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Abstract
The article illuminates and discusses the realism of policy-makers’ goals to increase
involvement of volunteers and informal caregivers in long-term care services in Norway.
Drawing on multiple data sources, the article investigates how commonplace volunteering and
informal care are in long-term care, and it explores challenges experienced in collaboration
between formal caregivers and volunteers and informal caregivers. The results show that only
4.4 percent of the Norwegian population carry out unpaid, voluntary work in long-term care.

Twenty percent regularly provide informal care to someone with special care needs.
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Knowledge/information gaps and lacking coordination are common collaboration challenges
between formal caregivers and volunteers/informal caregivers. The limitations identified in
the current collaboration environment should be used actively by both policy makers and the
practice field to critically assess goals and strategies for involvement and improving
collaboration practices.
Keywords: Caregivers; informal care; intersectoral collaboration; health personnel; long-term
care; municipalities; volunteers; unpaid work; Norway; Nordic
Introduction

The challenges presented by population ageing have made western governments look
for new, innovative ways of providing social care. Stimulating for increased use of volunteers
in service provision is one solution put forward by governments across Europe and beyond
(Hoad, 2002; Hussein & Manthorpe, 2014; Musick & Wilson, 2008; Pick, Holmes, &
Brueckner, 2011). In many countries, the policy emphasis on increased unpaid contributions
extends beyond volunteers to informal caregivers. Co-production of services with networks of
family, friends and neighbors is also seen by politicians and administrators as pivotal in
tackling the demographic and social changes that are set to characterize the 21% century
(Dahlberg, 2006; Fast, Keating, Otfinowski, & Derksen, 2004; Philp, 2001; van Dijk, Cramm,
& Nieboer, 2013).

The Nordic welfare model, characterized by universal rights to services and benefits
,is under increasing pressure, due to population ageing, falling birth rates and shortages of
health and care workers. In Norway, successive governments have advocated increased
voluntary contributions and improved integration of voluntary and informal care provision
with public care service provision as one means of meeting these challenges. Expectations are
expressed in a range of government documents, such as white papers

(Ministry of Health and Care Services, 2006, 2013, 2018) and Official Norwegian Reports
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(e.g. Norwegian Official Report [NOU], 2011:11). In political rhetoric and policy documents
we can trace three (implicit) assumptions. First, that there is a potential of contributions by
volunteers that can easily be mobilized in long-term care services. Second, that formal
caregivers and volunteers are well-suited for harmonious collaboration in long-term care. And
third, that challenges in formal caregivers’ collaboration with informal caregivers are different
from challenges experienced in volunteer-formal caregiver interaction.

So far, there has been little research that illuminates and discusses the realism of such
assumptions and policy-makers’ goals with regard to increased involvement of volunteers and
informal caregivers in long-term care services. In this study, we use data that provide us with
possibilities to elaborate on, and give new insights into, unpaid care work involving
volunteers and informal caregivers and their collaboration with formal caregivers. What is at
stake here, is that politicians and policy-makers use “top-down” strategies to increase the
extent of unpaid work in long-term care, without providing any concrete strategies or
solutions for the practice field, besides vague policies and rhetoric. The aim of this article is to
investigate the validity of policy-makers’ assumptions and goals, focusing on Norway as a
case. To do this, we formulate four research questions (RQ): 1) How common is volunteering
in long-term care? 2) How common is informal caregiving? 3) What kinds of collaboration
challenges are experienced in formal caregivers/volunteer interaction, and in 4) home care
workers/informal caregiver interaction? Using population survey data on the prevalence and
scope of voluntary and informal caregivers’ contributions in long-term care, we present an
overview of the scope of unpaid care work in Norway. This provides the basis for the
discussion of the assumed potential of voluntary contributions. Additionally, by analysing
data from two qualitative studies of collaboration between 1) formal caregivers and volunteers
and 2) home care workers and informal caregivers, we explore collaboration challenges in

interaction between formal and unpaid caregivers.
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Context on long-term care volunteering and informal caregiving in Norway is given in
the following section. Subsequently, the article offers definitions of key terms and details of
the conceptual framework used in the study. In the third section, the methods are presented,
and the fourth section reports on the findings. In the discussion, we discuss the implications of
the results for social policies.

The Norwegian Context

As a representative of the Nordic welfare model, Norway’s welfare state is
characterized by universal rights and extensive public funding and service provision (Esping-
Andersen, 2002). Whereas public expenditure on long-term care averages at less than 1 per
cent of gross domestic product (GDP) globally, in Norway, public expenditure is among the
top three in Europe, at 2 percent (Sweden and the Netherlands >3.5) (OECD, 2011;

United Nations, 2016).

The provision of long-term care is typically divided into institutional and home care
and is the responsibility of the municipality. Currently, there are approximately 420
municipalities, but the number is declining, due to an ongoing municipal reform. Formal long-
term care provision is influenced by national government via policies, legislation, monitoring
and block-grant funding, but municipalities can, to a considerable degree, organize and adapt
services to local conditions (Vabg, 2012). Whether and how to organize collaboration with
volunteers and informal caregivers in the provision of services is up to the individual
municipality.

The Municipal Health and Care Services Act (Helse- og omsorgstjenesteloven) and
the Patient and User Rights Act (Pasient- og brukerrettighetsloven) form the legislative
framework for interaction between formal and informal caregivers. The former act sets out
that long-term care for the elderly is the responsibility of the municipality. Thus, informal

caregivers’ contributions are, at least on a legislative level, based on voluntarism. Formal
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caregivers cannot assume or expect informal caregivers to contribute in care provision
(Molven, 2017). The latter act specifies that the long-term care services are to be targeted and
tailored toward the care receiver’s needs (Molven, 2017), as communicated by the care
receiver or observed by formal caregivers in the health and care services. The same conditions
apply in Sweden, where informal caregivers have no legal obligation to contribute in care
provision; filial obligation was removed from social care in 1956 and from family legislation
in 1979. This means that care for older people is primarily the legal responsibility of public
welfare (Jegermalm & Jeppsson Grassman, 2012).

