Theme

“It's obvious that | would have had him here all the way. That's
obvious. But then they haven't arranged it so that we can be
the two of us. He didn’t get to stay with us. [....] but for my
part, then it would have been a huge support if he had also
been allowed to be there (M1)".

“The first day it was quite nice to be two, so we had a chance to
talk about it together and things like that (F3)".

“I don’t know how other parents are, but we ... we complement
each other. [...] While I'm at 100, he stays at 50, and then we
end up at 75 when there are the two of us (M12)”

“He (red. husband) has been a wingman ... (M14)".

“It costs us a lot to order tickets and everything, but now it's
important that we are together as a family (M16)".

“I think it would have done something if the family could have
been two on the room some nights [...] a family would
appreciate to be together (M17)".

“But then again, the ideal solution would be for me to sleep
here (red. at the burn centre). That would have been normal

The couples described themselves as a team complementing
one another and therefore wanted to be together during
the traumatic and chaotic situation they were in. The
couples tried to help each other and stay positive during
the difficult times. This was a way of taking care of each
other and themselves. Being together was described as
very comfortable, safe, helpful and nice, both during
the day and during the night. When they experienced the
same things, they could more easily share the burden;
and, for example, at night being only the two of them,
they went through what had happened. In that way,
being together was described as extremely valuable to
the processing of everything that had happened. Even
physically separated couples called each other using
video-calls, because having each other made it easier to
cope, and some said that their relationship became
stronger.

Being in it together—for
their child

in a perfect world (F18) “.

“I didn't want to sleep because | wanted to be with my son... all
the time. So, we changed like; he (red. husband) slept a few
hours and after that we changed (M19)".

“And | think it's much better for us, ehh, if we stay together the
whole time. And then the doctor said ‘Okay today you can,
you can stay and sleep here’, right. And both of us smiled and
that was so nice, right (F20)".

““| saw that she was in shock. She was so sad that she burned
X (red. the child) and | knew that | had to be near her. [.. ]

I wasn't allowed to stay. | was only allowed to visit. Nothing
more. But we wanted to be all of us together (F22)".

... (there are more citations).

For various organizational reasons, both parents were
seldom allowed to spend the night at the burn centre.

we started to look across the data for sections or para-
graphs to understand “What is said in the text”. Sections
were highlighted and then grouped. Each group was then
examined for “What does the text talk about”. A narration
using poetic language was generated, creating a distance
in the interpretation, where we as researchers became
more distanced from the text. As the third step, the
narrations were given names or themes, which allows
the researcher to become even more distanced from
the text. This process is not straightforward. Instead, it is
a circular movement between the three steps to ensure
that the meaning is not changed or the parents’ words are
lost. Throughout the structural analysis, there is a constant
movement between explanation and comprehension,
where one understands the whole by understanding
the parts and so on, forth and back (Dreyer & Pedersen,
2009, p. 68).

As a final and third stage, the findings from the struc-
tural analysis were critically analysed and discussed by all
authors in light of other relevant literature, research studies
and theory. Through the critical analysis and discussion, we
got an in-depth understanding of the interpreted themes:
the parents’ needs for support. This third step is integrated
in the discussion.

2.6. Ethics

This study followed the Helsinki Declaration (World
Medical Association, 1964/2013) and was ethically
approved by REC—the Norwegian Regional Committees
for Medical and Health Research Ethics (REC, 2019),

project number: 2017/54/REK. Informed consent was
obtained from all parents, and no one from the burn
centre knew who participated. All audio records were
digitally recorded and kept in a secured research server
at the university hospital. All names of individuals and
places were removed to anonymize the transcripts.

All parents were interviewed by the first author,
who was familiar with the burn centre but not with
the participants. She was particularly observant of
parental reactions during the interviews to ensure
that parents could be followed up if needed by
a psychologist. Parents who got strong emotions dur-
ing the interviews were asked if they wanted to stop
the interview (all wanted to continue) and if they
needed to talk to a psychologist (all declined).

Halfway through three of the interviews, the first author
realized that five parents had been wrongfully included
which represented an ethical problem. To respect the
parents, their shared experiences and time used, the inter-
views were continued and data from these interviews were
included for further analysis.

3. Results

Four themes showing the parents’ needs for support
were found during the analysis. These themes will be
presented in the following text.
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3.1. Being in it together—for their child

An accidental burn injury in a child was experienced
as a traumatic event by the parents. They dealt with
the burn accident together, one way or another. In
most cases, both travelled to the hospital together;
some drove while others were transported by air
ambulance or helicopter. Couples wanted to travel
together; however, it was not always possible due to
lack of space in the helicopter.

The couples described themselves as a team com-
plementing one another and therefore wanted to be
together during the traumatic and chaotic situation. “I
don’t know how other parents are, but we ... we
complement each other. [...] While I'm at 100, he
stays at 50, and then we end up at 75 when there
are the two of us (M12)". The couples tried to help
each other and stay positive during the difficult times.
This was a way of taking care of each other and
themselves. Being together was described as very
comfortable, safe, helpful and nice, both during
the day and during the night. When they experienced
the same things, they could more easily share the
burden; and, for example, at night being only the
two of them, they went through what had happened.
“The first day it was quite nice to be two, so we had
a chance to talk about it together and things like that
(F3)". In that way, being together was described as
extremely valuable to the processing of everything
that had happened. Even physically separated couples
called each other using video-calls, because having
each other made it easier to cope, and some said
that their relationship became stronger.

For various organisational reasons, both parents
were seldom allowed to spend the night at the burn
centre. Many parents were surprised about this and
found it stressful and a hassle to find other accom-
modation for one parent. For some families, this extra
expense was too costly, and only one could stay.
However, most families payed so that they could
handle the situation as a family, coming through it
together. One mother explained the scenario if they
would have been forced to choose that only one of
them stayed:

“ ... for his sake (red. the child), then dad would have
travelled. Because he is more mentally stable so that
he can handle and process ... [...] I'm more ...
mother, 100% mother. And | don’t think about any-
thing else than X (red. the child). Ehh, | would have
been sitting at home and probably been completely ..
. crazy (M12)".

Most often it was the father who slept elsewhere, for
instance, in a nearby hotel or with relatives. The fathers
said it was unpleasant not being hospitalised with the
mother and the child. “It was quite sad to feel a little
unneeded (F8)". The fathers wanted to be support per-
sons who were present and could help, also during the

night. One father was described as a wingman; one who
was there on the side, but present to step in when
needed. Some fathers explained that it would be better
for both of them to stay together because they were not
so easily stressed as their wives. “I saw that she was in
shock. She was so sad that X (red. the child) got burned
and | knew that | had to be near her (F22)". Being together,
they could also relieve each other by taking turns. One
parent was so afraid to lose her child that she could only
sleep with her husband present.

Sometimes, one parent had to leave to go home
for various reasons such as tending to other children,
work, getting extra clothes, etc. Being alone at the
burn centre was experienced as stressful, energy-
consuming, sad, tough and as putting extra pressure
on the one parent who stayed, especially during the
first days, the acute phase. They were longing for their
partner and found it hard to deal with everything on
their own.

Parents with more than one child felt divided
between their need to care for the hospitalised child
and for their child/children at home. In some families,
the siblings visited the hospital. But for some it was
too expensive, and they communicated using video-
calls from home. It burdened the parents not to meet
their other child/children during the hospitalisation.

The parents wanted to be there for their child;
even parents who were divorced. They were also in
it together as parents to the same child, but had no
desire to be at the burn centre together with the
other parent. Divorced parents with less good contact
acknowledged that the other parent needed to be
around the child, but were exhausted to be around
the other parent the whole day, every day. For some,
the situation was even more challenging when the
staff mistakenly thought that they were still married
and treated them as a couple. This made the parents
irritated, frustrated and unsure if the staff knew about
their situation.

