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ABSTRACT
Hospital social workers often engage in health literacy activities to
support patients’ and families’ functioning and adjustment to illness,
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Hospital social work; health
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but social work literature has seldom used health literacy terminology. paediatric; acute

This paper reports on a qualitative study of paediatric hospital social
workers’ understanding of the needs of parents with acutely ill children
and how their contributions may accommodate these needs to helsekompetanse;
strengthen parental health literacy. Utilising systematic text foreldrebehov; pediatri;
condensation, the study reveals four themes: (1) understanding of akutt

medical information, (2) counselling and service coordination, (3)

emotional needs, and (4) timing of information. The findings suggest

that hospital social workers make valuable additions to health literacy.

N@KKELORD
Sosialt arbeid pa sykehus;

SAMMENDRAG

Sykehussosionomer jobber med a fremme sykdomsmestring hos
pasienter og deres familier. Sette arbeidet har i liten grad blitt omtalt
som et bidrag til 4 styrke helsekompetansen til pasienter og pargrende.
Artikkelen bygger pa en kvalitativ studie med pediatriske
sykehussosionomer, om deres forstaelse av foreldres behov nar et barn
er akutt og kritisk sykt, og hvordan de mgter disse behovene pa mater
som kan bidra til & styrke foreldrenes helsekompetanse. Det har blitt
benyttet Systematisk tekstkondensering som analysemetode for a
komme frem til fire temaer; (1) @ forstd medisinsk informasjon, (2)
veiledning og koordinering av tjenester, (3) folelsesmessige behov, og
(4) timing av informasjon. Funnene stetter opp om at
sykehussosionomenes arbeid kan bidra til & styrke pasienter og
pargrendes helsekompetanse. Deres helhetlige tilneerming kan utgjere
verdifulle bidra til helsekompetansefeltet.

Introduction

Health literacy has become an area of increasing interest for policymakers and an important concept
in health care that helps to increase efficiency and reduce health expenditures (Eichler et al., 2009;
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Haun et al., 2015). Health literacy is acknowledged as a critical determinant of health by the World
Health Organization and is referred to as ‘the personal and relational factors that affect a person’s
ability to acquire, understand and use information about health and health services’ (Batterham
et al,, 2016). Low health literacy has an impact on poor health outcomes (Nutbeam, 2000; Sorensen
etal,, 2012) and is interlinked with social disadvantages — such as low levels of education and income
—and immigration status (Beauchamp et al., 2015; Bo et al., 2014; Paasche-Orlow & Wolf, 2007). The
complexity of health organisations may affect how individuals access and engage with information
and health care. This interaction promotes health care organisations’ responsibility to improve their
health literacy responsiveness to individual health literacy needs (Herndon et al., 2011). To be able to
meet individual health literacy needs, however, a focus expanded beyond health communication
and health education, which recognises the importance of social, economic, and environmental con-
ditions, is required (Nutbeam, 2000; Sorensen et al., 2012).

For more than a century, hospital social workers have often engaged in health literacy activities
with patients and families (Findley, 2015; Liechty, 2011). Yet, social work literature seldom uses
health literacy terminology to describe hospital social work. Nor has social work contributed
much to health literacy research. The concern about the connection between low health literacy
and social disadvantages should indicate a great potential for a productive alignment between
social work theory and health literacy (Liechty, 2011). For instance, the ecosystemic person-in-
environment framework (Hamilton, 1951), characterising social work, could provide a broader under-
standing of factors on different levels that influence patients’ and families’ health literacy by account-
ing for the complexity of the interaction between the individual and his or her environment (Green &
McDermott, 2010). Furthermore, combining different theories and models with the person-in-
environment framework may allow for expanded understandings of complex social and human
mechanisms. One example may be the psychological trauma model’s window of tolerance (Siegel,
1999), which can be used to better understand how stress caused by social and medical conditions
can have an impact on patients’ and families’ health literacy. The window of tolerance is used to
describe the zone of arousal, the space where a person is able to function most effectively, which
affects the ability to readily receive, process, and integrate information (Corrigan et al., 2011).

Empirical studies suggest that children’s health outcomes may be related to parental health lit-
eracy (de Buhr & Tannen, 2020; DeWalt et al., 2007; DeWalt & Hink, 2009; Sanders et al., 2009; Yin
et al., 2007). The literature has shown that parents with low health literacy, compared to parents
with a higher level, have less health knowledge and demonstrate health behaviours that are less
beneficial to the child’s health (DeWalt & Hink, 2009). Parental health literacy skills are particularly
important in acute and critical situations where they often must process information about
complex conditions and make critical decisions rapidly (Herndon et al., 2011). However, the relation-
ship between limited parental health literacy and poor health outcomes can be influenced by health
care variables and the interaction between a provider and the parents (Chisholm-Burns et al., 2018;
Wilder et al., 2016). Health care providers’ responsiveness to patients’ needs has proven integral to
compensating for limited health literacy (Farmanova et al., 2018).

During the last few decades an increasing number of studies on the association between parental
health literacy and a child’s health have been published (de Buhr & Tannen, 2020). However, to the
best of our knowledge there is a lack of research exploring how hospital social workers’ in general
and paediatric hospital social workers specifically contribute to strengthening parental health lit-
eracy. To address this gap, we asked the following research questions: (1) How do hospital social
workers in acute paediatric care understand parents’ needs? and (2) How do they describe their con-
tribution to these needs in ways that might strengthen parental health literacy?