The latest Living conditions survey indicates that a total of 15 percent of the adult
Norwegian population regularly carries out unpaid care work for others; two percent provides
help or personal care for someone they live with, while 13 percent helps someone outside
their own household (Statistics Norway, 2016). According to the Time use surveys, an
average of five percent provided personal care or help to adults they live with, while nine
percent provided help to other households. The survey results indicate that the time use on
informal care in one’s own household is considerably lower than time spent helping people in
other households (average 46 minutes vs. 95 minutes per day) (Vaage, 2012, p. 86).

But how common is volunteering in the long-term care services in Norway? Findings
from a survey of nursing homes and home care services in 50 municipalities carried out in the
long-term care services in 2015 show that collaboration with volunteers in long-term care is
commonplace: Eighty-three percent of the long-term care units surveyed (mostly nursing
homes and home care units) reported that they had one or more activities which involved
volunteers (Skinner, Sogstad, & Tingvold, 2018). Nevertheless, results from the same survey
indicated that only 20 percent of activities involving volunteers were subject to a joint
coordination effort between voluntary organizations and the municipality. The rest was

coordinated by voluntary organizations or the municipality (Skinner, 2018).
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Compared to most other western countries outside the Nordic region, the total volume
of voluntary work in Norway is high. In a population survey from 2017, 63 percent reported
to have done some kind of voluntary work in the last year, of which the majority of the work
was related to sports and leisure (Fladmoe, Sivesind, & Arnesen, 2018). Around 6 percent
reported having done voluntary work in organizations classified as “health, care and rescue
work” and “social services and substance abuse-related care”, respectively, and results from a
2014 survey indicate that an additional 1.1 and 0.6 percent do voluntary work for public
institutions in the areas of “old-age care” and “other care” (Andfossen, 2016, p. 9; Fladmoe et
al., 2018). The above studies investigated how common it is to do voluntary work within the
broad categories of health and social care, but they do not capture the scope of voluntary work
in the long-term care services accurately, as “care” was part of wider categories.

Despite the strong policy emphasis on the importance of volunteers and informal
caregivers’ contributions in long-term care on the political agenda, there is limited knowledge
about the scope of voluntary and informal care work in Norwegian long-term care. While
civil society scholars have thoroughly examined the magnitude of volunteering in Norwegian
society at large (e.g. Fladmoe et al., 2018; Wollebzk, Selle, & Lorentzen, 2000), several
scholars point out that there is little available data on volunteering in long-term care (Forland,
2015; Renning, Schanke, & Johansen, 2009). This is why it is so important to find answers to
our questions: How common is informal caregiving and volunteering in long-term care, and
what kinds of collaboration challenges characterize the interaction between unpaid and formal
caregivers?

Conceptual framework

We define voluntary work in long-term care as unpaid contributions that are given

freely to benefit individuals or groups outside pre-existing relationships and personal

networks, without (expectation of) monetary reward or other compensation (Musick &
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Wilson, 2008; Snyder & Omoto, 2008; Wollebak et al., 2000). In accordance with recent
trends in volunteer mobilization, we include voluntary work for both voluntary organizations
and public institutions such as nursing homes and home care services in our definition.

Informal help and care given to members of one’s family, friends or neighbors with
special care needs is usually not defined as voluntary work. The terminology used to describe
the nature of informal help does, however, depend upon research tradition. One tradition of
research connects to studies in nursing care and/or social care, wherein informal help and
caregiving (or family care) often involve personal care tasks such as dressing, feeding and
administering medication (Brown & Brown, 2014; Jegermalm, Malmberg, & Sundstrom,
2014; Plagnol & Huppert, 2009). Another tradition has discussed informal help and care in a
civil society context, using a broad definition of informal care, often including the provision
of practical help such as housework, gardening or transport services, typically representing a
low number of hours per week (Henriksen, Koch-Nielsen, & Rosdahl, 2008; Jegermalm &
Jeppsson Grassman, 2013; Wilson & Musick, 1997). In this article we will focus on receivers
of informal care that have special care needs, which reveals whether the caregiver helps
someone who is sick, disabled or an older person, and unable to look after themselves in
certain ways.

In the literature, the idea of universal welfare is often contrasted with the idea of
voluntary and informal care work, as public welfare is expected to cover the population’s care
needs (Jegermalm & Jeppsson Grassman, 2012). However, studies from Scandinavia suggest
that there is no straightforward conflict between a universal welfare state and mobilization of
informal resources in welfare provision. Quite the contrary, a relatively extensive welfare
state seems to be a precondition for much informal care in Scandinavia (Jegermalm,
Hermansen, & Fladmoe, 2018). The conclusions drawn in these studies suggest that there is a

unique “Scandinavian model* of informal care, whereby the division of care is task-specific:
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Informal caregivers provide care when recipients’ needs are limited, while the welfare state
steps in when the informal resources and efforts become insufficient or unsustainable
(Jegermalm et al., 2018; Jegermalm & Jeppsson Grassman, 2012). Some researchers have
described these relations in terms of a partnership or mutual substitution (Chappell &
Blandford, 1991; Jegermalm & Sundstrom, 2015; Litwak, 1985). Our study does not allow us
to draw any conclusions about the extent of overlap, complementarity or substitution of tasks,
but earlier studies have indicated that caregivers with heavy care commitments receive relief
services which complement the type of care they already provide (Jegermalm, 2004).
Moreover, in the Nordic countries personal care tasks are often provided by public services
rather than by informal or voluntary sources, reflecting a clear division of tasks in this area
(Kroger, 2005).