3.2. Being taken care of by professionals makes
you feel calm and safe

Upon arrival at the burn centre, many parents described
themselves as terrified, alert, sleep-deprived, exhausted,
stressed and filled with fear. However, as soon as they
were finally there, they relaxed, knowing they were at last
with burn specialists. The parents were really moved see-
ing so many people waiting for them and they felt priori-
tised and taken care of.

“ ... we were greeted by a whole team up there who
knew that we were coming. They had made every-
thing ready to start treatment on her (red. the child)
immediately. You felt in a way very safe at once you
entered the department (F4)".
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The way the parents were met upon arrival was high-
lighted as particularly important and described as
“accommaodating” or ‘being cared for”. They felt met and
seen as staff greeted them in an open way, introduced
themselves and told what they were going to do. Parents
felt comfortable, relaxed and cared for when staff listened
to them, answered their questions and were always
patient with them. They experienced staff members as
trustful, helpful, self-confident, skilled, calm and caring, all
of which made them trust the staff to care for their child.
“I've said to everyone that it's angels in hospital coats that
work here (laughs) (M16)”. What the parents experienced
as particularly important was that staff were there for
them no matter how busy the department was. “And
you feel that they have enough time to answer, that it
isn't just a production line (M1)". Having or taking the time
to listen and answer questions was of importance to the
parents.

Some parents were reassured by the staff that
things would be fine even though they were not
promised anything by the staff. Others calmed down
as they saw how medical equipment was removed
from their child such as a respirator, intravenous
fluids, urine catheter and other cables. They were
happy to hear that the child did not need it anymore
and reassured that it might not be so bad after all.
“And it was very nice when | came in: they had
removed it all, catheter and surveillance and cables ..
. except that they had given her a feeding tube. And
when | came in, my wife was standing holding her in
her arms without all the cables. That meant a lot (F8)".

When fathers did not arrive together with their
child, they were very happy and emotional finally to
arrive, longing to hear news about their child. When
reaching the burn centre, they were astonished to
realize that they had come to a locked door where
they had to ring a bell for someone to lock them in
and on top of that hear: “It's not possible for you to
sleep here. There is only room for one relative (F18)".
After all, they were happy to be reunited with their
family; but at the same time, it was experienced as
shocking and frightening to enter a room full of unfa-
miliar people without knowing what was happening
or how the child was doing.

Nearly all parents had feelings of guilt upon arrival,
including those who were not present when the accident
happened. “No matter what, you feel guilty for not being
able to protect your child, which is the most important
task you have. And then it is the most vulnerable person,
the youngest person in the family who gets to suffer the
worst consequences (M16)". The way staff members
reacted and approached their feelings of guilt meant
much to the parents. Staff members told them that they
should not blame themselves or ruminate about it; that it
was not their fault; that they were not the only one who
had experienced that their child got burned. “I really felt
that | had done something terribly wrong. The doctor

from the emergency department, he really placed all the
guilt on me. And that was the first thing they said at the
burn centre: These things happen. And it can happen to
anybody’ (M10)". Some parents, though, got puzzled and
felt uneased if staff raised the topic suddenly and without
context; but after a while, they accepted that doing so had
had a helping effect. However, not all parents were open
enough to share their feelings, and they suffered alone.
Even though family members tried to address the topic, it
made a difference hearing it from the staff. “Someone that
really tells you: ‘It's normal to have these feelings, and in
time they will ... disappear. It will not entirely disappear
forever, but ... it will get easier in time ... and then it
actually isnt your fault’ (M12)". Furthermore, it helped to
talk to other parents at the department.

3.3. Trying to have some control in an uncertain
situation

The parents got really frustrated when they did not know
what was going on or what to expect next. In their chaotic
and uncertain situation, they wished to have concrete
information to hold on to. Being informed made them
understand what was happening, made them more opti-
mistic and unworried and not so afraid of bad news. “But
here we get to talk to the doctor straight away, and that's
really great. It makes it much safer as a mother (M14)".
When they experienced that staff were honest with them,
whether they delivered positive or less positive informa-
tion, they trusted them more and felt safe. Parents who
had received a “Welcome to the burn centre”-pamphlet
containing information about the department’s routines
when they arrived felt calmer and better prepared for
what to expect. This made it easier to ask the doctor
about things they wondered about or did not under-
stand. Divorced parent with less good contact did not
share all information, resulting in the fathers still being
stressed and lacking information. A stepfather felt that his
presence and existence went unrecognised, as he was not
a legal parent of the child. Many parents felt that there
was a lack of structure, and they felt alone and had to
spend enormous amount of energy trying to get an over-
view of the situation. Many experienced that staff mem-
bers gave contradicting information, which made them
confused, irritated, despairing and hampered their ability
to navigate the information given. They wished for some
standard information about the department but also
information about burn injuries, and some searched the
Internet but were unsure which information to trust. Not
getting any information after wound treatment or surgery
made parents impatient, frustrated and scared that some-
thing was wrong.

“There was very little information. Both before and after
wound treatment and when they transplanted some skin
and we were at the recovery and we were there to pick
him up. | talked to the anaesthesiologist ... he wouldn’t
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say anything because he wanted the surgeon to say it.
But the surgeon didn’t come (F9)".

Upon arrival as well as during hospitalisation, they wanted
to know when they were being discharged. Getting con-
tradicting information about this, parents became scared
that the situation might be worse than they had thought
and unsure whether the staff were withholding informa-
tion from them. One couple had mistakenly been told
that they had to stay for another 12 days, just to find out
that they got discharged the following day. This made
them distrust the staff; and when staff could give them no
specific departure date, parents got frustrated, disap-
pointed, sad, unsure or angry. “And | asked ‘Well how
long do we have to stay here?. ‘Yes at least 10 days
more, because 20 days is standard procedure’. [...] well
| feel like I'm never coming home, because they say so
many different things (M10)”. When staff members told
them about the process of wound healing, they could
more easily relax and accept the uncertainty of departure
even though they got irritated. “Even though it makes it
difficult to plan, it would have been nice to know (red.
when to go home), yes (M1)".

Some parents, though, were better at taking one day
at a time, whereas not knowing really affected other
parents. Being informed about the time of discharge
and future caring tasks at home made them more relaxed,
calm, safe and secure of their role, and gave them time to
think everything through, prepare questions and focus on
the tasks ahead. However, receiving this information on
the day of discharged was experienced as extremely
stressful. Even though they were happy to hear that
they could finally go home, abruptness of discharge
made them unsure what was going on or if they had
been forgotten. Many also forgot to ask questions and
to get all the papers they needed, even though they had
both questions and worries.

“Maybe they could have had some kind of end-
conversation or recap. [..] Because my version
might quite certainly be different from the staff mem-
bers’ version, just so that we, in a way are on the
same page (M15)".

3.4. Getting time to be yourself and see to
personal needs

Although parents were happy to be at the burn centre,
they found that being hospitalised was a strenuous
experience. The burn centre was not like other hospital
departments; parents described it as being isolated and
with very strict hygienic rules. “One door, two doors, a lot
of disinfectants, on with clean cloaks, off with that and on
with that (breathes heavily). Ahhh ... help (M12)". In the
first acute phase, they appreciated all the care and the
kindness when they were being brought things; but after
a while, they became a little passive. The parents had to
adapt to the rules and routines of the department, which

some of them found really hard. “And THEY are the one
who must get us some food [...]. And we're not ... help-
less. We can manage OURSELVES. ‘Well, then, we better
follow their schedule’ | think it's very much, it's like being
in a prison (M17)". They wished to do everyday chores
while hospitalised, a way to gather energy. One couple
changed weekly, as one stayed at the hospital and the
other at home. “It has been so nice for me to be at home
with our daughter and then come back with recharged
batteries (M16)”.

