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Summary

Over the next 25 years there is an increase of elderly people in the Netherlands. The
Dutch government is therefore encouraging frail elderly people to live longer at home
and to rely more on informal care. Informal caregivers need to collaborate with formal
caregivers. However, in practice the integrated care between formal and informal
caregivers is fragmented.

The aim of this research was to analyse why in practice care for frail elderly at home
is fragmentated between formal and informal caregivers. This research also aimed to
investigate what the possible factors and policy solutions are to stimulate the
collaboration between formal and informal caregivers in practice. The research
question: 'How can integrated care between formal and informal caregivers be
stimulated to improve quality of care for frail elderly people living at home?’ was
researched and answered.

A qualitative study was conducted to answer the research question. A document
analysis and interviews were held to collect data. The aim of the document analysis
was to research barriers and solutions for integrated care between formal and
informal caregivers in policy documents. In addition, interviews were held to research
which factors hinder integrated care between formal and informal caregivers,
according to policymakers and formal and informal caregivers in this study, and what
kind of possible adjustments and developments are necessary within the current legal
and policy framework to stimulate integrated care between formal and informal
caregivers.

To stimulate collaboration between formal in formal caregivers at organizational level|,
communication is seen as the key instrument, namely accessible and person-oriented
communication. Furthermore, it is important to use care plans to determine mutual
agreements between formal and informal caregivers and to deliver customized work.
It is also important to provide trainings for professionals to learn how to collaborate
with informal caregivers. Moreover, appreciating and acknowledging the knowledge
and skills of informal caregivers is necessary to stimulate the integrated care between
formal and informal caregivers. At national level, the government has to stimulate
health insurers to work together with municipalities. This will help to make informal
care support more available for informal caregivers. In addition, health insurers need
to provide an integrated financing to stimulate professionals to focus more on the
welfare of informal caregivers. This will help to prevent overburdening of informal
caregivers and to maintain the integrated care between formal and informal
caregivers.
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Introduction

Problem analysis

‘Informal care is something that happens to you, which can be beautiful but also
difficult” (De Jonge, 2021). These were the words of the Dutch minister of Health,
Welfare and Sport to increase awareness about informal caregivers. The importance
of informal caregivers is increasing due the ageing (Consultancy, 2021). Over the next
25 years there is an increase of 55% of people who are above 65 years and elderly
above 90 years will triple (Eliens, 2019). This ageing is associated with an increase in
healthcare utilization (NZa, 2018). Furthermore, this increase is paired with a rise in
healthcare expenditure (RIVM, 2008). The Dutch government is therefore
encouraging frail elderly people to live longer at home and to rely more on informal
care (Jacobs, 2016). However, according to the Dutch health minister, there are still
actions needed to increase awareness of informal caregivers, to improve and to
facilitate support to informal caregivers and to improve collaboration between formal
and informal caregivers (De Jonge, 2021).

The vast majority of Dutch people consider providing informal care as self-evident
(Van den Bos, 2006). Informal care means care provided by spouses, children and
close friends who are unpaid to provide this care (Janse, Huijsman, Looman &
Fabbricotti, 2017). In 2019, about 5.5 million people provided informal care in the
Netherlands (Movisie, 2021). However, 10% of these informal caregivers experienced
caregiving as intensive and complicated and they became overburdened (De Jonge,
2021). This is because the demand for care from frail elderly people is getting more
complex and the demand is long-term (Zwart-Olde, Jacobs & Van Groenou, 2013).
Frail elderly people experience physical, psychological, and social problems (Janse et
al., 2017). Furthermore, they have accumulation of chronic diseases and the number
of chronically ill people will continue to rise as a result of the ageing population (van
den Bos, 2006). This disease pattern affects the caregiving of informal caregivers.

One in four of the informal caregivers indicated that they were overburdened in 2019
(Movisie, 2021). This is because, there are now more people over the age of 65 years
who provide informal care, especially to their partners who have multiple chronic
diseases. They feel it as a duty to take care of their partners and are less likely to seek
for formal help. They are often alone without the support of other informal or formal
caregivers. These people are at high risk to become overburdened because they also
have a fragile health (Van den Bos, 2006). Moreover, more people provide informal
care while they also have a job. This combination seems difficult in practice. Some of
the informal caregivers stop working partially or completely in order to provide
informal care. Combining work and informal care can also lead to overburdened
informal caregivers (Van den Bos, 2006). Informal care is therefore not enough to fulfil
the complexity of care for frail elderly people living at home. Support for informal



caregivers is necessary to prevent overburden and to facilitate frail elderly people to
live longer at home (Van den Bos, 2006).