In analysing the findings from the qualitative studies of collaboration challenges
between formal caregivers and volunteers/informal caregivers, we draw on the organizational
institutionalist perspective of institutional logics. Institutional logics can be understood as
“socially constructed, historical patterns of cultural symbols and material practices,
assumptions, values and beliefs by which individuals produce and reproduce their material
subsistence, organize time and space, and provide meaning to their daily activity” (Thornton,
Ocasio, & Lounsbury, 2012, p. 51). Whereas formal caregivers in the municipal care services
operate within a public service logic, the efforts of volunteers and informal caregivers are
situated within the institutional orders of the family and/or community (Alford & Friedland,
1985; la Cour, 2014; Thornton et al., 2012). The public service logic in the Nordic welfare
model is based on professional standards, accountability, equality and bureaucracy. The
family and community logics, however, are characterized by commitment to community or
family values, loyalty and reciprocity, emotional connection and amateurism (Lorentzen,

2013; Thornton et al., 2012).
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In our analysis of the population survey data on the prevalence of long-term care
volunteering and informal care, we use the life-course perspective as an interpretive frame. In
this perspective, life is conceptualized as a chronology, a path characterized by significant
events, transitions, family connections and cultural and societal influences. People’s behavior
is influenced by where they are on this path. Simultaneously, life course scholars
acknowledge that “time is only one dimension of human behavior; characteristics of the
person and the environment in which the person lives also play a part” (Hutchison, 2008, p.
9). Since the life course perspective focuses on “how chronological age, relationships,
common life transitions, and social change shape people’s lives from birth to death”
(Hutchison, 2008, p. 9), it can help explain why people do more volunteering and informal
caregiving in some life phases than others. Thus, it can help shed light on the prevalence of
volunteering and informal care in our study.

Methods

This article is based on three studies from a project about voluntary work in
Norwegian long-term care. The studies were conducted over a three-year period (2014-2016)
and were designed to generate knowledge about unpaid caregivers in long-term care, with
focus on prevalence and interaction with professionals. Our four research questions about
prevalence and collaboration challenges presupposed different research methods. Thus, data
from different settings and different actors was used to answer the questions. First, Study 1 —
a population survey — was conducted to map the prevalence of care volunteering and informal
care in the population, addressing RQ 1 and 2. Subsequently, two separate qualitative studies
were conducted to explore collaboration challenges, answering RQ 3 and 4. The research
questions and the relationship with the studies and methods used to answer them are presented

in Table 1.
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Table I Research questions and methods

RQ1  How common is volunteering in long-  Study 1: Population survey (N=4000)
term care?

RQ2  How common is informal caregiving?  Study 1: Population survey (N=4000)

RQ3  What kinds of collaboration challenges Study 2: Qualitative semi-structured
are experienced in formal interviews with municipal managers and
caregivers/volunteer interaction? volunteer activity leaders in both nursing

homes and home care
RQ4  What kinds of collaboration challenges Study 3: Qualitative interviews and

are experienced in home care observations of nine elderly persons,
workers/informal caregiver their informal caregivers and home care
interaction? workers.

Study 2 was conducted to dig deeper into findings from a 2015 survey of frontline leaders and
volunteer coordinators, in which respondents identified suboptimal conditions for
collaboration as the most important barrier to successful interaction between formal
caregivers and volunteers in long-term care (Lorentzen & Skinner, 2019). Study 3 focused on
collaboration practices and the division of tasks and responsibilities between informal
caregivers and home care workers as one of its main themes from the outset.

The strength of our multi-methods approach and our use of population survey data and
qualitative data from different settings and actors to answer different research questions, is
that we can examine several aspects of one of the key issues currently facing ageing and
social policy. Not only does it reveal the scope of unpaid efforts in the population, it also
provides insights into different actors’ perspectives on challenges involved in integrating
volunteers and informal caregivers in welfare provision. A related strength of the approach is
its comprehensiveness. The main challenge involved in using such an eclectic approach is that
the different settings and methodological approaches inevitably generate different kinds of
data, which limits comparison between actors and across settings.

Below, we present the three substudies in more detail.
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Study 1: The population survey

To investigate the prevalence of long-term care volunteering and informal caregiving,
a nationally representative survey was conducted in Norway in 2014. Data were collected
through telephone interviews with survey respondents aged 16 years and older, i.e.
representing the entire adult population. Due to challenges posed by falling response rates in
national surveys, the goal was at the outset to recruit 4,000 respondents in order to attain a
representative sample and avoid biased results. In total, a random sample of 20,000 was
drawn from the national population register. The data was collected March-October 2014.

The questionnaire used a structured multiple-choice approach, and voluntary work was
defined as “work you do for organizations or individuals without being regularly paid for
this”. The survey items on informal care/help were modelled on items used in Swedish
population studies (von Essen, Jegermalm, & Svedberg, 2015) to facilitate comparative
analysis of informal care in Denmark, Norway and Sweden (published as a chapter in an
anthology, see Jegermalm et al., 2018). The survey items used in this study are presented in
Table 2.

A weakness of our survey items and categorization is that the volunteering categories
potentially capture help or care work for individuals or groups outside of long-term care, such
as refugees and child services.

Since the aim of the survey was to identify the prevalence and scope of unpaid work in
the long-term care services, descriptive statistics were used in the analysis. Relationships
between care volunteering/informal help/care and gender/age were investigated by
crosstabulations with exact chi square tests (2-sided). The software used was IBM SPSS
Statistics.

The final sample drawn from the national register consisted of 19,761 individuals. A

total of 2,024 were interviewed in spring 2014 and 1,976 in the autumn, giving a response rate
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Table 2 Survey measures

12

Care volunteering in voluntary organisations

In the last 12 months, have you carried out voluntary work for voluntary organisations in

the following areas...
5. Health, care and rescue work? YES/NO
6. Social services and substance abuse-related care? YES/NO

If yes, what kinds of tasks within [area 5 and/or 6] have you carried out?
9. Help or care work directed at individuals or groups [e.g. visiting service, refugee
guide, counseling, help with practical tasks] YES/NO

If yes to 9, have you carried out voluntary work for voluntary organisations within [area 5
and/or 6] in the last four weeks? If yes, approximately how many hours?

Care volunteering for municipal or public institutions

Have you in the last 12 months done voluntary, unpaid work for a municipal or public
institution? [e.g. nursing home, school, nursery, other eldercare, leisure association,
museum, child services, blood donation, firefighting, rescue operations] YES/NO

For what types of institution have you carried out voluntary, unpaid work?