The parents longed to get just a small break, for
instance, to get a cup of coffee and think about
something else, but it was hard to ask for it them-
selves. “Not like they had to take the child for hours,
but just 10 minutes here and there if one had to some
small errand (M15)”. They did not want to be
a burden, to be perceived as too demanding when
asking for time alone. However, only few parents
experienced that staff could babysit the child to give
them a small break. “She asked, ‘Is there anything
| can do for you'? And | felt like screaming (red. gets
a wobbly voice and almost cries). But | didn't, | kept in
within me. She was the first one in 16 days who had
asked me (M17)". The parents highlighted how impor-
tant it was for them to get out, and, for instance,
exercise so that they could let go of their feelings.

When parents were offered personal time to eat,
drink and maintain personal hygiene, they were really
touched and felt treated with dignity and as a human
being. Getting time to eat while the child was under-
going wound treatment in anaesthesia or taking
a shower was also extremely important. Only few
parents were offered to use the staff shower in the
hallway, as there were none in the patient’s rooms.

“I REALLY missed to be offered a shower. | was
CERTAINLY not clean all those days; [...] | didn't feel
that | could, | couldn’t leave him, [...]. But what | did
was, while he was being operated, then | washed my
hair in the sink (laughs). | was quite desperate
(laughs) (M15)".

The parents were happy that staff offered to wash
their clothes in the department’s washing machine,
especially when acute transferred to the burn centre.

The days at the burn centre were experienced as
“very long (M1, F8, F13, M15, M16)", and the parents
tackled this differently. Some had brought books,
computer, mobile phones or kept a diary. Others
relaxed in the patients’ living room at the burn centre.
Those who had a television on the room were happy
to be entertained. Meeting the hospital clowns was
also a possibility to get a pause from everything. “It's
not something that takes a long long time, but all of
a sudden, for 15 minutes, you forget that you're at the
hospital (M12)". Parents talking about the clowns
smiled and laughed as they were retelling what the
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clowns did. The hospital clowns gave them a positive
experience.

When someone had time to sit down and drink a cup
of coffee together with them, talking about everything
and nothing, they felt that others took interested in their
life and in them as a person. One way of getting a chance
to talk things through was seeing the psychologist or a
social worker. Many parents had also contacted
a psychologist in their hometown. Some mothers staying
alone at the burn centre got help from their own mother
who came and stayed nearby the hospital. Having their
mothers there was experienced as a kind of self-therapy.

3.5. Overall comprehensive understanding

All four themes create a comprehensive understand-
ing showing the parents’ fundamental needs to be
seen and treated as a unique individual. Parents need
to be together with their partner during a traumatic
experience, they need to feel safe in the hands of
professionals, and they try to cope in an uncertain
situation and to see to their own fundamental needs.

4. Discussion

Our results show that parents’ need for support was
very much an existential need. In the face of the
difficult situation following a paediatric burn injury,
they wanted to be taken care of as a whole family and
feel safe in the hands of professionals in order to be
there for their child. This, in turn, was closely linked to
being informed about the child’s condition and treat-
ment and about routines and future prospects. Not
least, parents wanted the opportunity to take care of
their own fundamental needs in terms of hygiene,
food, adequate rest and activities.

We found that being together to support each other
was a prime need for couples of burn-injured children.
The traumatic situation of having a burn-injured child was
handled as a team by couples; and they had a strong need
for being together both during the transfer to the burn
centre and during their stay, day and night. Being sepa-
rated was therefore hard and challenging. The need to
face challenges as a team has also been reported in two
other Australian and Indian studies of parents of burn-
injured children (McGarry et al,, 2015; Ravindran et al,
2013b), implying that this is fundamental to parents
rather than a culturally determined need. Our data also
show that divorced parents had other needs than cou-
ples. They still needed to be together with the child but
not with the other parent. This particular need and the
challenges involved in treating divorced parents seem
not to have been discussed in the burn literature.
However, previous studies of critical care settings have
described that staff should be aware of divorced couples
if major differences or conflicts still exist when decisions
are made regarding the patient (Leon & Knapp, 2008). Our

results highlight that being treated as a family strength-
ens parents, which is in line with family-centred care
(FCCQ). FCC means caring for both the child and its parents,
using the four concepts: “respect, dignity, information
sharing, and participation and collaboration” (Foster
et al, 2016, p. 432). Staff should have time to listen to
and answer parents’ questions, as this study shows. Years
ago, FCC was implemented as a philosophy within pae-
diatric nursing (Harrison, 2010), and parents of hospita-
lised children have reported overall positive experience
with FCC (Arabiat et al.,, 2018). This perspective should
also be highly relevant for burn centres treating children.
Parents should therefore be included in the care.

Parents with more than one child had a double
responsibility as they had to care not only for their
hospitalised child but also for the child/children at
home. For some, this was difficult to balance in
a good way, and not being able to be both places
could add to their feelings of guilt. Staff members
should be aware of the parents’ worries and support
them to maintain contact with their family at home.

Our data suggest that parents need to talk not only
about feelings of guilt, but also about how to deal
with these feelings. In the present study, parents’
willingness to share their feelings and thoughts
seemed to be linked to how safe they felt in the
care of burn staff members. Parental feelings of guilt
seem to be common in relation to paediatric burn
injuries (Kornhaber et al,, 2018; Sveen & Willebrand,
2018) and critically ill children (Engstrém et al., 2015).
The present study shows that the way staff members
approached the topic was pivotal. Hence, staff can
either make parents feel worse by assigning guilt to
them or make them feel better, helping them by tell-
ing them that accidents do happen. When parents are
assigned guilt for their child’s injury, their belief in
themselves as good parents weakens, as also reported
in another study (Ravindran et al., 2013b). Staff mem-
bers should recognise their influence on parents’ feel-
ings of guilt.

Another main finding of the present study is that
parents felt a strong need to gain some control by
getting information. Getting information either from
a written welcome pamphlet or by talking with the
staff made parents feel calm, safe, less afraid, pre-
pared and more trusting. Not being informed, getting
contradicting information or not being answered, on
the other hand, made them feel frustrated, angry,
stressed, scared, impatient, irritated and despairing.
Our findings here echo those of a study of parents
to children in an intensive care unit in which parents
felt calmer the more information they got; and more
stressed, insecure and afraid when they received no
information (Engstrom et al., 2015). A need for infor-
mation shortly after wound treatment and operations,
as well as being well prepared and informed about
discharge, was an important finding in our study.
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A study from 2008 investigating how to involve family
systems in critical care nursing found that family stress
lowered when information was provided continuously
(Leon & Knapp, 2008). Information given in continuous,
frequent and small portions was more easily absorbed by
parents (Engstrom et al., 2015). The legal right to receive
information differs if you are a parent or a stepparent.
Knowing how modern family structures vary, we find that
more emphasis should perhaps be devoted to steppar-
ents’ information needs.

In the present study, getting time to see to one’s own
fundamental needs such as having time to eat, drink,
clean oneself, do some exercise, talk, laugh and have
a break were essential for parental wellbeing. This can
seem like a very natural thing, and maybe so natural and
fundamental that it is easily forgotten or overlooked. It
might be worth reminding ourselves of Maslow’s hierar-
chy of human needs, according to which basic physiolo-
gical needs have to be fulfilled before catering for higher
ranked needs like safety, love and belonging, esteem, and
self-actualisation (Jackson et al., 2014; Mohammadhossini
et al,, 2019). Henderson and Orem have also described
fundamental human needs, and they added a number of
important aspects such as keeping the body clean and
well-groomed; communicating by expressing feelings,
needs, fear, etc; playing or participating in different
kinds of entertainment; and balancing between being
alone and having social contact (Henderson, 1964;
Orem, 1971). Our data showed that parents needed to
talk to both staff members and other parents, which has
also been described elsewhere (Engstrom et al, 2015;
Heath et al, 2018). However, our data also displayed
a parental need for some time alone to see to personal
needs, which seems not to have been addressed in prior
burns research. Our analysis revealed that a burn centre
can give parents a feeling of being isolated or in prison.
Other studies also found that being in the strict hygienic
environment of an intensive care unit, the parents felt
isolated and focused only on their child, making them
neglect some of their basic needs (Foster et al., 2016;
Heath et al.,, 2018).

