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Abstract
In Dutch policy and at the societal level, informal caregivers are ideally seen as essential
team members when creating, together with professionals, co-ordinated support plans
for the persons for whom they care. However, collaboration between professionals and
informal caregivers is not always effective. This can be explained by the observation
that caregivers and professionals have diverse backgrounds and frames of reference
regarding providing care. This thematic synthesis sought to examine and understand
how professionals experience collaboration with informal caregivers to strengthen the
care triad. PubMed, Medline, PsycINFO, Embase, Cochrane/Central and CINAHL were
searched systematically until May 2015, using specific key words and inclusion criteria.
Twenty-two articles were used for thematic synthesis. Seven themes revealed different
reflections by professionals illustrating the complex, multi-faceted and dynamic interface of professionals and informal care. Working in collaboration with informal caregivers requires professionals to adopt a different way of functioning. Specific attention
should be paid to the informal caregiver, where the focus now is mainly on the client for
whom they care. This is difficult to attain due to different restrictions experienced by
professionals on policy and individual levels. Specific guidelines and training for the
professionals are necessary in the light of the current policy changes in the Netherlands,
where an increased emphasis is placed on informal care structures.
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1 | INTRODUCTION

In the Netherlands, there is an increased emphasis on informal care
structures. Based on developments from policy and social perspec-

Care for people with chronic conditions is often provided by informal

tives (de Boer & de Klerk, 2013), the number of informal caregivers will

caregivers combined with support from professionals arranged in so-

rise in the next decade (Verbeek-Oudijk, Woittiez, Eggink, & Putman,

called “care triads” (Kemp, Ball, & Perkins, 2013), a care network con-

2014). Given the shift from the traditional welfare state to the partici-

sisting of a client, informal caregiver, and healthcare (allied health and

pation society, where citizens are expected to be primarily responsible

nursing) and social professional(s). Professionals together with informal

for their own health and welfare, de-institutionalisation of healthcare

caregivers create support plans for the person for whom they care (Talley

is taking place. Care will be provided in the community with support

& Crews, 2006). However, the collaboration between informal care and

of informal caregivers and professionals, and only complex care will be

professionals is not always effective (Lefebvre, Pelchat, & Levert, 2007).

given within an institution (Kaljouw & van Vliet, 2015). Given this shift,
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it is important to find out how the collaboration between professionals
and informal care is taking place.
Twigg (1989) described three models that outline frames of reference for the relationship between professionals and informal care:
informal care as resource; informal care as co-worker; and informal
care as co-client. On the Dutch policy level, informal caregivers are
ideally seen as essential team members (Verbeek-Oudijk et al., 2014).
Consequently, when referring to informal caregivers as co-workers, we
use Twigg’s outline. In this frame of reference, the professional works
in parallel with the informal sector, having an enabling and supportive
role (Twigg, 1989). However, this might create underlying difficulties
when put into practice because informal caregivers and professionals have different perspectives in providing care to the care recipient
(Jacobs, Broese, & Deeg, 2014).
Research on the informal caregivers’ perspective shows that most
problems arise in communication and results from different expectations between professionals and informal caregivers (Jacobs et al.,
2014). Dutch research has shown informal caregivers have mixed
feelings about their collaboration with professionals. They do not feel

What is known about this topic
• The collaboration between professionals and informal
caregivers is not always effective.
• Informal caregivers do not feel involved or recognised as
a partner in the care provided by professionals.
• Most problems arise in communication and result from
different expectations between professionals and informal caregivers.
What this paper adds
• Proposes that dialogue should be initiated between informal caregivers and professionals to eliminate discrepancies in expectations and experiences in collaboration.
• Reveals a gap in the literature regarding knowledge about
the role of diversity within collaboration.
• Highlights the need for collaboration with informal caregivers to be included in the curricula of allied health,
nursing and social work education.

involved or recognised as a partner in the care provided by professionals (de Boer & de Klerk, 2013; Wittenberg, Kwekkeboom, & de Boer,
2012). Almost half of the informal caregivers claim they rarely or never
get the opportunity to participate in decisions or share their concerns
(de Klerk, de Boer, Plaisier, Schyns, & Kooiker, 2015).

2.1 | Search strategy and study selection
In phase 1, we searched six electronic databases: PubMed, Medline,

In contrast, little research has examined professionals’ perspective

PsycINFO, Embase, Cochrane/Central and CINAHL. We systemati-

regarding working and collaborating with informal caregivers (de Boer

cally searched for papers published between 2000 and May 2015,

& de Klerk, 2013; Jacobs et al., 2014). To improve the collaboration

based on a search strategy with the following key terms: formal care

between informal caregivers and professionals, we must examine

AND support AND informal caregiv* AND diversity AND perspective.

what we can learn about the professional perspective on collaboration

The basic search strategy was expanded using synonyms, which were

with informal caregivers. A quick scan of the Dutch literature revealed

found in the thesaurus (see the final search strategy in Appendix S1).

that this topic is marginally researched in the Netherlands; therefore, a
broader review is performed based on international literature.