2: Old age care (nursing home, home care, senior citizens’ community center, etc.)
YES/NO

3: Other care (substance abuse-related, physically disabled, child services) YES/NO

If yes, approximately how many hours did you spend in the last four weeks doing
voluntary, unpaid work within [old age care and/or other care]?

Care volunteering through volunteer centers

Have you in the last 12 months done voluntary, unpaid work for a volunteer center?
YES/NO

If yes, what kinds of tasks within did you carry out for the Volunteer center?
9. Help or care work directed at individuals or groups [e.g. visiting service, refugee
guide, counselling, help with practical tasks] YES/NO

If yes, approximately how many hours did you spend in the last four weeks doing
voluntary work in a volunteer center?

Informal help/care to persons with special care needs outside household

Do you provide, on a regular basis, help to relatives you do not live with, neighbours,
friends or colleagues [e.g. help with transportation, food shopping, gardening, tidying,
cleaning, looking after, care or other help]? YES/ NO

If yes, does the person you help (the most) special care needs? By this, we mean
comprehensive support to older, sick or physically disabled people. YES/NO

If yes, approximately how many hours did you spend in the last four weeks helping this
person?

Informal help/care to persons with special care needs in same household

Do you provide, on a regular basis, help to someone in your own household with special
care needs? [e.g. help to older, sick or physically disabled people]? YES/NO

If yes, approximately how many hours did you spend in the last four weeks helping this
person?

of 20.2 percent (n=4,000). The subgroups of non-respondents were: those who refused to

participate in the study (42.9%), those who did not answer the phone (31.2%), those whose
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phone number was incorrect (15.8%), those who were in an institution or were ill (8.3%), and
finally, those who were unavailable or away during the interview period (1.8%) (Arnesen,
2015). Younger age groups and people with low levels of education were somewhat
overrepresented among the non-respondents. Otherwise, there were no major structural
differences between non-respondents and those interviewed. Immigrants were also
underrepresented in the sample as a result of the low response rate, so the results are primarily
representative of the majority population in Norway. There was some missing data in the
hours variables. The cases with missing data have been included in the analysis where
possible.

Study 2: The qualitative interview study of volunteer activities

In order to identify barriers for successful integration of volunteer activities in long-
term care, we carried out an interview study with managers and activity leaders with first-
hand experience of collaboration. We selected eight research sites from three of the most
common types of volunteer activities in Norwegian long-term care (cf. Skinner et al., 2018).
These were two cultural activities (in nursing homes), two physical activities (offered to
service receivers in both nursing homes and home care) and four visiting schemes (two in
nursing homes and two in home care).

Other criteria for selection were that the activities had been in operation for more than
one year, that there was a considerable degree of coordination between the municipality and
the voluntary organization and that they represented different municipal contexts (urban/rural,
large/small). This was to strengthen transferability across different activity types and contexts.
Our sampling approach was in line with the principles of purposive sampling, whereby
settings (and informants) were chosen deliberately and strategically (Pope & Mays, 1995).

The third author searched for volunteer activities that fulfilled the criteria described

above by contacting voluntary organizations, searching the internet and attending seminars
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where voluntary work in long-term care was discussed. Twelve potential research sites were
initially considered, but ultimately only eight research sites were selected and included in the
study. This was so that time and resources would allow for representatives from both
voluntary organizations and municipalities to be interviewed, instead of just voluntary
organization activity leaders. To recruit informants to the study, volunteer activity leaders and
managers of the long-term care unit at each research site were contacted by e-mail to ask for
their participation. All the activity leaders/managers in the eight selected research sites agreed
to participate. The final sample included 25 informants: 11 from eight voluntary
organizations/centers (of which five were male) and 14 from 12 municipal long-term care
units (of which all were female). Site visits were arranged in all the eight sites. A site visit
lasted for one to two days, depending on location, transportation alternatives and availability
of respondents. The purpose of the site visits was primarily to conduct interviews, but the
researcher also observed settings, activities and actors to gain a fuller understanding of the
collaborative aspects of activities. A total of 21 qualitative interviews were carried out on-site
by the second and third author in autumn 2016. The interviews were carried out in the
informants’ offices or place of work and lasted from 45-80 minutes. All the interviews
followed a structured set of topics with probing questions to ensure comparability between
interviews. The five main topics were: volunteers, care receivers, organizational procedures,
mobilization and coordination. The interview protocol was informed by a review of existing
literature in the field and eight hours of observation in two volunteer visiting schemes, carried
out by the third author in advance of the interview study. The preparatory observation study
was unstructured and carried out without an observation guide. Its sole purpose was to inform
the design of a survey and the topics for the qualitative interview guide (for more information

about the survey, see Lorentzen & Skinner, 2019; Skinner et al., 2018).
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Study 3: The qualitative study of informal care

In order to explore hindrances in the cooperation between home care workers and
informal caregivers (family members) in long-term care, we use data from a larger qualitative
study including nine elderly care receivers, their informal caregivers and home care workers
in one urban and one rural municipality in the west of Norway. Drawing on data collected
through conversations and semi-structured interviews with home care workers and informal
caregivers, this article focuses on formal and informal caregivers’ experiences of
collaboration in the home care setting. The subgroups of home care workers recruited to the
study were registered nurses, assistant nurses, students and managers with long and short
experience in the field. The aim of the recruitment strategy was to maximize the richness of
the data material. Some home care informants were recruited by managers, others by the
researcher during observations of daily activities at the home care offices (the data from the
observation did not form part of the analysis for the article). Interviews with home care
workers were conducted in a separate room in the home care offices.

In order to recruit informal caregiver informants, an information letter was distributed
to care receivers by home care workers, asking for permission for the researcher to come to
their home and present the study. Inclusion criteria for receivers of home care services were
elderly persons with chronical physical impairments, and exclusion criteria were different
kinds of cognitive impairment. Care receivers’ consent to participate included agreeing that
the researcher could interview close family members. Upon obtaining care receivers’ consent,
their informal caregivers were given written information about the study and asked if they
were willing to participate. Interviews with informal caregivers were conducted in the
location of their choice: their place of work, their home or the researcher’s office. The

interview-guides were semi-structured and covered background information and questions
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regarding help from and collaboration with family members/home care workers. All

fieldwork and interviews in Study 3 were conducted by the fourth author.