Background

As part of hospital-based interprofessional teams, hospital social workers work collaboratively to
provide psychosocial support and counselling to patients and families to adjust to their situations,
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supporting their ability to cope with the practical, psychosocial and economic issues connected to an
iliness (Craig et al., 2015; McLaughlin, 2016; Muskat et al., 2017). In Norway, there is no general regu-
lation of work tasks for hospital social workers. However, the Norwegian Union of Social Workers (FO)
has on its website described that central hospital social worker tasks are to provide psychosocial
support and counselling to strengthen patients and their next of kin’s ability to cope with the situ-
ation by seeing the person with the diagnosis in a social context. The approach is aimed at con-
ditions where the disease leads to psychological reactions for patients and relatives and where
living-condition factors such as income, work, education and housing are affected. The tasks often
include collaboration with municipal services and user organisations, but the main working
method is the individual encounters (FO, n.d.). This description reflects the main features of hospital
social workers' role performance, although the lack of common state guidelines allows for individual
differences.

The description of hospital social work in Norway does not differ significantly from previous inter-
national studies that have examined hospital social workers’ key interventions. In general, hospital
social workers’ interventions are found to be ‘personalised, carefully constructed and formulated
to fit' emergent and existing unique needs of each patient and family (Muskat et al., 2017,
p. 773). ldentifying the level of support, assessment of emotional and psychosocial needs,
financial and practical needs and the need for coordination of services is central (Lilliehorn et al.,
2019; Muskat et al., 2017; Pockett et al., 2020; Wiggins et al., 2018). In their study, Pockett et al.
(2020) found that psychosocial assessment was the most frequent intervention among Australian
oncological social workers. Providing emotional support and family-oriented care (i.e. crisis interven-
tion, bereavement counselling, techniques such as active listening and reframing) to patients and
families at times of crisis in order to reduce distress has also been emphasised by other researchers
(Craig et al., 2015; Judd & Sheffield, 2010; Lilliehorn et al., 2019; Wiggins et al., 2018). Other important
hospital social work interventions seem to be practical interventions, such as providing financial
resources and connecting with community resources (Muskat et al., 2017). Existing literature
refers to having an ill child entailing significant costs (Craig & Muskat, 2013; Keefe et al., 2009;
Moon et al., 2019; Muskat et al., 2017), and reduced income caused by the need for full-time caregiv-
ing (Muskat et al., 2017). The hospital social worker’s role in financial counselling and guiding to sup-
plementary income thus stands out as an essential part of the overall role, especially for families with
financial challenges (Muskat et al., 2017). The advocacy role the hospital social worker undertakes
with community services and organisations facilitates the patient’s transition from the hospital to
the community (Judd & Sheffield, 2010). Communicating, mediating or advocating with the
medical treatment team on the behalf of patients and families when they are dissatisfied with the
treatment or in conflicts with the team increases patients and families’ experiences of support
(Wiggins et al., 2018).

Materials and methods
Design

This article draws on a qualitative study that explored hospital social workers’ experiences working
with parents of acutely and critical ill children. To explore in depth the individuals’ unique under-
standings and experiences, semi-structured individual interviews were considered appropriate
(Charmaz, 2006). The interview approach was based on the premise of social interaction as a way
to generate data.

Recruitment and respondents

The inclusion criterion was that participants were educated social workers and in direct practice roles
in paediatric acute wards. Twenty-four social workers were identified among 17 hospitals in Norway
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that had paediatric wards. The participants were recruited through an email sent to their superior. To
ensure the participants’ anonymity and volunteer participation, the response to the invitation was
returned directly to the researcher. All participants completed informed consent forms.

Data collection

The interviews were conducted between May and October 2019. Each interview was conducted in
Norwegian and lasted between 56 and 90 minutes, with an average of 72 minutes. Questions from a
semi-structured interview guide were used, not in a specific order but adapted to answers provided
by the participants. The interviews mainly took place at the participant’s workplace. For practical
reasons one participant was interviewed over the telephone. All interviews were recorded and tran-
scribed verbatim. The interview quotes were translated by the first writer and reviewed by a col-
league. The software NVIVO 12 Pro was used to manage data. The project was approved by the
Norwegian Center for Research Data 04.02.19 (ref. no. 150884).

Data analysis

The interviews and the main analysis were conducted by the first author. The data were analysed
using the four-step process from Malterud’s systematic text condensation (Malterud, 2012). Based
on general impressions in the initial step, the transcriptions were coded into 11 identified themes.
Each code group was subjected to abstraction by condensing the content and recontextualized
by summarisation as generalised descriptions. By working with these analytic texts, a close connec-
tion between several of them was recognised and led to a merging into three final code groups. The
findings presented in this study are four themes from one of the code groups, called descriptions of
needs and contributions. The themes are understanding of medical information, counselling and service
coordination, emotional needs, and timing the information.