4.1. Strengths and weaknesses

To ensure complete reporting of all relevant matters
and to enhance trustworthiness and transparency, we
used two guidelines for qualitative research (O'Brien
et al,, 2014; Tong et al, 2007). Trustworthiness and
transparency were strengthened by using verbatim
transcription, a meticulously described step-by-step
analysis and by justifying the findings using citations
with the parents’ own words.

Another important strength of the present study is
that 45% (n = 10) of the parents were fathers or father
figures. Even though the mother is considered the main
caregiver in some cultures (Ravindran et al.,, 2013a), it is
important to take the fathers’ perspectives into account.

Parents were included consecutively, and by pure chance
they displayed much variety, for example, in terms of
nationality, sex, parental role and length of stay. This
diversity is seen as a further strength. Purposeful sampling
was not possible and is a shortcoming of the present
study. However, as we included patients hospitalised at
a burn centre; there is little doubt that all burn injuries
were severe and that the parents had rich experiences to
share. The divorced parents added knowledge about the
need for equal treatment of parents, especially when
communicating about sensitive issues, that the parents
may find difficult to discuss between them. The stepfather
also highlighted an unnoticed problem of how steppar-
ents are met and treated. Further studies should investi-
gate if these experiences were just a single case or a more
general problem. Even though this study targeted par-
ents of burn-injured children, some of their experiences
and the study findings in general may be comparable to
those of parents of children suffering from critical illness.

Five parents were wrongfully included as their stay
lasted less than 24 hours. This challenged our preun-
derstanding, yet turned out positive as the parents
were included in the study and contributed with
important experiences that would otherwise not
have been reflected in the material.

5. Conclusion

In this study, we explored parents’ lived experiences of
their need for support when having a child admitted to
a burn centre. In the context of facilitating their positive
contribution to their child’s treatment and recovery while
hospitalised at a burn centre, they had different needs for
support. However, they all shared a need to be cared for
as one whole family, including siblings at home, facing
the situation as a team while supporting each other. At
the same time, they needed support from the multidisci-
plinary burn team; they needed help in dealing with their
feelings of guilt and they needed information to gain
some control over the situation and to be informed
about their child’s condition and treatment and about
routines, discharge and future prospects. They also
needed breaks during the day to see to their own funda-
mental needs in terms of hygiene, food, adequate rest
and activities, and to recharge their batteries. Our study
shows that it seems essential that healthcare providers
focus on the family as a whole when a child is hospitalised
and treated for a burn injury.

6. Implications

Based on this study, some advice can be given to
burn centres treating children. A strategy on how to
welcome, treat and discharge parents is needed.
When possible, both parents should be transferred
together and allowed to stay together both during
the day and during the night. It should also be
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considered to assign a contact person to each family
to ensure correct information; and to consider which
kind of information to give and in which form. Further
suggestions include ensuring some predictability and
offering daily breaks where the staff look after the
child to ensure that parents have time for personal
hygiene and rest. Having hospital clowns at burn
centres can offer relief, making parents momentarily
laugh and forget about the situation. A multi-
disciplinary approach is needed to support parents
after a burn accident in their child.
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Appendix I

Information letter to staff members (in Norwegian)



Parent experience of burn injury in their child and perceived needs for support during hospitalization at a burn
care centre

UNIVERSITETET I BERGEN

FORELDRES ERFARINGER MED
BRANNSKADER OG BEHOV FOR ST@TTE
PA EN BRANNSKADEAVDELING

Dette e et sporsml 1l deg som arbeicer ved! . o~

delta i et forskningsprosjekt som omhandler foreldre til brannskadde barns behov for stgtte gjennom
oppholdet.
En alvorlig brannskade hos barn innebzaerer en betydelig belastning for hele barnets familie. Foreldre far store
endringer i sine omsorgsoppgaver for barnet, og mange vil i tillegg veere utsatt for stressreaksjoner som kan
pavirke livene og foreldrerollen under og i etterkant av sykehusoppholdet. Hensikten med denne studien er a
fa pkte kunnskaper om foreldres behov, for deretter a utvikle et program som sikrer foreldre til brannskadde
barn optimal omsorg og stgtte. Bade foreldre og medlemmer i brannskadeteamet vil bli invitert til & delta i
studien.
Studien er et PhD prosjekt. Prosjektet er et samarbeid mellom || GcNcNENENIIIIIE
_; Institutt for Global helse og Samfunnsmedisin, Universitetet i Bergen; Institutt for
sykepleiefag, Hggskulen pa Vestlandet og Aarhus Universitet, Danmark.

er forskningsansvarlig institusjon. PhD-stipendiat Lina S. D. Lernevall er prosjektleder.

HVA INNEBZRER PROSJEKTET?

Du vil bli intervjuet i et fokusgruppeintervju sammen med 6-8 andre kollegaer fra ]
(eksempelvis sykepleier, plastikk-kirurg, psykolog, sosionom og fysioterapeut). Spgrsmalene vil omhandle
erfaringer dere har relatert til omsorgen og behandlingen av barn, og hva foreldre til brannskadde barn

trenger/har behov for i den akutte fasen fra personalet som jobber pa _

To fra forskningsgruppen, en intervjuer og en sekretzaer, vil veere tilstede under gruppediskusjonen,
men det er dere som deltar, som er aktive i diskusjonen.

Det vil bli anmodet om taushetsplikt innad i gruppen. Fokusgruppeintervjuet vil bli tatt opp pa digital
lydopptaker og vare 1-2 timer.

| prosjektet vil vi ogsa be om noen bakgrunnsopplysninger om deg som: profesjon, alder, kjgnn, yrkeserfaring

Side 1/ 4 (Informasjonsskriv til JJl-ansatt. Intervju.docx)



Parent experience of burn injury in their child and perceived needs for support during hospitalization at a burn
care centre

MULIGE FORDELER OG ULEMPER

Ved a delta vil du fa anledning til & bruke dine kunnskaper og erfaringer fra behandlingen av brannskadde barn
og foreldre og drgfte deres behov for profesjonell stgtte sammen med kolleger. Med din viten og erfaring vil du
bidra til & hjelpe fremtidige foreldre til brannskadede barn og gke kunnskapen hos de ansatte.

Ulempen er at det kan fgles vanskelig a avsette den ngdvendige tiden til dette nar dagene er opptatt med
mange gjgremal. Det vil ikke ha noen konsekvenser for din videre ansettelse om du velger a delta eller ikke.

FRIVILLIG DELTAKELSE OG MULIGHET FOR A TREKKE SITT SAMTYKKE

Det er frivillig a delta i prosjektet. Dersom du gnsker a delta, undertegner du samtykkeerklaeringen pa siste side
og skriver dit telefonnummer, og sender mail til prosjektleder Lina S. D. Lernevall. Husk & ta med denne
samtykkeerklaering til intervjuet. Du kan nar som helst og uten a oppgi noen grunn trekke ditt samtykke.
Dersom du trekker deg fra prosjektet, kan du kreve & fa slettet innsamlede opplysninger, med mindre de
allerede er inngatt i analyser eller brukt i vitenskapelige publikasjoner. Dersom du senere gnsker a trekke deg
eller har spgrsmal til prosjektet, kan du kontakte:

Prosjektleder: PhD-stipendiat, sykepleier Lina S. D. Lernevall

Mobil: I lc- N
E-mail: [ ' - I

Medveileder: Fgrsteamanuensis, intensivsykepleier Asgjerd L. Moi
Mobil: NN
E-mail: I

HVA SKJER MED INFORMASJONEN OM DEG?

Informasjonen som registreres om deg skal kun brukes slik som beskrevet i hensikten med studien. Du har rett
til innsyn i hvilke opplysninger som er registrert om deg og rett til 3 fa korrigert eventuelle feil i de
opplysningene som er registrert.

Alle opplysningene vil bli behandlet uten navn og fgdselsnummer eller andre direkte gjenkjennende
opplysninger. En kode knytter deg til dine opplysninger giennom en navneliste.