Qualitative data analysis

All interviews were recorded and transcribed in full by the interviewing researchers.
Four researchers were involved in the data analysis. The second and third author were in
charge of the data analysis in Study 2, and the fourth author led the data analysis in Study 3.
In addition to coordinating the different components of the research project, the first author
had a central role in final stages of the data analysis, merging and comparing themes across
the two studies. Only the interview material related to the informants’ experiences with
collaboration, coordination and organization was included in the analysis for the article. Using
thematic analysis (Braun & Clarke, 2006), the text was read several times in order to gain an
overall impression of the data, focusing on both manifest and latent content. Afterwards,
different content areas were identified in the text and the content areas coordination
challenges and collaboration challenges were included in the next stage of the analysis. Using
a summary of themes (produced by the lead researchers from each of the two studies) as the
starting point, the four authors arrived at the themes that were elaborated on in the article. The

Table 3 Themes

Challenges in cooperation between formal caregivers and volunteers/informal
caregivers
Category Volunteers-formal Common challenges | Informal caregivers -
caregivers home care workers
Themes Poor communication | Unclear Legislation
responsibilities and
expectations
Negative attitudes Lack of system Unfulfilled potential
among formal
caregivers
Increased workload | Need to
Recipients too acknowledge and
poorly appreciate
(Un)-suitability
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themes were produced inductively; there were no predefined codes shaping the analysis. An
overview of the themes is presented in Table 3.
Findings

This section is divided into three parts. The first part presents results from the
population survey and answers research questions 1) and 2) about the prevalence of
volunteering and informal caregiving. The second and third parts address research questions
3) and 4) about challenges experienced in formal caregiver-volunteer and home care worker-
informal caregiver interaction.
Study 1: The scale of unpaid care work

The results show that the prevalence of care volunteering is modest, while informal
help and care for people with special care needs is a little more widespread in the Norwegian
population. Only 4.4 percent engage in voluntary work in long-term care, while around
20 percent regularly provide help to family, neighbors, friends or colleagues with special care

needs.

Table 4 Prevalence of care volunteering and informal help/care in Norway by gender.
Percent (n=4000).

Gender Men Women Total P
Care volunteering in voluntary organisations 1.7 2.8 2.3 .026
Care volunteering for municipal or public 1.4 2.5 2.0 .022
institutions

Care volunteering in volunteer centres 0.3 0.9 0.6 106
Total long-term care volunteering 3.2 5.5 4.4 <.001
Informal help/care outside household 11.3 18.3 14.9 <.001
Informal help/care in household 6.4 6.7 6.6 .655
Total informal care 16.8 23.2 20.1 <.001

Source: Respons survey 2014

As Table 4 shows, care volunteering and informal care outside the household are more
widespread among women than men, but there is little difference between the sexes when it

comes to the prevalence of informal help and care in one’s own home. As shown in Table 5,
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volunteering in long-term care is more widespread in the highest age groups, whereas
informal care outside the household is most prominent in the 50-67 age group and care for
someone you live with is more common in the highest age group (>67).

Table 5 Prevalence of care volunteering and informal help/care in Norway by age group.
Percent (n=4000).

Age group 16-24 2549 50-66 >67  Total P
Care volunteering in voluntary 2.1 1.6 3.0 3.0 2.3 .036
organisations

Care volunteering for municipal or 1.2 1.6 2.5 2.4 2 165
public institutions

Care volunteering in volunteer centres 0.5 0.6 0.4 1.1 0.6 735
Total long-term care volunteering 3.7 3.3 5.4 6.0 4.4 .005
Informal help/care outside household 102 133 199 135 149 <001
Informal help/care in household 53 6.3 6.5 8.0 6.6 296
Total informal care 5.1 181 252 198 20.1 <.001

Source: Respons survey 2014

Our results indicate that the weekly contribution by volunteers is modest, at just 1 hour
20 minutes per week on average (see four-week averages in Table 6). The magnitude of
informal help and care is more considerable, at 4 %4 hours per week for care and help outside
the household, and 9 2 hours inside the household. The high standard deviation values for the
bottom two categories show that there is much variance in time spent among informal
caregivers.

Table 6 Average hours of volunteering/help given in four weeks. (N) is original sample size.

Average St. Dev. N=
hours

Care volunteering in voluntary organisations 5 7.9 92 (92)
Care volunteering for municipal or public 7 17.8 75 (79)
institutions

Care volunteering through volunteer centres 4 4.1 23 (25)
Informal help/care outside household 17 353 526 (596)
Informal help/care in household 37.5 37.6 187 (262)

Source: Respons survey 2014
Renning et al. (2009) estimated in 2009 that informal caregivers’ contributions equal
100,000 full-time equivalents. This estimate is widely cited in both policy documents and
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academic literature in Norway (e.g. Ministry of Health and Care Services, 2013; Tonnessen,
2016). The estimate is based on simple calculation of the average number of minutes spent on
informal care into FTEs applied to the population as a whole.! If we adopt the same approach
and take our respondents’ retrospective estimate of their monthly contribution at face value
and use them to calculate full-time equivalents for the whole population,?> we arrive at 77,500
FTEs of informal care to different households and 75,500 to the same household: 153,000 in
total. The corresponding figure for care volunteering is 8,500 FTEs. It is, of course,
questionable how valid these recalculations of the scope of volunteering and informal
caregiving are, as any sources of error in the data are multiplied. The estimates nevertheless
give an indication of the scope of unpaid work in long-term care, comparable to other
estimates based on other survey data (Holmey, Haugstveit, & Otnes, 2016; Renning et al.,
2009). We will now turn to the question of challenges in collaboration between formal
caregivers and unpaid care providers. The next section deals with formal caregivers-volunteer
interaction.
Study 2: Collaboration challenges between formal caregivers and volunteers