Findings

Out of 24 hospital social workers invited to participate in the study, 19, representing 12 hospitals,
responded positively. Three rejected the invitation and two did not respond. The participants
were Scandinavian women with an average age of 49.5 years (35-68). Their average hospital senior-
ity was 12 years (1-35 years) and average duration of their seniority was 24.6 years (13-42 years).
Seventeen of the nineteen social workers held a master's degree or had additional training
beyond a bachelor’s degree in social work.

The following presentation of each theme starts with the social workers’ understanding of par-
ental needs (A) followed by their description of their contribution to these needs (B).

Understanding of medical information

Parents’ need to understand medical information

An important parental need, according to the participants, concerned the need to understand
medical information. Parents’ lack of understanding is challenging, as they struggle to get a sense
of control of the situation and experience predictability. According to the social workers, unfamiliar
medical terms may reduce parents’ understanding of their child’s medical condition and situation.
The participants reported becoming aware of this challenge in various situations. Generally,
parents directly expressed how they understood the medical information:

Some say, ‘They [the physicians] were very good at explaining and | had time to ask’ But some say, ‘Honestly, |
didn’t understand much of what they said’. (SW18)
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Other times it was expressed indirectly, as when a social worker was helping a parent fill out an appli-
cation and revealed an understanding of the sons’ newly diagnosed diabetes as fatal. Other situ-
ations concerned poor language proficiencies, where the use of an interpreter represented
vulnerability to incomplete understanding. This was illustrated by a conversation where a doctor
told the parents that their child would not survive. When the parents reacted with a smile, it was
obvious that the interpreter had failed to convey the actual message.

Some of the participants occasionally experienced how parents with alternative perceptions chal-
lenged the established knowledge on children’s needs. An example may be about not providing
age-appropriate information about the disease in the hope of protecting the child.

Social workers’ contribution to identifying medical information needs

Social workers’ assessments of medical information needs were related to their professional knowl-
edge acquired through several years of experience in hospital practice. Most participants pointed
out the value of this experience when preparing for and meeting with parents. The social
workers’ accumulated insights into medical matters were essential for how they used the medical
situation as an opportunity to establish contact. One opening phrase could be ‘what do you
know about further treatment?’. Parents’ answer to this question provided a chance to assess
parents understanding of the medical situation.

Drawing on experiences that understanding can affect how parents inform a sick child and their
siblings, the social workers found that ensuring adequate understanding was important. A majority
of the social workers saw it as part of their task to support parents in this manner. At the same time
the social workers emphasised their non-medical role, avoiding disclosure of medical information
not yet provided by their physician:

So lam very careful to ... or that's for the parents themselves to say. Because if | say something wrong there, that
the child is maybe going to have radiation, and then ... oh no, they haven't heard anything about it. Right? Then
| just cause them anxiety and worries. (SW10)

Using their medical understanding, however, the social workers could formulate adequate questions
without conveying unknown medical information.

A large proportion of the participants talked about how they met parents’ need for advice regard-
ing what information to give the child or their sibling(s), ways of talking, and useful words. As one
social worker explained,

You don’t have to say everything, but what you say must be true. Because kids, they just catch things, and fill in
the rest with their imagination, and what they imagine can often be much worse than reality. (SW12)

Usually the social workers noticed it was sufficient to make parents aware of children’s needs. But
some found this was not enough to change parents’ perceptions about not informing their children
about a diagnosis and prognosis. One of the social workers problematised the extent to which they
should tolerate views that deviated from established knowledge.

Counselling and service coordination

Parents’ need for financial and social rights” information and coordination of services

Social workers often found parents’ knowledge of financial and social rights and coordination of ser-
vices regarding severe illness to be limited. The parents needed to be informed about basic rights
assured by the Norwegian welfare state, like sick leave related to sick children, securing income
during hospitalisation, and coverage of expenses for medicines and transport. Many parents
needed advice and help with organising care of siblings. As one participant put it,

When you are in crisis, you are less able to sort things out, in a way. Yes, how to go about it. (SW3)
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The social workers pointed to financial concerns, overwhelming emotions, and a lack of knowledge
about the health care system as factors that may increase the need for support. Insufficient language
skills further increased vulnerability:

One thing is if you don’t know the language. But if you have no knowledge of the Norwegian system at all, then
this is a difficult welfare system to explain, | think. They don’t have the same words either, even if you use an
interpreter; there are no words for those things. (SW3)

Social workers’ contribution to identifying the need for financial and social rights’
information and service coordination

The social workers considered providing access to resources to be one of their main tasks. Even if
parents did not raise the issue, the social workers saw it as their responsibility to make parents
aware of possibilities:

We know what we should be doing, and we know what they are entitled to, so they don't have to wonder ... and
spend their energy on that. (SW12)

For some parents a great deal of help was required from the social worker, such as establishing
contact with service offices, filling out application forms, and contacting their employer to make
them aware of their responsibility. Sometimes help with housing or access to daycare for siblings
were provided to benefit the ill child. However, it varied to what extent social workers offered
extended services beyond issues directly related to hospitalisation. Assessments of the extent to
which they should provide these services were challenging dilemmas for the social workers.