Prosjektleder har ansvar for den daglige driften av forskningsprosjektet og at opplysninger om deg blir
behandlet pa en sikker mate. Informasjon om deg vil bli anonymisert eller slettet senest fem ar etter
prosjektslutt.

Lydfiler destrueres ved projektslutt og transkriptene oppbevares avidentifisert pa forskningsserver,-

OPPF@LGINGSPROSJEKT

Det kan veere at fokusgruppeintervjuene skal gjentas i fremtiden. Da vil du bli kontaktet igjen og invitert til
deltakelse i nytt intervju. Det er valgfritt om du vil delta.
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GODKJENNING

Prosjektet er godkjent av gverste ledelse ved_
I o: Resional komite for medisinsk og helsefaglig forskningsetikk, Saksnr. hos REK:
2017/54/REK vest.

Side 3 / 4 (Informasjonsskriv til-—ansatt, Intervju.docx)



Parent experience of burn injury in their child and perceived needs for support during hospitalization at a burn
care centre

SAMTYKKE TIL DELTAKELSE | PROSJEKTET

JEG ER VILLIG TIL A DELTA | PROSJEKTET

Jeg skriver samtidig under pa at jeg har fatt skriftlig og muntlig informasjon om dette forskningsprosjekt.

Sted og dato Deltakers signatur

Deltakers navn med trykte bokstaver

og telefonnummer

Jeg bekrefter a ha gitt informasjon om prosjektet

Sted og dato Signatur

Rolle i prosjektet

Side 4 / 4 (Informasjonsskriv til-ansatt. Intervju.docx)






Appendix IT

Information letter to psychologists (in Norwegian)



Til PSYKOLOGENE
Mars 2017

Informasjonsskriv til deg som er psykolog tilknyttet ||| G

Kort resyme om hensikten med studien:
Prosjektet fokuserer pa foreldre som kommer inn pé et brannskadesenter med deres brannskadde

barn (under 12 ér). Formalet med studie er & forstd hva foreldrene trenger i den mest akutte fasen fra
det multi-disiplinare behandlingsteamet, og & utarbeide en konkret strategi for foreldrestotte.
Foreldrene vil bli intervjuet om sine erfaringer to-tre uker og tre maneder etter skaden har skjedd.

Dere psykologer tilser alle foreldre til brannskadede barn og skal sta for & inkludere foreldre til
studien. Nar dere meter foreldrene, ber vi dere om & tenke over om en eller begge foreldre kan
inkluderes i denne doktorgradstudien.

Vi gnsker a intervjue ca. 20 foreldre (altsé foreldre til minimum 10 barn), og vi vil gi beskjed til
dere, nar vi har oppnéadd det enskede antallet.

InklusjonsKkriterier:
o Kan foreldrene snakke og forstd norsk (trenger ikke vare etnisk norsk).
e Har foreldrene et barn under 12 ar innlagt med brannskade pé [ R NRNRNRNEE
(barnet ma som minimum ha veert innlagt i minst 1 degn pa || EEGzGzNGD)
e Har foreldrene et brannskadet barn, der skaden skyldes en ulykke. (De familier der skaden
er pafert barnet skal ikke inngé i studien.)

Fremgangsmite:
1) Dere tilser alle foreldre til barn som blir brannskadet.

2) Oppfyller en eller begge foreldre inklusjonskriteriene?

3) Hvis de oppfyller inklusjonskriteriene skal dere forteller kort om denne studien og utlevere
konvolutt med informasjon til foreldrene. I en stor || I konvolutt ligger
informasjonsskriv og en ferdig frankert svarkonvolutt adressert til medveileder Asgjerd L.
Moi.

4) Dere skal fortelle foreldrene at dersom de ensker a delta skal de undertegne
samtykkeerklaeringen pé siste side og skriver deres telefonnummer, og sende dette i den
ferdig adresserte og frankerte svarkonvolutten.

5) De som egnsker & delta vil deretter bli kontaktet av doktorgradsstudent Lina S. D. Lernevall,
og det vil bli avtalt dato for intervju pa dertil egnet sted pa [l eller pa pasienthotellet.

6) Dere skal notere ned hvor mange dere utleverer informasjonsbrev. (Slik vi kan se hvor
mange av de inviterte, som gnsker & delta).

Be foreldrene & kontakte Lina S. D. Lernevall hvis de har spersmal.

Prosjektleder: PhD-stipendiat, Sykepleier med tidligere erfaring fra _,

Master of Science in Nursing Lina S. D. Lernevall

E-mi: I -
Mobil: I

_ SRR




Til PSYKOLOGENE

Skal foreldre inviteres til PhD’en eller ikke?

Inklusjonskriterier:

1) Kan foreldrene snakke og forstd norsk
(trenger ikke vere etnisk norsk).

2) Har foreldrene et barn under 12 &r innlagt
med brannskade pi [IIIBBE (barnet ma
som minimum ha vert innlagt i minst 1
dogn pé NN

3) Har foreldrene et brannskadet barn, der
skaden skyldes en ulykke. (De familier der
skaden er pafert barnet skal ikke inng i

studien.)

3xJA

Foreldre skal inviteres til studien

Forteller om denne studien og
utlevere konvolutt med informasjon
til foreldrene.

Skriv ned antall foreldre dere utleverer
informasjonskonvolutt til

UNIVERSITETET I BERGEN

Mars 2017
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Information letter to parents of burn-injured children (in Norwegian)



Parent experience of burn injury in their child and perceived needs for support during hospitalization at a burn care centre, 2017

UNIVERSITETET I BERGEN

FORELDRES ERFARINGER MED
BRANNSKADER OG BEHOV FOR ST@TTE
PA EN BRANNSKADEAVDELING

Dette er et spgrsmal til deg som forelder til et barn som har blitt behandlet ved _,

— om & delta i et forskningsprosjekt som omhandler foreldre til brannskadde

barns behov for stgtte giennom oppholdet.

En alvorlig brannskade hos barn innebaerer en betydelig belastning for hele barnets familie. Hensikten med
denne studien er a fa gkte kunnskaper om foreldres behov, for deretter a utvikle et program som sikrer
foreldre til brannskadde barn optimal omsorg og stgtte. Bade foreldre og medlemmer i brannskadeteamet vil

bli invitert til 3 delta i studien.

Studien er et PhD prosjekt. Prosjektet er et samarbeid mellom _, _
I nstitutt for Global helse og Samfunnsmedisin, Universitetet i Bergen; Institutt for
sykepleiefag, Hagskulen pa Vestlandet og Aarhus Universitet, Danmark.

I ' forskningsansvarlig institusjon. PhD-stipendiat Lina S. D. Lernevall er prosjektleder.

HVA INNEBZARER PROSJEKTET?

Du inviteres til @ delta i to intervju. (2-3 uker og 3 maneder etter skaden har skjedd). Om du gnsker a bli
intervjuet individuelt eller sammen som par, er etter dit eget gnske og behov. Spgrsmalene vil omhandle

erfaringer du har hatt relatert til omsorgen og behandlingen ved ||| | | | JJEEER. o< vi'ke behov for
stgtte og oppfalging du har hatt som forelder til et brannskadet barn (fra sykepleiere, leger, psykolog,

fysioterapeut, sosionom og andre).
Intervjuet vil bli tatt opp pa digital lydopptaker og vil vare 1 til 2 timer.

| prosjektet vil vi ogséd be om noen bakgrunnsopplysninger om deg som: alder, kjgnn, relasjon til pasienten,
utdanning, yrke og tidligere erfaringer med helsetjenesten.

Side 1 / 4 (Informasjonsskriv til voksne - intervju.docx)



Parent experience of burn injury in their child and perceived needs for support during hospitalization at a burn care centre, 2017

MULIGE FORDELER OG ULEMPER

Ved a delta vil du fa anledning til a gi uttrykk for dine erfaringer fra behandlingen av ditt barn og med dette
bidra til 8 gke kunnskapen om foreldre til brannskadede barns behov.