In nearly all the cases, we found examples of failing information chains between the
voluntary organization/volunteer and the services/formal caregivers. Lacking or poor routines
were the most important reasons for this. Formal caregivers on duty were responsible for
keeping track of appointments with volunteers. While some used lists, others used diaries to
exchange necessary information about activities between the different formal caregivers.
There were examples of formal caregivers forgetting, or not having been informed about
planned activities. So, when volunteers arrived to visit or take care receivers out, formal
caregivers and care receivers were unprepared, something that could lead to frustration for
both volunteers and formal caregivers. Several nursing homes lacked routines for information

exchange about volunteer activities.
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Interaction between volunteers and formal caregivers sometimes required sharing of
work. Friction would sometimes arise because it was not clarified who was doing what. In
some instances, it was particularly challenging to achieve smooth coordination of tasks in
preparing and accompanying care receivers to activities. However, all activities did not
require the same amount of coordination. Activities such as individual indoor visiting
schemes, serving of meals or entertainment events for care receivers required less
coordination than activities for which care receivers were required to travel outside of their
own home or the nursing home. The poorer the health of care receivers, the more help was
required from formal caregivers. Care receivers commonly needed help with getting dressed,
personal hygiene and being escorted to the activity, and care receivers with dementia often
needed formal caregivers to repeatedly explain the purpose of activities.

Unclear roles and blurred responsibilities was a recurring issue in the interviews. It
was often unclear what tasks were the professionals’ domain and what tasks could be carried
out by the volunteers. Generally, volunteers were not involved in traditional professional care
tasks, such as personal care or medication, and the volunteers were viewed as a supplement to
the services provided by the professionals. Volunteer visitors, for example, were not
delegated any tasks or responsibilities that had to do with personal care, illness, medication or
feeding. Their role was supplementary to that of formal caregivers. As one informant from the
long-term care services put it: “the volunteer compensates for all the things auxiliary nurses
and nurses feel bad about [due to lack of time:] that good conversation or that walk”.

Another key theme in the interviews was that formal caregivers thought involvement
of volunteers was time-consuming and added to their workload. Quite often, volunteer
activities were not aligned with routines in the care services, and formal caregivers therefore
perceived them as wearisome. In some instances, the volunteer activity was rejected or

constrained by formal caregivers’ limited capacity. In others, contact between the voluntary
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organization and the care services was the responsibility of coordinators employed by the
care services. Coordinators were usually responsible for collaboration with the voluntary
organization on the formal and general level, while the direct contact with volunteers on a
day-by-day basis was the responsibility of formal caregivers on duty. Many interviewees
viewed coordinators as having a key role in spreading enthusiasm among formal caregivers
and acting as a driving force for volunteer activities at the location. Several of the frontline
leaders expressed that negative attitudes among formal caregivers stemmed from a feeling of
an added workload in an already hectic work situation. In some instances, the care services
had to obtain written consent from family members before the care receivers could participate
in volunteer activities. This task was assigned to formal caregivers, a task which could
involve extra work. Several care service units had taken measures to improve attitudes among
the formal caregivers, many through several years. The next section reports results from the
qualitative study of informal caregivers’ interaction with long-term care formal caregivers in
two municipalities.
Study 3: Collaboration challenges between home care workers and informal caregivers
Referring to constrictions posed by the legislative framework, interviewed home care
workers expressed that they had few expectations of what and how informal caregivers
(family members) should contribute. Furthermore, they expressed reluctance toward taking
the initiative to establish binding agreements with informal caregivers, as they did not want to
be perceived as expecting and demanding or as putting a burden on them. They were positive
toward cooperating with informal caregivers, and described the “ideal” informal caregiver as
“engaged and involved”. This was not necessarily because informal caregivers took on
performing practical tasks, but rather that they did what they had said they would do and kept

home care workers up-to-date. Moreover, home care workers emphasized that social contact
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and support for care receivers were the most important contributions from informal
caregivers, as this was not a prioritized task by the public services.

The home care workers spoke of differences of expectations among informal
caregivers regarding how the services could, and could not, contribute in care receivers’ day-
to-day situations. This could be a source of mistrust and accusations between home care
workers and informal caregivers, based on poor communication and a lack of clarified
expectations between the two parties. Even though general information about available
services was provided on the larger municipality’s internet page, the municipalities in the
study did not have any hand-outs with written information for care receivers and informal
caregivers. It was up to them to find out how the services were organized, what kind of
services they could apply for, and what kinds of tasks were prioritized by the long-term care
services. This lack of information was expressed as a “missing link” by several of the
informal caregivers in the study, as it was sometimes random what kind of information they
received from home care workers. The home care workers, on the other hand, made personal
judgements about what kind of services care receivers could and should apply for. They
passed on information based on their personal experience, knowledge and values.

Although the otherwise expansive handbook in the small municipality did not describe
how to create and maintain cooperation with informal caregivers, the municipality did have
written documents for each individual care receiver, based on agreements made during the
first home visit (initial assessment). The initial assessment was carried out by the manager,
who was a registered nurse, and the document was reviewed and updated if/when changes
occurred, either by a registered nurse, an assistant nurse or the manager. The document was
available to all home care workers and explained what kind of tasks the informal caregivers
would perform. The document was often based on information provided by the care receiver

and not from informal caregivers, who were not necessarily present at the first home visit.
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Other than this, cooperation with informal caregivers was based on home care workers’
individual encounters with, and their knowledge of, the informal caregivers.

Conversely, the larger municipality did not have documents describing divisions of
tasks between home care workers and informal caregivers. The home care workers assumed
that care receivers’ informal caregivers were responsible for taking care of issues that were
not detailed on their work list. Thus, home care worker-informal caregiver interaction in the
large municipality was more prone to suffer from unclear expectations and
misunderstandings. Common for both of the municipalities were challenges connected to lack
of structures and written routines regarding how to connect and cooperate with informal
caregivers. Interviewed home care workers referred to the Health and Care Services Act to
explain this, as the services were mainly oriented toward the care receiver. In effect, home
care workers had to find and invent solutions on a case-by-case basis in their attempt to
cooperate with informal caregivers.