Another task could be to advocate internally for sick leave. One social worker referred to a con-
versation between her and a physician about sick leave for a parent:

Then | say, ‘You have to. They get no money.’ Then he says, ‘No money?’ |, ‘No, they have no money in their
account.” (SW18)

The social workers were often contacted several times by the same parents as someone who knew
their story and might accommodate their needs. Within a context dominated by a lack of staff con-
tinuity, stability was something most of the participants expressed as significant for reducing
parents’ stress during a child’s hospitalisation. In addition, to increase parents’ sense of control by
sorting out what should be handled was perceived as way of reducing stress:

When you have the practical things sorted out, that ‘this is ok, this is what you do, | will do this, together we'll get
it done’, then | feel like they can breathe again. (SW1)

Emotional needs

Emotional needs as parents

According to several of the social workers, a sick child and their siblings also need safety, sufficient
information, and emotional support. Many parents expressed concerns about their children’s reac-
tions and the consequences of illness for the future. Therefore, they sought the social workers’
advice on how to best meet children’s needs:

They want to do the right things, or they want to say the right things, or they are really scared of doing some-
thing wrong. (SW17)

Other parents wished to be strengthened in their caring role. Social workers observed how parents’
concerns effected their ability to take the child’s perspective. The strange and unknown situation in
which parents are supposed to manage appeared in different ways for the parents. The social
workers experienced that while some parents seemed to be practically oriented and focused on
organising, others were deeply affected by concerns regarding the sick child, siblings, or emotional
reactions within themselves or from their partner. Participants also saw that most parents were pre-
occupied with the sick child and their siblings at the expense of their own or the couple’s needs.
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Social workers’ contribution to emotional needs
The social workers in the study seldom interacted directly with the sick child or their siblings.
However, many saw it as their job to help with parenting. As one participant said,

Try to make them aware of the child and say that you are important. ‘Now you are the important ones here’ and
reassure them that they can get through it together. (SW17)

Those working directly with children reflected on being a role model for parents on how to respond
to their child. By modelling how to follow the child’s focus and pay attention to their words or
actions, they wanted to strengthen the parents’ ability to take the child’s perspective. These social
workers also helped parents develop an ability to protect their child from being forced into
medical situations with a potential traumatising effect, creating an awareness of parental responsi-
bility to ensure their child’s voice, thoughts, and feelings were taken seriously.

Another important issue concerned communication and support of parents regarding siblings’
emotional reactions to the situation. Normalising the diversity of reactions seemed to be a
common way of addressing concerns. By referring to experiences with different reactions and
ways of meeting their emotional needs, the social workers intended to reduce worries and increase
the parents’ confidence in how they would best support their children.

The social workers emphasised the importance of accepting that the situation was difficult for the
entire family. Many parents needed to hear for themselves that their reactions were not abnormal.
Similarly, some of the participants were concerned with improving couple’s understanding of each
other’s reactions by supporting them in sharing their feelings. In doing so, they saw parents gaining
a better understanding of each other, which strengthened the couple’s ability to stand together in a
critical situation. According to the social workers, offering support in getting through the weeks at
the hospital provided parents with useful experiences to build upon when they returned home.

Timing the information

Parents’ need of timed information

A fourth theme emerging from the analysis concerns the timing of information and how timing
affected the parents’ ability to perceive information. Disruptions or the expectation of disruptions,
recently received or the expectation of crucial medical information, or parental concerns about
their child while interacting with the social worker were all examples of factors that could affect
the parents’ attention. Often it was the total amount of stress that challenged parents’ ability to con-
centrate on receiving and understanding vital information:

A lot of the information they get in the beginning [at another hospital], they say they have forgotten almost
everything people told them there. Because they've been a bit out of it ... They feel totally at a loss then, so
they say, ‘we really don’t remember anything." (SW17)

Parents’ lack of information recall did not suggest a lack of interest in receiving information at that
stage, according to the social workers. While waiting for the child to be diagnosed, many parents
wanted to be informed about potential rights and services. To focus on something concrete
seemed to be helpful in an otherwise confusing situation. Others stated explicitly they did not
want the information before the situation was clarified properly.

Social workers’ timing of information

The social workers'’ reflections on timing were based on several sources of knowledge, such as crisis
theory, their own experiences, and their assessment of the actual situation. As one said, sometimes
there were limitations on what is possible to comprehend:

You know this through working with crisis, people cannot deal with everything at once, and there are limits to
what they can grasp. (SW15)
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Several highlighted the importance of being flexible about the consultation timing with parents.
Before initiating a consultation, they considered whether the planned consultation would create
additional stress or prove helpful. Flexibility was also necessary during the consultation if, for
instance, the consultation was interrupted, and the social worker had to return another day.

All the social workers stressed the necessity of identifying parents’ needs and considering what
information should be given. At the same time, most talked about the importance of being sensitive
to parents’ needs in the moment. The ongoing assessment of what focus the conversation should
have, was expressed this way:

Well, it can be that you have made a plan about what to say and stuff, and then it doesn’t turn out like that at all
because they are concerned about something completely different. (SW11)

Keeping track of parents’ needs to determine the direction and content of the consultation seemed
to be a governing factor for most of the social workers. Their assessment could be based on small
signals from the parents, such as facial appearances and expressions, or the atmosphere in the
room. Other signals could be body stress or them checking the time. One participant emphasised
the importance of professional experience and intuition in identifying minor signals conveyed by
patients or parents. Some of the social workers verified their assumptions by asking questions like
‘what do you need the most right now?’