As a result, collaboration between informal and formal care is stimulated. To improve
quality of care for frail elderly at home, integrated care is seen as the solution (Van
Loghum, 2017). Integrated care refers to ‘a coherent and coordinated set of health
and social services from a range of organizations, provided to individual patients by
both formal and informal caregivers’ (Janse et al., 2017 pp.280-281). Despite the fact
that integrated care for frail elderly at home is becoming important, it remains
challenging in practice (Goodwin, Stein & Amelung 2017). Mostly integrated care is
between professionals. Here it is about professionals working together with non-
professionals. There is limited knowledge about how to coordinate integrated care
between formal and informal caregivers (Zwart-Olde, Jacobs, Van Groenoe & Van
Wieringen, 2014). Therefore, integrated care between those two parties is unclear.

Professionals and informal caregivers have different backgrounds and frames of
references in providing care (Hengelaar et al, 2018). Informal caregivers do not have
medical education and may have less or different expertise and skills than
professionals (Pickard & Glendinning, 2002). Professionals therefore do not always
acknowledge the role and expertise of informal caregivers. This makes task divisions
and responsibilities unclear. Because of the unclear roles and blurred responsibilities,
professionals do not know which tasks they can carry out to informal caregivers
(Skinner et al,, 2020). To integrate care, recognition of roles and responsibilities is
necessary (Wittenberg et al.,, 2018). This can also prevent overburdening of informal
caregivers (Struijs, 2006). Furthermore, formal caregivers can experience
collaboration with informal caregivers as time-consuming and as extra workload
(Skinner et al., 2020). Professionals need to adopt different and new ways of working
to collaborate. Therefore, trainings, tools, and policies about how professionals and
informal caregivers can collaborate are necessary (OECD, 2020).

Furthermore, the legal framework also influences collaboration. Collaboration has
consequences for professional secrecy, liability, and responsibilities (Meurs, 2017).
Professionals are bound by professional secrecy, but informal caregivers are not.
Professionals need to keep certain information about patients secret. However, to
provide integrated care it is important to exchange information with informal
caregivers. For professionals it is a dilemma to choose between exchanging certain
information or to keep their professional secrecy (Liégeois, Haekens & Eneman, 2006).
Moreover, the Healthcare Professionals Act (Wet BIG) which applies to professionals
does not apply to informal caregivers. It is difficult to make enforceable agreements
with informal caregivers if it is not explicitly written which services informal caregivers
are (not) allowed to do and who is liable for these services (Wittenberg et al., 2018).
Therefore, the legal framework limits the collaboration between formal and informal
caregivers.
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All in all, in practice there are still challenges for formal and informal caregivers to
collaborate. There is more insight needed about professional secrecy, liability, and
responsibility to make integrate care possible within the current legal framework.
Furthermore, formal and informal caregivers need to learn how to work with
caregivers with different backgrounds, skills, knowledge, and frames of providing care.
Therefore, different policies, tools and trainings could help to stimulate the integrated
care between formal and informal caregivers.

Aim of the research

The aim of this research is to analyse why in practice care for frail elderly at home is
fragmentated between formal and informal caregivers. Furthermore, this research
aims to investigate what the possible factors and policy solutions are to stimulate the
collaboration between formal and informal caregivers in practice. The research
question that will be answered is: 'How can integrated care between formal and
informal caregivers be stimulated to improve quality of care for frail elderly people
living at home?’ The research question will be answered by analysing few sub-
questions:

- Whatis known about barriers and solutions for integrated care between formal
and informal caregivers in scientific publications, reports from research and
consultancy firms and policy documents?

- Which factors hinder integrated care between formal and informal caregivers,
according to the policymakers and formal and informal caregivers in this
study?

- Are there possible adjustments and developments needed within the current
legal and policy framework to stimulate integrated care between formal and
informal caregivers and if so, what kind of adjustments and developments are
necessary, according to policymakers and formal and informal caregivers in
this study?