Discussion

Our data show that only a small proportion of the Norwegian population carry out
unpaid, voluntary work in the long-term care services. Informal caregiving to people who are
likely users of municipal care services is more widespread; one fifth of the respondents report
that they regularly provide help to family, neighbors, friends or colleagues with special care
needs. These results diverge from the somewhat lower numbers reported by the latest Time
use survey and Living conditions survey.

If viewed through a life-course lens, our data tell the same story as other informal care
literature (Daatland, Veenstra, & Lima, 2009). People provide more informal care and help to
spouses, parents, other family and friends as they grow older and their health situation
requires it. The likelihood of having a parent or spouse who requires regular help and care

increases with age (Daatland et al., 2009). Moreover, our results show that also care

The Version of Record of this manuscript has been published and is available in the Journal of Aging and Social Policy 6 April 2020
http://www.tandfonline.com/ doi: https://doi.org/10.1080/08959420.2020.1745988




24

volunteering is more widespread in the highest age groups. Hence, older people are not just
care receivers; they are to a considerable extent also active as volunteers and informal
caregivers. From the life-course perspective, the age gap in voluntary participation can be
explained by a shift in focus from a desire to widen one’s horizon when young, to an
emphasis on reasons such as self-respect, social responsibility and social networks in older
age (Musick & Wilson, 2008). In early middle age, people’s focus is typically on their
children, careers and buying a house; in middle life, people are more likely to do volunteering
for their children’s leisure activities, schools or local community (Musick & Wilson, 2008;
Wollebak, Saetrang, & Fladmoe, 2015), not nursing homes or residential care facilities.
Notwithstanding, the life-course perspective represents a very static perspective on voluntary
engagement. People do diverge from these patterns and may be motivated by other factors,
internal (e.g. personality, religion) and external (e.g. asked by a friend, community
characteristics).

We also found gendered differences in our study. The overrepresentation of women in
informal caregiving was as expected. Studies across Europe show that most informal care is
carried out by women (Sand, 2005), with daughters being the most common caregiver
(Walker & Warren, 1997). Our results are also in line with other research which shows that
the difference between the genders is more prominent when it comes to care for someone who
is sick, handicapped or elderly in another household, than informal care within the household
or informal care to healthy or young persons outside the household (Jegermalm, 2006).
Interestingly, the gendered dimension of care extends to volunteering. Overall volunteering is
more common among men (Fladmoe et al., 2018; Jegermalm & Jeppsson Grassman, 2009),
but within the realm of care, female volunteers are in majority.

When it comes to challenges in collaboration between formal caregivers and unpaid

volunteers and caregivers, our studies show that there are many similarities across the two
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settings. For most formal caregivers (volunteer coordinators excepted), dealing with
volunteers is not formally part of their job description. This is illustrated by the absence of
formal routines for collaboration. And since healthcare professionals’ responsibilities are
primarily connected to the individual care receiver’s needs (Molven, 2017), communicating
with informal caregivers or volunteers is not on formal caregivers’ daily task lists.
Notwithstanding, our study shows that managers and formal caregivers view both volunteers
and informal caregivers as invaluable providers of care, especially when it comes to fulfilling
care receivers’ social and emotional needs. Both nursing homes staff and home care workers
find themselves in a squeeze between the social needs of care receivers and their own limited
time and resources. They will prioritize other, more pressing caring tasks over social
activities. Due to recent reorganization of the provision of health and care services in Norway,
formal caregivers have been expected to provide care for a higher total number of care
receivers than previously, and care receivers have needs are more complex and extensive than
before (Gautun & Syse, 2017).

In both the volunteer and informal carer setting, missing routines for recording or
collecting information, filing or sharing information hinder successful collaboration and
seamless task division. Sometimes collaboration fails because assumptions and
misunderstandings are allowed to develop into mistrust and resentment. For example, our
study shows that at times, home care workers experience that family members have
unrealistic expectations of what services the municipality can provide. This corroborates
previous research that shows that the scope of care is a source of disagreement between
formal and informal caregivers (Sims-Gould, Byrne, Tong, & Martin-Matthews, 2015). Thus,
it could be argued that there is a discrepancy between the municipality’s responsibility for
care, as communicated to the ordinary citizen through legislation, policy and the media, and

formal caregivers’ capacity to provide statutory services (Tennessen, 2016). Also in
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volunteer-formal caregivers collaboration does volunteers’ limited knowledge about the care
services’ organizational and financial limitations create friction. Volunteers who show little or
no appreciation of formal caregivers’ busy schedules and take it for granted that they are
available at all times to get care receivers ready for activities cause frustration and negative
attitudes.

Unclear expectations as regards the division of tasks may cause frustration in both the
volunteer and informal caregiver setting. It is often unclear which tasks are the responsibility
of nursing home staff or home care workers and which tasks can (or should) be carried out by
volunteers or informal caregivers. In both settings, formal caregivers are, at times, unwilling
to delegate certain care tasks to volunteers or informal caregivers. This applies to personal
care tasks in particular, which are viewed as the professionals’ responsibility and domain.
This might be seen as an expression of professionals defending their territory (Axelsson &
Axelsson, 2009), but it can also be viewed as a result of the voluntary nature of the two forms
of unpaid work. Formally and legally, both volunteers’ and informal caregivers’ contributions
are based on voluntarism, through civil practices and informal interaction. Formal caregivers
in the Norwegian care services cannot expect or demand that volunteers or informal
caregivers contribute toward service provision. At times, this makes it difficult to establish
workable structures for collaboration, as formal caregivers cannot enter into binding
agreements with individual volunteers or informal caregivers.

There are also some distinct differences in how collaboration challenges are perceived
across the two settings. First, in the volunteer setting, collaboration revolves around
activities/events and their organization and execution. Recruitment and preparation of care
receivers for participation in activities are added to formal caregivers’ task lists and
sometimes perceived as an unwelcome added workload. In the informal caregiver setting, we

observe no such perceptions of interruptions or added workload. This might be because
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dealing with family members forms part of home care workers’ job description. However, we
only studied the home care setting; perceptions might be different in institutions. A second
major difference is the personal relationship factor. Informal caregivers do, in most cases,
know the care receivers’ lifestyle, habits and abilities better than home care workers, and they
commonly carry out comprehensive care tasks that legally are the responsibility of the public
services (Tennessen, 2016). Volunteers, on the other hand, generally do not know care
receivers when they volunteer, and voluntary organizations are not always well-informed
about the abilities of care receivers when they plan or propose activities (Tingvold & Skinner,
2019). At times, formal caregivers find it difficult to manage the mismatch between the
expectations of well-meaning volunteers and the reality of very frail or demanding care
receivers (Tingvold & Olsvold, 2018).