For mange vil det kunne vaere godt a fa snakke om dette, men for noen kan dette ogsa vekke til live
ubehagelige minner og sterke fglelser.

Det far INGEN betydning for behandlingen av dit barn, om du velger a delta eller ikke a delta. Ditt barn vil fa
samme profesjonelle hjelp uansett om du deltar i dette forskningsprosjektet eller ei.

FRIVILLIG DELTAKELSE OG MULIGHET FOR A TREKKE SITT SAMTYKKE

Det er frivillig a delta i prosjektet. Dersom du gnsker a delta, undertegner du samtykkeerklaeringen pa siste side
og skriver dit telefonnummer, og sender svaret med den ferdig frankerte svarkonvolutt til medveileder Asgjerd
L. Moi. Du kan nar som helst og uten a oppgi noen grunn trekke ditt samtykke. Dette vil ikke fa konsekvenser
for den videre behandling av dit barn.

Dersom du trekker deg fra prosjektet, kan du kreve a fa slettet innsamlede opplysninger, med mindre
opplysningene allerede er inngatt i analyser eller brukt i vitenskapelige publikasjoner. Dersom du senere gnsker
a trekke deg eller har spgrsmal til prosjektet, kan du kontakte:

Prosjektleder: PhD-stipendiat, sykepleier Lina S. D. Lernevall
Mobil: - - I
e —m

Medveileder: Fgrsteamanuensis, intensivsykepleier Asgjerd L. Moi
mobil: I
e-mail: |

HVA SKJER MED INFORMASJONEN OM DEG?

Informasjonen som registreres om deg skal kun brukes slik som beskrevet i hensikten med studien. Du har rett
til innsyn i hvilke opplysninger som er registrert om deg og rett til 3 fa korrigert eventuelle feil i de
opplysningene som er registrert.

Alle opplysningene vil bli behandlet uten navn og fgdselsnummer eller andre direkte gjenkjennende
opplysninger. En kode knytter deg til dine opplysninger giennom en navneliste.

Prosjektleder har ansvar for den daglige driften av forskningsprosjektet og at opplysninger om deg blir
behandlet pa en sikker mate. Informasjon om deg vil bli anonymisert eller slettet senest fem ar etter
prosjektslutt.

Lydfiler destrueres ved projektslutt og transkriptene oppbevares avidentifisert pa forskningsserver,-
OPPF@LGINGSPROSJEKT

Vi ber ogsa om a oppbevare navneliste og de innsamlede intervjuene i 5 ar med tanke pa en eventuell
oppfalgingsstudie. Da vil du bli kontaktet og invitert til 3 delta igjen. Det er valgfritt om du vil delta i en
eventuell oppfglgingsstudie.

Side 2 / 4 (Informasjonsskriv til voksne - intervju.docx)
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BKONOMI

Dersom du ved senere intervju (etter de to planlagte intervjuene) skal reise til intervjuet vil du fa
reisegodtgjgrelse.
Dette forskningsprosjekt er gkonomisk stgttet av Helse-Vest RHF.

GODKJENNING

prosekieter godent avaverse edeise veo
_ og Regional komite for medisinsk og helsefaglig forskningsetikk, Saksnr. hos REK:
2017/54/REK vest.
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SAMTYKKE TIL DELTAKELSE | PROSJEKTET

JEG ER VILLIG TIL A DELTA | PROSJEKTET

Jeg skriver samtidig under pa at jeg har fatt skriftlig og muntlig informasjon om dette forskningsprosjekt.

Sted og dato Deltakers signatur

Deltakers navn med trykte bokstaver

og telefonnummer

Jeg bekrefter a ha gitt informasjon om prosjektet

Sted og dato Signatur

Rolle i prosjektet

Side 4 / 4 (Informasjonsskriv til voksne - intervju.docx)






Appendix IV

The interview guide for the focus group interviews with staff members and leaders

(in Norwegian)






Intervjuguide — Fokusgruppeintervju med ansatte

1. Forst tar vi en runde, hvor alle presenterer seg selv
— Navn, profesjon og hvor lang tid du har jobbet med brannskader. Dette er for & registrere
stemmen din pa opptakeren.

2. Saer det dere, som skal snakke sammen. Kan dere beskrive, hva dere mener er viktig for &
stotte og hjelpe foreldre til brannskadde barn?
(Hva trenger foreldre til brannskadde barn i den akutte fasen, den forste tiden pa
brannskadeavdelingen?)

3. Beskriv en situasjon som du synes var s&rlig flott i forhold til stette til foreldre med

brannskadde barn? Hva opplevde du som betydningsfullt i situasjonen?

Buffer (Brukes kun eventuelt hvis samtalen gar tregt):

4. N4 skal dere beskrive det dere mener har betydning i stetten til foreldre til brannskadde
barn?
Beskriv gjerne sé detaljert som mulig.

5. Saskal dere beskrive det dere mener personalet kan bli bedre pé i forhold til & stette foreldre
til brannskadde barn?
Beskriv gjerne sé detaljert som mulig.

6. Hva er betydningsfullt for deg nér du gir stette til foreldrene?

7. Hyvis dere skulle lage en intervensjon for 4 stette foreldre til barn med brannskader, hva ville

dere da legge vekt pa?

Debrifing:
Nar er intervjuet snart slutt og jeg vil gjerne here, om noen av dere har en avsluttende kommentar?

Avslutningsvis lurer jeg pa hvordan det har veert & delta i dette intervjuet?






Appendix V

The interview guide for the semi-structured interviews with parents of burn-injured

children (in Norwegian)
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Appendix VI

The interview guide for the semi-structured interviews with parents of burn-injured

children at their three-month follow-up appointment (in Norwegian)
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Appendix VII

Ethical approval of the research project by the Norwegian Regional Committees for

Medical and Health Research Ethics (REC) — 01.03.2017 (in Norwegian)



b: REGIONALE KOMITEER FOR MEDISINSK 0G HELSEFAGLIG FORSKNINGSETIKK

Region: Saksbehandler: Telefon: Var dato: Var referanse:
REK vest Anna Stephansen 55978496 01.03.2017 2017/54/REK vest
Deres dato:
10.01.2017

Var referanse méa oppgis ved alle henvendelser

Lina S. D. Lernevall
|

2017/54 Foreldres erfaringer med brannskader og behov for stgtte pa en brannskadeavdeling

Forskningsansvarli: [

Prosjektleder: Lina S. D. Lernevall

Vi viser til sgknad om forhdndsgodkjenning av ovennevnte forskningsprosjekt. Sgknaden ble behandlet av
Regional komité for medisinsk og helsefaglig forskningsetikk (REK vest) i mgtet 09.02.2017. Vurderingen
er gjort med hjemmel i helseforskningsloven (hfl.) § 10, jf. forskningsetikkloven § 4.

Prosjektomtale

Prosjektet fokuserer pa foreldre som kommer inn pd et brannskadesenter med deres brannskadde barn
(under 12 ar). Formadlet er d forsta hva foreldrene trenger i den mest akutte fasen fra det multidisiplincere
behandlingsteamet, og d utarbeide en konkret strategi for foreldrestgtte. Foreldrene (n=20) vil bli intervjuet
om sine erfaringer to-tre uker og tre mdneder etter skaden har skjedd. Det vil ogsa bli gjennomfgrt to-tre
fokusgruppeintervju a 6-8 personer fra det multidisiplincere teamet. Basert pd opplysninger fra intervjuene
vil det utvikles 50 utsagn om foreldres oppfplgingsbehov. Utsagnene vil bli rangert (Q-sort) av 40 foreldre
som kommer til kontroll i poliklinikken maks to dr etter utskrivelsen og 40 personale fra det multidisiplincere
teamet. Deretter utvikles en intervensjon som prgves ut for nytte og gjennomfgrbarhet pd foreldre til to
brannskadde barn.