Scientific relevance

More insight is needed to make care between formal and informal caregivers
integrated. In the literature there is limited knowledge about how to coordinate
integrated care between professionals and non-professionals (Zwart-Olde, Jacobs,
Van Groenoe & Van Wieringen, 2014). It is mainly about integrated care between
professionals (Goodwin, Stein & Amelung 2017). This research contributes to fill this
gap in the literature and will add more knowledge about how to coordinate integrated
care between professionals and non-professionals.
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Societal relevance

Informal care is becoming more important in society. However, there are still a lot of
informal caregivers who become overburdened (De Jonge, 2021). Policy makers
therefore aim for more cooperation and communication between professionals and
non-professionals (Jacobs, Groenewegen & Van Groenou, 2016). This research
contributes to understand what the barriers are to integrate care between formal and
informal caregivers and to find possible policy solutions to work jointly. This is
necessary to prevent overburdening of informal caregivers and to provide good care
for frail elderly at home.

Outline

In the next chapter, various concepts, frameworks, and theories will be discussed. In
chapter three, the methods that are used to collect data and to perform the empirical
research will be set out. In the following chapter, the results of the empirical research
will be shown. The final chapter will set out the conclusion and discussion of this
research, recommendations for further research and practical recommendations.
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Theoretical framework

Define concepts

Integrated care

Integrated care is a worldly accepted key strategy to reform healthcare systems. The
purpose of this strategy is to create coherence and harmony in the healthcare system
in order to strengthen system efficiency, quality of care, quality of life and consumer
satisfaction for patients with complex and multi-problem demand for care (Kodner,
2009). Despite the fact that integrated care is worldly accepted, there is still confusion
to understand this concept (Goodwin, 2016). There are different definitions used to
define integrated care. In this research integrated care is defined as ‘a coherent and
coordinated set of health and social services from a range of organizations, provided
to individual patients by both formal and informal caregivers’ (Janse et al, 2017
pp.280-281).

Besides different definitions, there are also different forms of integrated care. This
research will focus on horizontal integration. Horizontal integration means ‘integrated
care between health services, social services and other care providers that is usually
based on the development of multi-disciplinary teams and/or care networks that
support a specific client group’ (Goodwin, 2017 pp. 2). This research will analyse the
integration in care networks that support a specific group, namely the frail elderly
people living at home. Furthermore, this research will study the integration in care
networks between different providers from health and social services, namely primary
caregivers and informal caregivers. Therefore, integration in this research refers to
horizontal integration.

Preconditions for integrated care

The national association for informal caregivers and volunteer care, formerly known
as MEZZO and now as MantelzorgNL, described few preconditions which are
necessary to integrate care between formal and informal caregivers. MEZZO (2016)
describes five themes which are related to provide good care when formal and
informal caregivers integrate. These five themes are information, contact and
communication, support and equipment, collaboration and finally vision and security.
The first condition, information, is the basis for a good integration between formal
and informal caregivers. Informal caregivers need to receive information about the
care organization (for example about contact persons), about the sickness and
treatment of the client, about the informal care policy of the organization and they
need to be timely informed in which activities they can be involved and in which not.
They also need to be informed if something changes or happens to the client and if
there are changes in the organization. The second conditions, contact and
communication, means that both parties need to know how and when they can
contact caregivers. Informal caregivers need to know to whom they can ask non-care
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and care-related questions. Furthermore, formal caregivers must be able to
communicate well with informal caregivers. They need to listen to informal caregivers,
and they must be able to receive and give feedback to each other. The third
precondition is support and equipment. The professionals need to be aware of signs
of overburdening of informal caregivers and they need to explain how informal
caregivers can have additional support. They also need to learn informal caregivers
new skills to continue care at home. Moreover, professionals are responsible for
coordinating the roles of informal caregivers and to help them fulfil these roles. For
example, formal and informal caregivers can perform certain tasks together. This
allows the informal caregiver to learn from professionals. The fourth precondition,
collaboration, means that formal and informal caregivers need to be open and clear
in their relationship. They need to know what the responsibilities and possibilities of
both parties are. Therefore, they need to make concrete agreements. The last
precondition is vision and security. The organization is responsible for providing a
vision for their employees about interaction with informal caregivers. The
organization needs to provide protocols for interaction with informal caregivers. They
are also responsible for implementing and evaluating the informal care policy. They
need to encourage their employees to join trainings to realize the informal care policy
in practice. The organization needs to make the necessary financial budgets and time
available (MEZZO, 2016). These five preconditions will stimulate the integration
between formal and informal caregivers.