We would argue that all the challenges in formal caregivers’ interaction with
volunteers and informal caregivers can be traced back to the differing logics of the
professional, volunteer and informal caregiver spheres. It is unsurprising that friction arises
when professionals and volunteers and informal caregivers join forces. The public services’
preference for predictability, stability and continuity (Vaeggemose, Ankersen, Aagaard, &
Burau, 2017) inevitably clashes with the informal approach of volunteers, whose
contributions are voluntary and more ad hoc. This was expressed by several informants in our
data material. For example, one care manager expressed discontent with volunteers’ ad hoc
contributions in the area of dementia care, as the infrequency of volunteer visits were seen as
at odds with the needs and preferences of the receivers: “The volunteer’s commitment to do
four hours a month is too little for the recipient! [...] There is a difference between the
person with dementia’s needs for contact and the activity companion’s capacity.”

In home care worker-informal caregiver interaction, bureaucratic aspects of home care

services such as fixed care plans, rotating workers and time restrictions might clash with
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informal carers’ values, needs, preferences and expectations (Martin-Matthews & Sims-
Gould, 2008; Sims-Gould et al., 2015; Sims-Gould & Martin-Matthews, 2010). However,
research shows that when formal caregivers are able to navigate between the two logics, and
in the case of informal caregivers display empathic awareness, successful collaboration and
interaction can take place (Sims-Gould et al., 2015; Vaggemose et al., 2017). A precondition
for successful interplay between the two logics is, however, that all actors have information
and knowledge about their counterpart and the values and practices that guide their daily
activities.

Limitations

The non-response rate in the survey was considerable (79.8 percent). Nevertheless,
research shows that high non-response does not necessarily equal biased results, and that
surveys with response rates far below 20 percent may still produce scientifically valuable data
(Groves, 2006; Hellevik, 2016). Another weakness in our data is that the magnitude of
informal care may be more considerable than is suggested by our data. The survey items
about hours spent providing informal care only asked about help and care for the person
respondents helped the most. Since 74 percent of those who did informal care for someone
with special care needs outside the household stated that they helped more than one person, it
is clear that some unpaid care work has gone undetected in our study.

As regards the limitations of the qualitative study of volunteer activities, there were no
cases of municipality-initiated activities in our study, so we have no data on the challenges
they face. Nor do we have data on frontline staff and care receivers’ experiences with
coordination challenges. Moreover, data from the qualitative study of informal care presented
in this article only took into account collaboration challenges that informal and formal carers
in home care services face in two municipalities in Western Norway. Nevertheless,

transferability in the qualitative studies was sought established by including different
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activities and research settings in the study of volunteer activities, and both an urban and a
rural setting in the informal care study. To ensure dependability and confirmability in the
volunteering study, the second author examined the third author’s processes of data collection
and data analysis and the results in order to ascertain that interpretations were supported by
the data. The findings were subsequently discussed with the first author. In the informal care
study, respondents were sought included from different social strata and positions in order to
maximize the variety of perspectives. Still, middle class respondents were overrepresented.
Dependability was sought established by conducting long-term data collection that also
included observations and informal conversations, which strengthened the researcher’s
insights into the actual cooperation practices and challenges. While the informal care study
was conducted by the fourth author, the findings were examined by and discussed with the
first author.
Conclusion

The results from the study supports the idea that there is a special model of
Scandinavian social care which is characterized by a mix of formal care, volunteering and
informal caregiving. However, less formal care does not necessarily imply more of informal
caregiving and/or volunteering, as the actors largely carry out complementary tasks.
Moreover, the findings from the population survey show that although informal caregivers’
contributions in Norwegian long-term care are considerable, the current scope of voluntary
contributions is scarce. Judging from this, it seems that social policy-makers have
underestimated the obstacles that have to be overcome before “civil” resources can begin to
meet future care demands. Moreover, the findings from the qualitative studies illustrate that
the practice field is not sufficiently prepared for increased involvement of volunteers and
informal caregivers. Current structural issues concerning the long-term care services’ legal

framework, (re)organization, capacity and operation hinder effective collaboration between

The Version of Record of this manuscript has been published and is available in the Journal of Aging and Social Policy 6 April 2020
http://www.tandfonline.com/ doi: https://doi.org/10.1080/08959420.2020.1745988




30

formal caregivers and volunteers/informal caregivers. Knowledge of limitations in the current
collaboration environment will, hopefully, be useful to both policy makers and the practice
field when assessing their goals and strategies for involvement and improvement of
collaboration practices. Nevertheless, new strategies to involve volunteers and informal
caregivers in the provision of long-term care services are by no means futile. Nor is it
impossible for the care services to attract more volunteers in the future. But politicians and
policy-makers need to acknowledge that involving volunteers in long-term care service
provision is a costly venture: it requires education of both formal caregivers and volunteers,
coordination and continuous recruitment efforts. To improve cooperation with informal
caregivers, politicians have to be willing to take part in a more honest and open debate on the
role of family care in the Nordic welfare state and to what extent informal caregivers have to
take on a heavier care burden due to changing demographics and political priorities in the
future.
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Notes
' FTEs of informal care=Percentage of adult population who provide informal care*size of
adult population*minutes of informal care per day*365/60/1800.
2FTEs of informal care=Percentage of adult population who provide informal care*size of
adult population*hours of informal care per four weeks/4*52/1750. Our survey is from 2014
and the study population was adults aged 16 and over, so we base our calculations on the
group 16+ and population statistics from 1 January 2014, i.e. 4,115,195 (Statistics Norway
2014). We use Statistic Norway’s definition of a FTE: 1750 hours (Statistics Norway 2018).
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