Vurdering

Forsvarlighet

Foreldre blir utsatt for langtidig stress i den akutte situasjonen nér store brannskader oppstar. REK Vest
mener at dette er et prisverdig prosjekt som vil undersgke om det er noe man kan gjgre for a stgtte foreldre i
den akutte situasjonen. Komiteen mener at studien er godt gjennomarbeidet. Studien vurderes som viktig og
forsvarlig & gjennomfgre slik den er lagt opp.

Rekruttering

Prosjektledere opplyser at det er ledelsen som skal velge ut informanter i studien. REK vest gjgr
oppmerksom pa at hovedregel om samtykke jfr. § 13 er at samtykket skal vare informert, frivillig,
uttrykkelig og dokumenterbart. Dersom forskningsdeltakeren kan anses & vere i et avhengighetsforhold til
den som ber om samtykke, at forskningsdeltakeren vil kunne fgle seg presset til & gi samtykke, skal det
informerte samtykket innhentes av en annen som forskningsdeltakeren ikke har slikt forhold til.

REK vest gjgr oppmerksom pé at personene i studien deltar frivillig og at det ikke er gnskelig & utgve noe
press overfor denne gruppen.

REK vest forstér det slik at ledelsen foreslar kandidater som har relevant erfaring det vil si, de som har

Besoksadresse: Telefon: 55975000 All post og e-post som inngar i Kindly address all mail and e-mails to
Armauer Hansens Hus (AHH), E-post: rek-vest@uib.no saksbehandlingen, bes adressert til REK  the Regional Ethics Committee, REK
Tverrfloy Nord, 2 etasje. Rom Web: http://helseforskning.etikkom.no/ vest og ikke til enkelte personer vest, not to individual staff
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jobbet med barn. Komiteen gjgr oppmerksom pa at ledelsen kan tilrettelegge for & delta i intervju i
arbeidstiden, men kan ikke palegge deltakelsen i studien. De ansatte ma fa lov til 4 velge fritt om de har lyst
til & bidra til prosjektet.

Informasjonsskrivet
Det nevnes i andre avsnitt at *....det er viktig for forelder & fa ngdvendig oppfglging og stgtte ...” REK vest
mener at dette er en hypotese som skal undersgkes gjennom studien. Setningen ma omformuleres.

Prosjektslutt og hdandtering av data

Prosjektlederen informerer at lydfiler destrueres ved prosjektslutt og transkriptene oppbevares avidentifisert
pa forskningsserver, | - K oblingsngkkel oppbevares sikkert pa forskningsserver i fem ér for
eventuell oppfglging av studien. REK har ingen innvendinger til dette.

Vilkar
Informasjonsskrivet ma revideres i henhold til komiteens merknader og sendes til REK vest til
post@helseforskning.etikkom.no.

Vedtak
REK vest godkjenner prosjektet pa betingelse av at ovennevnte vilkar tas til fplge.

Sluttmelding og spknad om prosjektendring

Prosjektleder skal sende sluttmelding til REK vest pa eget skjema senest 31.07.2021, jf. hfl. §

12. Prosjektleder skal sende sgknad om prosjektendring til REK vest dersom det skal gjgres vesentlige
endringer i forhold til de opplysninger som er gitt i sgknaden, jf. hfl. § 11.

Klageadgang

Du kan klage pa komiteens vedtak, jf. forvaltningsloven § 28 flg. Klagen sendes til REK vest. Klagefristen
er tre uker fra du mottar dette brevet. Dersom vedtaket opprettholdes av REK vest, sendes klagen videre til
Den nasjonale forskningsetiske komité for medisin og helsefag for endelig vurdering.

Med vennlig hilsen

Marit Grgnning
Prof. dr.med
Komiteleder

Anna Stephansen
Kontorsjef

Kopi ti1: I






Appendix VIII

Ethical approval of project changes by the Norwegian Regional Committees for

Medical and Health Research Ethics (REC) — 11.12.2017 (in Norwegian)



b: REGIONALE KOMITEER FOR MEDISINSK OG HELSEFAGLIG FORSKNINGSETIKK

Region: Saksbehandler: Telefon: Var dato: Var referanse:
REK vest Camilla Gjerstad 55978499 11.12.2017 2017/54/REK vest
Deres dato:
04.12.2017

Vér referanse ma oppgis ved alle henvendelser

Lina S. D. Lernevall

2017/54 Foreldres erfaringer med brannskader og behov for stgtte pa en brannskadeavdeling

Forskningsansvarlig: |

Prosjektleder: Lina S. D. Lernevall

Vi viser til spknad om prosjektendring datert 04.12.2017 for ovennevnte forskningsprosjekt. Sgknaden er
behandlet av leder for REK vest pa fullmakt, med hjemmel i helseforskningsloven § 11.

Prosjektendring

Endret antall deltakere:

Det var opprinnelig planlagt & gjennomfgre 2-3 fokusgruppeintervju 4 6-8 personer fra det multidisiplinzere
teamet ved . Underveis ble dette noe endret til 4 intervju med i alt 21
personer. Dette er samme antall deltakere som fgrst oppgitt, men fordelt pa 4 intervju.

Endret rekrutteringsprosedyre:

Psykologen, som er tilknyttet || | | | | | N . vi! sporre foreldre om deltakelse. De som gnsker &
delta, vil fa skriftlig informasjon, og det avtales et mgte med forsker.

Prosjektleder spgr om om & endre rekrutteringen pé en av to fglgende méter:

1. Nar psykologene inviterer foreldre, spgr de samtidig om forsker kan ringe foreldrene om et par dager, for
a hgre om de har bestemt seg for a delta.

2. Nér psykologene inviterer foreldre, spgr de samtidig om de kan komme innom avdelingen etter et par
dager for & hgre om de har bestemt seg. Psykologene kan da motta eller evt. postlegge samtykkeerklaeringen.

Begrunnelsen for & endre rekrutteringsprosedyre er at det har vist seg vanskelig & rekruttere deltakere.

Vurdering

REK vest ved leder har vurdert endringssgknaden. REK vest ber om at rekrutteringen skjer pé en slik mate
at deltakerne opplever minst mulig press om & delta. REK vest ber derfor om at rekrutteringen legges opp
slik:

Foreldrene informeres om studien og forespgrres av psykologen om forsker kan sende en paminnelse pa sms
om studien noen dager etter at de har fatt informasjonsskrivet.

Vedtak
REK vest godkjenner prosjektendringen pd betingelse av at ovennevnte vilkdr tas til fplge.

Klageadgang

Du kan klage pa komiteens vedtak, jf. helseforskningsloven § 10 og forvaltningsloven § 28 flg. Klagen
Besoksadresse: Telefon: 55975000 All post og e-post som inngar i Kindly address all mail and e-mails to
Armauer Hansens Hus (AHH), E-post: rek-vest@uib.no saksbehandlingen, bes adressert til REK  the Regional Ethics Committee, REK
Tverrfloy Nord, 2 etasje. Rom Web: http://helseforskning.etikkom.no/ vest og ikke til enkelte personer vest, not to individual staff
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sendes til REK vest. Klagefristen er tre uker fra du mottar dette brevet. Dersom vedtaket opprettholdes av
REK vest, sendes klagen videre til Den nasjonale forskningsetiske komité for medisin og helsefag for
endelig vurdering.

Med vennlig hilsen
Marit Grgnning
dr.med. professor
leder
Camilla Gjerstad
radgiver

Kopi til: [






Appendix IX

Ethical approval to use interpretor by the Norwegian Regional Committees for

Medical and Health Research Ethics (REC) —20.02.2018 (in Norwegian)



b: REGIONALE KOMITEER FOR MEDISINSK 0G HELSEFAGLIG FORSKNINGSETIKK

Region: Saksbehandler: Telefon: Var dato: Vér referanse:

REK vest Jessica Svard 55978497 20.02.2018 2017/54/REK vest
Deres dato: Deres referanse:
24.01.2018

Var referanse ma oppgis ved alle henvendelser

Lina S. D. Lernevall

2017/54 Foreldres erfaringer med brannskader og behov for stgtte pa en brannskadeavdeling

Forskningsansvariic: I

Prosjektleder: Lina S. D. Lernevall

Vi viser til sgknad om prosjektendring datert 24.01.2018 for ovennevnte forskningsprosjekt. Sgknaden er
behandlet av sekretariatet for REK vest pa fullmakt, med hjemmel i helseforskningsloven § 11.