Discussion

The aim of this study was to explore how hospital social workers in paediatric acute care understood
parents’ needs and how they described their contribution to these needs in ways that might
strengthen health literacy in parents. The findings support a relationship between perceived
needs and interventions providing vital knowledge about health literacy promotion and accommo-
dation activities (i.e. facilitating understanding of medical information, providing knowledge and
access to rights and services and giving emotional support). Being flexible towards unique needs
in terms of the timing and content of consultations seemed to be crucial for performing their role.

Previous social work research has highlighted the need for clear communication between the
treating teams, patients and their families (Craig et al., 2015; Moon et al., 2019; Muskat et al.,
2017). However, the literature has elaborated on the hospital social worker’s role in this activity to
a limited extent. The findings in this study suggest that they have a central role in recognising
parents’ medical information needs and misunderstandings. Representing an alternative to
medical jargon, they facilitate communication and enable different modes of expression. By
talking about medical conditions directly as part of establishing contact or indirectly in the
context of resource searches, they create an opportunity to gain clarity on parents’ lack of or incor-
rect understanding. Health literacy literature indicates that the increasing complexity of paediatric
healthcare raises greater demands on patients and parents’ health literacy (Beauchamp et al.,
2015). It also suggests that different language needs, social and cultural backgrounds or cognitive
abilities may not be addressed by complex healthcare organisations (Wynia & Osborn, 2010). This
underpins the necessity of hospital social workers’ role within those organisations in mitigating
the negative consequences of low health literacy. This function coincides with the core of health lit-
eracy by increasing the ability to gain access to and understand information (Nutbeam, 1998).

As mentioned, to be able to meet individual health literacy needs, a focus expanded beyond
health communication and health education is required (Nutbeam, 1998; Sorensen et al., 2012).
Recognising the importance of social and economic conditions is in line with the World Health
Organization’s definition of health literacy, which emphasises the importance of building on the
patients and families’ genuine needs (Nutbeam, 1998). Providing adequate material resources and
ensuring relevant information on services and rights were consistently expressed as core tasks
among the participants. This is comparable to existing literature that has highlighted the importance
of income supplement—guidance related to the stresses associated with the increased costs of caring
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for a sick child (Craig et al., 2013; Keefe et al., 2009; Moon et al., 2019; Muskat et al., 2017). Within a
context where sickness costs are mainly covered by the public welfare system, it seems like parents’
concerns in the acute phase are mainly related to a lack of control and knowledge of rights. This may
suggest that an unpredictable financial situation is a general stress factor affecting parents.

Knowing the significance of social and economic conditions for the individual, health literacy
will also call for questioning structural societal conditions that have an impact on living conditions
and opportunities. However, research has shown that different national health literacy strategies
mainly place the responsibility for increasing health literacy in the population on the quality of
patient communication and patient engagement and education (Trezona et al., 2018). Further,
our findings are consistent with previous research on hospital social work, in that the participants
first and foremost emphasise performing individual interventions (Craig et al., 2013; Moon et al.,
2019; Muskat et al., 2017). Based on the knowledge they gain about patients and families’ social
and economic conditions, hospital social workers are in a special position to recognise societal
structures that maintain and reinforce social inequalities that have an impact on health conditions
and individual health literacy. Therefore, there may be reason to argue that they have a special
responsibility to convey their knowledge of the correlation between social disadvantage and
health literacy competencies. Integrating a stronger social justice—oriented approach within hospi-
tal social work will therefore be needed to challenge healthcare systems and further develop
national and international health literacy strategies. An intensified focus on the environment pro-
vides further opportunities for hospital social workers to contribute their expertise to the evolving
field of health literacy.

The extent to which emotional support was an intentional intervention and an expected outcome
of social support varied among the participants in this study. The majority perceived and recognised
that interventions related to social and economic issues helped to reduce stress. In addition, they
expressed that they intentionally used emotional support as an intrinsic intervention by putting
reactions and feelings on the agenda, which agreed with previous literature (Craig et al., 2015;
McLaughlin, 2016; Moon et al., 2019; Muskat et al., 2017). By helping to cope with overwhelming
emotions, the social workers reported experiences of parents’ increased ability to meet hospital
demands. It seems that being able to handle practical and emotional concerns can increase
parents’ capacity to perceive and communicate around medical issues.

The trauma psychology term window of tolerance may be helpful in understanding this mech-
anism. Being within the zone of arousal affects the ability to readily receive, process and integrate
information. The individual is affected by the social context and is generally more able to remain
within the window when it feels safe and supportive (Corrigan et al., 2011; Siegel, 1999). Hospital
social workers, in helping with practical issues and emotional needs, can help parents remain
within their window of tolerance, thus helping to prevent emotional reactions from reducing
their health literacy capacity. The personal element is an important part of the person-in-environ-
ment framework (Green & McDermott, 2010) and seems to be a useful framework for work support-
ing parents in an acute situation. This ecosystemic framework contributes to a broader
understanding of factors that influence an individual’s health literacy. Being aware of a present
emotional condition supports the assumption that the level of health literacy may be dependent
on context.