Formal care

Formal care is care services which are provided by healthcare institutions or
individuals who are paid to provide these services (Li & Song, 2019). Li & Song (2019)
describe three ways of organizing formal care, namely home-based care,
community-based care, and residential care. Because this study focuses on frail
elderly living at home, this study refers with formal care to the home-based care.
Schadé & Dokter (1995) define home-based care as the caring, nursing, treatment,
and guidance of the client in a home situation, which is supported with the self-care,
informal care, and professional care. The formal caregivers who provide home-based
care are primary caregivers like, district nursing (case managers and nurses). The
district nurses are meant by formal caregivers in this research (Francke et al., 2017).

Informal care

Informal care is unpaid care provided by family, friends, and neighbours (Li & Song,
2019). Li & Song (2019) distinguish four areas where informal care can be provided.
The first area is the routine activities of daily living. In this area informal caregivers help
elderly people with taking bath and eating. The second area is instrumental activities.
With these activities informal caregivers help elderly people with transportation and
managing their finances. The third area is the companionship and emotional support.
Finally, the last area Li & Song (2019) describe is the area where informal caregivers
provide medical and nursing tasks. This research defines informal caregivers as family,



2.2

221

friends or neighbours who provide care in one or more areas mentioned above, for a
frail elderly living at home.

Policy framework

Participation society

In 2013, a new policy was introduced in the Netherlands. With the aging population
and the rising healthcare costs, the government stimulated the society to be more
responsible for their own well-being and for the society's well-being, so called the
participation society (Koster, 2014). Participation society is about different division of
collective and individual responsibilities (Putters, 2014). The government expect
citizens to take more responsibilities in supporting and caring vulnerable groups in
society, such as frail elderly people (Kampen, Verhoeven & Verplanke, 2013). The
policy encourages elderly people to live longer at home and to organize their own
care and (informal) caregivers (Jacobs, 2016). They have to rely more on their social
networks. When the demand for care increases for a frail elderly living at home, the
responsibility of informal caregivers increases too. In order not to overburden informal
caregivers, this policy requires good collaboration between formal and informal
caregivers (Kemp, Ball & Perkins, 2013). Therefore, this participation society results in
more collaboration between formal and informal caregivers.

Integration is not yet a regular practice (ZiN, 2018). In practice, there are problems
with the implementation of this policy (Van Wieringen et al., 2014). Policies about
collaboration are often thought in technical and instrumental ways. In practice,
moral-emotional processes as recognition, appreciation and loyalty can impact the
collaboration (Van Bochove et al., 2014). In practice, the relationship between formal
and informal caregivers is unequal (Morée, 2004). For a professional it is a profession
which only takes up part of their time. For an informal caregiver it is not a profession.
The care is based on a personal bond (Morée, 2004). To provide effective care, mutual
respect is necessary between the two unequal parties (Knipscheer, 2006). When
informal caregivers are undervalued, they feel like their qualities are less recognized
and that makes them feel less appreciated (Morée, 2004). This can affect the
collaboration negatively. Therefore, the collaboration can turn out differently in
practice than it is written in policies.

Furthermore, financing for integrating is usually lacking in practice (Minkman, 2012).
Professionals are not often rewarded for integrated care. Professionals and
organizations are paid fragmented. Fragmented financing means that professionals
limit themselves to what they are paid for instead of what the situation needs (Vilans,
2019). The attention and time professionals spend on (initiating) informal caregivers is
not funded (Van Wieringen et al., 2014). This discourages professionals to collaborate
with informal caregivers. Therefore, there is a need for integrated financing to
stimulate them to collaborate with informal caregivers. Until this is not achieved, care
for frail elderly people can remain fragmented (Vilans, 2019).



2.21.1 Programs to stimulate the participation society

Various programs have been additionally developed to stimulate the participation
society in practice. These programmes aim to stimulate collaboration between formal
and informal caregivers. Two national programs that have been developed are
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