Vurdering

Mélet med denne doktorgraden er & lage et stgtteprogram til foreldre som har brannskadede barn som fér
behandling pi || NG | dcn forbindelse vil foreldre til
brannskadde barn bli intervjuet om deres opplevelser knyttet til sykehusoppholdet. Det viser seg at inntil 1/3
av barna som legges inn pa | ' {12 utenlandske familier, der foreldrene kan sa darlig
norsk at de trenger tolk for & kommunisere med helsepersonellet.

Omsgkt endring

Stipendiaten gnsker & inkludere ogsa foreldre som ikke kan norsk godt nok til & delta i et intervju pa norsk.
Det er viktig & inkludere deres opplevelser i denne studien. For at stipendiaten skal ha mulighet til & forsta
deres opplevelser pa en tilfredsstillende méte, vil en tolk vere ngdvendig.

Tidligere inklusjonskriterier:

"Foreldre:

- Som kan snakke og forsta norsk.

- Som har et barn under 12 ar innlagt med brannskade ved et nasjonalt brannskadesenter
- Som har et brannskadet barn der skaden skyldes en ulykke".

Endret kriterie:

"Foreldre:

- Som har et barn under 12 ar innlagt med brannskade ved et nasjonalt brannskadesenter
- Som har et brannskadet barn der skaden skyldes en ulykke".

Et nytt informasjonsskriv pé engelsk er vedlagt prosjektendringen.

REK vest ved leder har vurdert prosjektendringen.

Besoksadresse: Telefon: 55975000 All post og e-post som inngar i Kindly address all mail and e-mails to
Armauer Hansens Hus (AHH)Y E-post: post@helseforskning.etikkom.no saksbehandlingen, bes adressert til REK  the Regional Ethics Committee, REK
Tverrfloy Nord, 2 etasje. Rom Web: http://helseforskning.etikkom.no/ vest og ikke til enkelte personer vest, not to individual staff

281. Haukelandsveien 28



Vurdering

REK vest har ingen innvending til endring av inklusjons- og eksklusjonskriteriet, men har noen merknader
til informasjonsskrivet.

Det har kommet med en skrivefeil i tittelen "Porrible (skal vere possible) benefits and expected..."
Vilkar

Et revidert informasjonsskriv sendes REK vest pa post@helseforskning.etikkom.no.

Vedtak
Prosjektendringen godkjennes pd betingelse av at ovennevnte vilkdr tas til fplge.

Klageadgang

Du kan klage pa komiteens vedtak, jf. helseforskningsloven § 10 og forvaltningsloven § 28 flg. Klagen
sendes til REK vest. Klagefristen er tre uker fra du mottar dette brevet. Dersom vedtaket opprettholdes av
REK vest, sendes klagen videre til Den nasjonale forskningsetiske komité for medisin og helsefag for
endelig vurdering.

Med vennlig hilsen

Jessica Svard
radgiver

Kopi til: [N






Appendix X

Information letter to parents of burn-injured children (in English)



Parent experience of burn injury in their child and perceived needs for support during hospitalization at a burn care centre, 2018

UNIVERSITETET I BERGEN

PARENTS EXPERIENCES OF BURN INJURY
IN THEIR CHILD AND NEEDS FOR
SUPPORT DURING HOSPITALIZATION AT
A BURN CARE CENTRE.

As a parent to a burn injured child treated at |||
I . < invited to participate in a research project about support to parents to burn
injured children.

A burn injury affect not only the child but also the parents. Based on the experiences of the parents this study
aims to develop a support program for parents to burn injured children.

Both parents to burn injured children and the staff will be interviewed separately.

This study is a Ph.D. project (Doctoral project).

The project is a collaboration between: I
I 0-o:rtment of Global Public Health and Primary Care at the University of

Bergen. Faculty of Health and Social Sciences, Department of Nursing at Western Norway University of Applied
Sciences. And Section of Science in Nursing at Aarhus University in Denmark.
I s the research institution responsible. Ph.D. candidate Lina S. D. Lernevall is project managers.

WHAT IS THE STUDY ABOUT?

You will be invited to participate in two interviews. (2-3 weeks and 3 months after the accident has happened).
You can be interviewed alone or together with you partner. This is your choice.

You will be asked about you experience in relation to the care and treatment at || | | | IR
I -t support you need and follow-up you have received (from nurses, doctors,
psychologists, physiotherapists, social worker and others).

The interview will be digitally recorded and the interview will take 1-2 hours.

You will also be asked about some personal information such as: age, sex, relation to the patient, education,
profession and previous experiences with health systems.
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Parent experience of burn injury in their child and perceived needs for support during hospitalization at a burn care centre, 2018

POSSIBLE BENEFITS AND EXPECTED DISADVANTAGES OF TAKING PART

When participating you will be able to talk about you experience about the treatment of your child, and
thereby contribute to the knowledge about parents to burn injured children.

For many parents it will be positive to talk about it all, but for some it can also awaken unpleasant memories
and strong feelings.

If you participate or not, will NOT affect the care or the treatment of your child. Your child will get the same
professional care regardless of your choice of participation in this project.

VOLUNTARY PARTICIPATION AND THE POSSIBILITY TO WITHDRAW CONSENT

Participation in this study is voluntary. If you wish to take part, you will need to sign the declaration of consent
on the last page. You can, at any given time and without reason withdraw your consent. This will not have any
consequences for any future treatment of your child.

If you decide to withdraw your participation in the project, you can demand that your personal health data be
deleted, unless however, the personal health data and tests have already been analysed or used in scientific
publications. If you at a later point, wish to withdraw your consent or you have any questions regarding the
project, you can contact:

Project manager: Ph.D.-candidate, nurse Lina S. D. Lernevall
Mobile: IR o I
E-mail: [ -

Co-supervisor: Associated professor, intensive care nurse Asgjerd L. Moi
Mobile: NN
E-mail: I

WHAT WILL HAPPEN TO YOUR HEALTH INFORMATION?

The information that is recorded about you will only be used as described in the purpose of the study. You have
the right to access which information is recorded about you and the right to stipulate that any error in the
information that is recorded is corrected.

All information will be processed and used without your name or personal identification number, or any other
information that is directly identifiable to you.

The Project Manager has the responsibility for the daily operations/running of the Research Project and that
any information about you will be handled in a secure manner. Information about you will be anonymised or
deleted a maximum of 5 years after the project has ended.

Interview-records will be deleted at the end of this project and the transcriptions will be kept anonymous at

the research server at _

FOLLOW-UP STUDY

We ask to keep the personal information and the interviews for 5 years as we might make a follow-up study. If
that happens you will be contacted again and invited to participate again. It will be up to you if you would like
to participate.
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FINANCE

If you were to participate in another interview (after 2 planned interviews) and need to travel to the interview,

you will receive travel allowance.

This research project is financed by Helse-Vest RHF.

APPROVAL

The Project is approved by the leaders at
I - d Regional Committee for Medical and Health Research Ethics, Reference number from
REC: 2017/54/REK vest.

Page 3 / 4 (Information to parents - interview)



Parent experience of burn injury in their child and perceived needs for support during hospitalization at a burn care centre, 2018

CONSENT FOR PARTICIPATING IN THE RESEARCH PROJECT

| AM WILLING TO PARTICIPATE IN THE RESEARCH PROJECT

| hereby sign that | have received oral and written information about this research project.

Place and Date Participant’s Signature

Participant’s Name (in BLOCK LETTERS)

and telephone number

| confirm that | have given the information about the research project.

Place and Date Signature

Role in the research project
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