Opportunities for social work

As argued by Liechty (2011), the absence of literature combining social work and health literacy is
strange considering the relevance of health literacy for social work and hospital social workers’
role in reducing the negative effects of low health literacy. Existing social work literature has
explored hospital social workers’ contribution to hospital settings in general (McLaughlin, 2016),
and there is substantial literature examining the variety of roles and activities that they fulfil
(Gibbons & Plath, 2006; Judd & Sheffield, 2010; Lilliehorn et al., 2019; Muskat et al., 2017).
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However, researchers in the field of social work have been concerned only to a small extent about
putting these tasks in the context of health literacy. They have neither used the opportunity to con-
tribute with their expertise to the evolving field of health literacy nor strategically aligned their work
with international, national and organisational priorities (Liechty, 2011).

The findings of this study demonstrate hospital social workers’ potential contribution to increas-
ing health literacy among families and patients. By relating to social and economic issues and over-
whelming emotions in a context-sensitive way, they facilitate parents’ ability to obtain and
understand medical information and thus increase the ability to meet healthcare’s demands. Con-
cepts and theories within social work, such as the person-in-environment framework and trauma
therapeutic perspectives, may help expand the concept of health literacy by focusing on the
present context and how this affects patients and families. Moreover, a social worker's mandate
also entails requirements to describe and report on what creates social problems. Perhaps there is
a need to encourage hospital social workers to include this perspective to a greater extent as part
of their work. Facilitating the individual’s interaction with the healthcare system, followed by
paying attention and pointing at oppressive structures, will be relevant in other social work settings
as well.

Using health literacy as a framework for understanding and articulating health social work prac-
tice may contribute to clarifying the justification of hospital social workers’ role and contribution. The
politically driven aim of increasing people’s health literacy provides hospital social workers with an
opportunity to respond in an active manner, make themselves relevant and influence the develop-
ment of research and practice. As mentioned, social work’s theories may be supplementary within
the expansion of health literacy and may be subject to further exploration. To more actively contrib-
ute to health literacy in healthcare institutions, but also within other fields of social work, there is a
need to integrate health literacy with general medical knowledge and social work’s contribution to
healthcare into the curricula of educational institutions. This can in turn contribute to important
debates for broadening the social perspective of healthcare.

Limitations

This study has some limitations. The small number of participants did not permit more rigorous gen-
eralisations. Future research should therefore ensure a greater number of participants and include
examination of knowledge and perceptions of health literacy. Furthermore, the perspective of the
parents and their benefits from the consultations is missing. It may also be worthwhile noting
that the first author, who conducted the interviews, used to hold a hospital social worker role in a
university hospital. A decision was therefore made not to invite former colleagues, which reduced
the number of potential participants.

Conclusion

The findings from this qualitative study illuminate how hospital social workers described their con-
tribution to increasing health literacy among families and patients and the health literacy respon-
siveness of hospitals. By relating to medical, social and economic issues and overwhelming
emotions in a context-sensitive way, hospital social workers facilitate parents’ ability to obtain
and understand medical information and thus increase the ability to meet healthcare demands. Hos-
pital social workers’ role in strengthening parental health literacy has only been explored to a limited
extent, which indicates a need for further research in this area. Ways of increasing individual health
literacy, however, should have relevance in other fields of social work as well, both in terms of
research and practice. Further, social workers should to a greater degree be aware of their respon-
sibility to point at societal conditions that maintain and reinforce social inequalities that have an
impact on individual health literacy.



EUROPEAN JOURNAL OF SOCIAL WORK . 1

Acknowledgements

We would like to thank all the participants for taking part in this study. We also want to thank the two reviewers for their
thorough reading and helpful comments.

Disclosure statement

No potential conflict of interest was reported by the author(s).

Notes on contributors

Ida Krag-Renne Mannsdker is a PhD candidate in Social Work and Social Policy at Oslo Metropolitan University. She is a
qualified social worker and holds a Master’s degree in Family Therapy and Systemic Practice from VID. She has experi-
ences from Social services, the introduction programme for refugees and as a hospital social worker and family thera-
pist. Her interest areas are health social work, studies of professions, ethnic minorities, integration and social
inequalities, and systemic family therapy.

André Vdgan is a senior researcher at Norwegian National Advisory Unit on Learning and Mastery in Health, Oslo Uni-
versity Hospital. He holds a PhD in Studies of Professions and a Postdoc at Centre for the Study of Professions at Oslo
Metropolitan University, and a Master’s degree in Social Anthropology from the University of Oslo. His publications
cover studies on long-term health conditions, patient education, learning in higher education and professional practice.

Amy @stertun Geirdal is a professor in Social Work and Social Policy and head of the PhD Program in Social Work and
Social Policy at Oslo Metropolitan University. She holds a PhD from the University of Oslo. She is a qualified social worker
and has her experiences from hospital social work. Her publications cover mental health, quality of life, social work and
public health.

Una Stenberg is a senior researcher at Norwegian National Advisory Unit on Learning and Mastery in Health, Oslo Uni-
versity Hospital, and works as a researcher and a social worker at Frambu Resource Center for Rare Disorders. She holds
a PhD in Social work and Health from the University of Oslo and is a trained social worker. Her publications cover health
promotion, patient education, social work, palliative care, family caregiving and self management.

ORCID
Ida Krag-Renne Mannsdker (2 http://orcid.org/0000-0001-5562-5727

References

Batterham, R. W., Hawkins, M., Collins, P. A., Buchbinder, R., & Osborne, R. H. (2016). Health literacy: Applying current
concepts to improve health services and reduce health inequalities. Public Health, 132, 3-12. https://doi.org/10.
1016/j.puhe.2016.01.001

Beauchamp, A., Buchbinder, R, Dodson, S., Batterham, R. W., Elsworth, G. R., McPhee, C., Sparkes, L., Hawkins, M., &
Osborne, R. H. (2015). Distribution of health literacy strengths and weaknesses across socio-demographic groups:
A cross-sectional survey using the Health Literacy Questionnaire (HLQ). BMC Public Health, 15(1), 678. https://doi.
org/10.1186/512889-015-2056-z

Bo, A., Friis, K., Osborne, R. H., & Maindal, H. T. (2014). National indicators of health literacy: Ability to understand health
information and to engage actively with healthcare providers — a population-based survey among Danish adults.
BMC Public Health, 14(1), 1095. https://doi.org/10.1186/1471-2458-14-1095

Charmaz, K. (2006). Constructing grounded theory: A practical guide through qualitative analysis. Sage.

Chisholm-Burns, M. A., Spivey, C. A., & Pickett, L. R. (2018). Health literacy in solid-organ transplantation: A model to
improve understanding. Patient Preference and Adherence, 12, 2325-2338. https://doi.org/10.2147/PPA.S183092

Corrigan, F. M,, Fisher, J. J,, & Nutt, D. J. (2011). Autonomic dysregulation and the window of tolerance model of the
effects of complex emotional trauma. Journal of Psychopharmacology, 25(1), 17-25. https://doi.org/10.1177/
0269881109354930

Craig, S. L., Bejan, R, & Muskat, B. (2013). Making the invisible visible: Are health social workers addressing the social
determinants of health? Social Work in Health Care, 52(4), 311-331. https://doi.org/10.1080/00981389.2013.764379

Craig, S. L., Betancourt, |, & Muskat, B. (2015). Thinking big, supporting families and enabling coping: The value of social
work in patient and family centered health care. Social Work in Health Care, 54(5), 422—443. https://doi.org/10.1080/
00981389.2015.1017074



12 I K-R. MANNSAKER ET AL.

Craig, S. L., & Muskat, B. (2013). Bouncers, brokers, and glue: The self-described roles of social workers in urban hospitals.
Health & Social Work, 38(1), 7-16. https://doi.org/10.1093/hsw/hls064

de Buhr, E,, & Tannen, A. (2020). Parental health literacy and health knowledge, behaviours and outcomes in children: A
cross-sectional survey. BMC Public Health, 20(1), 1096. https://doi.org/10.1186/s12889-020-08881-5

DeWalt, D. A, Dilling, M. H., Rosenthal, M. S., & Pignone, M. P. (2007). Low parental literacy Is associated with worse
asthma care measures in children. Ambulatory Pediatrics, 7(1), 25-31. https://doi.org/10.1016/j.ambp.2006.10.001

DeWalt, D. A., & Hink, A. (2009). Health literacy and child health outcomes: A systematic review of the literature.
Pediatrics, 124(3), S265-5274. https://doi.org/10.1542/peds.2009-1162B

Eichler, K., Wieser, S., & Brligger, U. (2009). The costs of limited health literacy: A systematic review. International Journal
of Public Health, 54(5), 313—324. https://doi.org/10.1007/s00038-009-0058-2

Farmanova, E., Bonneville, L., & Bouchard, L. (2018). Organizational health literacy: Review of theories, frameworks,
guides, and implementation issues. INQUIRY: The Journal of Health Care Organization, Provision, and Financing, 55,
004695801875784. https://doi.org/10.1177/0046958018757848

Findley, A. (2015). Low health literacy and older adults: Meanings, problems, and recommendations for social work.
Social Work in Health Care, 54(1), 65-81. https://doi.org/10.1080/00981389.2014.966882

FO. (n.d.). Hvordan arbeider sosionomene i sykehusene? https://www.fo.no/somatiske-sykehus/hvordan-arbeider-
sosionomene-i-sykehusene-article5763-1356.html

Gibbons, J., & Plath, D. (2006). “Everybody puts a Lot into It!” single session contacts in hospital social work. Social Work
in Health Care, 42(1), 17-34. https://doi.org/10.1300/J010v42n01_02

Green, D., & McDermott, F. (2010). Social work from inside and between complex systems: Perspectives on person-in-
environment for today'’s social work. British Journal of Social Work, 40(8), 2414-2430. https://doi.org/10.1093/bjsw/
bcq056

Hamilton, G. (1951). Theory and practice of social casework. Columbia University Press.

Haun, J. N., Patel, N. R., French, D. D., Campbell, R. R,, Bradham, D. D., & Lapcevic, W. A. (2015). Association between
health literacy and medical care costs in an integrated healthcare system: A regional population based study.
BMC Health Services Research, 15(1), 249. https://doi.org/10.1186/512913-015-0887-z

Herndon, J. B, Chaney, M., & Carden, D. (2011). Health literacy and emergency department outcomes: A systematic
review. Annals of Emergency Medicine, 57(4), 334-345. https://doi.org/10.1016/j.annemergmed.2010.08.035

Judd, R. G, & Sheffield, S. (2010). Hospital social work: Contemporary roles and professional activities. Social Work in
Health Care, 49(9), 856-871. https://doi.org/10.1080/00981389.2010.499825

Keefe, B., Geron, S. M., & Enguidanos, S. (2009). Integrating social workers into primary care: Physician and nurse per-
ceptions of roles, benefits, and challenges. Social Work in Health Care, 48(6), 579-596. https://doi.org/10.1080/
00981380902765592

Liechty, J. M. (2011). Health literacy: Critical opportunities for social work leadership in Health Care and research. Health
and Social Work, 36(2), 99-107. https://doi.org/10.1093/hsw/36.2.99

Lilliehorn, S., Isaksson, J., & Salander, P. (2019). What does an oncology social worker deal with in patient consultations?
— An empirical study. Social Work in Health Care, 58(5), 494-508. https://doi.org/10.1080/00981389.2019.1587661

Malterud, K. (2012). Systematic text condensation: A strategy for qualitative analysis. Scandinavian Journal of Public
Health, 40(8), 795-805. https://doi.org/10.1177/1403494812465030

McLaughlin, J. (2016). Social work in acute hospital settings in Northern Ireland: The views of service users, carers and
multi-disciplinary professionals. Journal of Social Work, 16(2), 135—154. https://doi.org/10.1177/1468017314568843

Moon, F., Fraser, L., & McDermott, F. (2019). Sitting with silence: Hospital social work interventions for dying patients and
their families. Social Work in Health Care, 58(5), 444-458. https://doi.org/10.1080/00981389.2019.1586027

Muskat, B., Craig, S. L., & Mathai, B. (2017). Complex families, the social determinants of health and psychosocial inter-
ventions: Deconstruction of a day in the life of hospital social workers. Social Work in Health Care, 56(8), 765-778.
https://doi.org/10.1080/00981389.2017.1339761

Nutbeam, D. (1998). Health promotion glossary. Health Promotion International, 13(4), 349-364. https://doi.org/10.1093/
heapro/13.4.349

Nutbeam, D. (2000). Health literacy as a public health goal: A challenge for contemporary health education and com-
munication strategies into the 21st century. Health Promotion International, 15(3), 259-267. https://doi.org/10.1093/
heapro/15.3.259

Paasche-Orlow, M. K., & Wolf, M. S. (2007). The causal pathways linking health literacy to health outcomes. American
Journal of Health Behavior, 31(1), 19-26. https://doi.org/10.5993/AJHB.31.51.4

Pockett, R., Hobbs, K., Araullo, R., & Dave, K. (2020). Social work interventions in cancer care. Australian Social Work, 1-15.
https://doi.org/10.1080/0312407X.2020.1748673

Sanders, L. M., Federico, S., Klass, P., Abrams, M. A., & Dreyer, B. (2009). Literacy and child health: A systematic review.
Archives of Pediatrics & Adolescent Medicine, 163(2), 131-140. https://doi.org/10.1001/archpediatrics.2008.539

Siegel, D. J. (1999). The developing mind: How relationships and the brain interact to shape who we are (2nd ed.). Guilford
Publication.



EUROPEAN JOURNAL OF SOCIAL WORK . 13

Sorensen, K., Van den Broucke, S., Brand, H., Fullam, J., Doyle, G., Pelikan, J., & Slonszka, Z. (2012). Health literacy and
public health: A systematic review and integration of definitions and models. BMC Public Health, 12(1), 1-13.
https://bmcpublichealth.biomedcentral.com/articles/10.1186/1471-2458-12-80

Trezona, A., Rowlands, G., & Nutbeam, D. (2018). Progress in implementing national policies and strategies for health
literacy - What have we learned so far? International Journal of Environmental Research and Public Health, 15(7),
1554. https://www.mdpi.com/1660-4601/15/7/1554

Wiggins, B., Corsini, N., Ramsey, |, Edwards, S., Ball, D., Cocks, L., Lill, J., Sharplin, G., & Wilson, C. (2018). An evaluation of
social work services in a cancer accommodation facility for rural South Australians. Supportive Care in Cancer, 26(1),
147-154. https://doi.org/10.1007/500520-017-3828-z

Wilder, J. M., Oloruntoba, O. O., Muir, A. J., & Moylan, C. A. (2016). Role of patient factors, preferences, and distrust in
health care and access to liver transplantation and organ donation. Liver Transplantation, 22(7), 895-905. https://
doi.org/10.1002/1t.24452

Wynia, M. K., & Osborn, C. Y. (2010). Health literacy and communication quality in health care organizations. Journal of
Health Communication, 15(sup2), 102-115. https://doi.org/10.1080/10810730.2010.499981

Yin, H. S., Dreyer, B. P., Foltin, G., van Schaick, L., & Mendelsohn, A. L. (2007). Association of low caregiver health literacy
with reported use of nonstandardized dosing instruments and lack of knowledge of weight-based dosing.
Ambulatory Pediatrics, 7(4), 292-298. https://doi.org/10.1016/j.ambp.2007.04.004