The inclusion criteria were: (1) published between 2000 and May
2015; (2) written in English or Dutch; (3) describing the experiences of

This thematic synthesis aimed to explore the collaboration be-

allied health, nursing or social work; (4) focusing on the professional

tween professionals and informal caregiver to gain a better under-

perspective of collaboration with the informal caregiver; and (5) pub-

standing of experiences of professionals on the collaboration with

lished in a peer-reviewed journal. Although the logical choice in this

informal caregivers and to further understand their perspective and

review is to focus only on community settings, we also included other

to strengthen care triad in the future within the community setting.

settings due to the lack of articles specifically focussing on community
settings.
All studies were independently selected, based on titles and ab-

2 | METHODOLOGY

stracts in the first round and full text reading in the second round.
This was done by the first and second author (AHH and MvH).

As we were interested in what is known in international literature

Disagreements about selected articles were subject to discussion to

about the experience of professionals regarding the collaboration

reach consensus.

with informal caregivers, we chose a review method in qualitative studies (Thomas & Harden, 2008). Campbell et al. (2003) suggested that syntheses of qualitative research give a stronger voice

2.2 | Quality appraisal

to experiences than single studies do. Consequently, we performed

In phase 2, we used the Critical Appraisal Skills Programme (CASP)

a thematic synthesis pertinent to the topic at hand. The thematic

to appraise the methodological quality of the studies. All items on

synthesis was based on the methodology proposed by Thomas and

this 10-item CASP Qualitative checklist for the appraisal of qualita-

Harden (2008) and followed four phases: (1) search and study selec-

tive studies were scored with “yes” or “no” depending on whether the

tion, (2) critical appraisal of the selected studies, (3) data extraction

topic, e.g. research design, recruitment, ethical considerations, were

and (4) thematic synthesis. Each phase will be explained in the fol-

described sufficiently. An additional score of “unclear” was added to

lowing paragraphs.

differentiate between sufficiently and insufficiently. This resulted in
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three options: 1, 1/2 and 0. The higher the total score, the better the
methodological quality, with a maximum score of 10. All remaining
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Excluded duplicates (n = 1423)

2828 articles identified through
electronic database search

Excluded before 2000 (n = 254)

1151 potentially relevant articles
identified

Excluded on title and abstract
(n = 1083)

68 articles for full text reading

Excluded after full text reading
(n = 40)

28 articles selected for
methodological appraisal

Excluded after methodological
appraisal based on CASP (n = 6)

studies were independently appraised with the CASP by the first and
second author (AHH and MvH) and all items that were scored differently were subject to discussion to reach consensus.

2.3 | Data extraction and thematic synthesis
Phase 3 consisted of data extraction and thematic syntheses, carried
out by the first author (AHH). This process was peer-reviewed by the
second author (MvH). Furthermore, the findings were discussed with
all authors. The goal of this process was the synthesis of the extracted
findings regarding the experiences of professionals as described in

22 articles included for thematic synthesis

each study. For this phase we followed the procedure, as described
below, as proposed by Sandelowski and Barroso (2003) and Thomas
and Harden (2008).
First, the results sections from all included articles were verbatim,
extracted and placed in AtlasTI. The data were read as a whole and
meaningful segments were labelled. Second, the data were coded
using a system of line-by-line coding followed by a process of axial
coding. Using line-by-line coding made translation of concepts from
one study to another possible, which is one of the key tasks when
performing a synthesis. Third, descriptive themes were developed
by looking at the differences and similarities between the codes and
grouping them together. Fourth, overarching thematic themes were

F I G U R E 1 Flow chart of included and excluded studies [Colour
figure can be viewed at wileyonlinelibrary.com]

managers (n = 4); social workers (n = 3); and support staff (n = 3).
However, this overview does not give a complete picture because not
all articles were completely clear on the number participants per profession. Most informal caregivers cared for a frail elder (12/22), with
four studies on dementia care. There were two studies on HIV care,
and two on mental health. Four studies had a diverse population in
their sample.

developed. Developing thematic themes meant that the authors went
beyond the themes of the primary studies (Thomas & Harden, 2008).
This was done by using a cyclical process of further interpretation and
discussion between the authors about the final themes to describe
and explain all initial descriptive themes (Thomas & Harden, 2008,
p. 7). When the final thematic elements were developed, citations
from initial studies were checked to confirm and support the different
themes.

3.2 | Methods and quality of included studies
Table 1 shows the study characteristics of all included studies. All
studies aimed at exploring the collaboration between professionals and informal care. Most studies used interviews (19/22) varying from semi-structured to in-depth interviews. Nine studies used
a combination of interviews with either a focus group, observation,
survey or logbook. Only two studies used focus groups and one
study used thematic analyses of meetings and referral letters as well

3 | RESULTS

as a survey. The CASP score varied from 5 to 8 with a mean of 5.9.

Searches in all six databases resulted in 1,151 possible articles. These

cedures and a description of the relationship between researcher

were screened based on title and abstract. Subsequently, the full text

Studies with a lower score mostly lacked explanations of ethical proand participant.

of 68 articles was examined. Twenty-eight articles were selected for
methodological appraisal, and, finally, 22 articles were used for thematic synthesis (see flow chart in Figure 1).

3.3 | Synthesis of results
Thematic synthesis of 22 articles resulted in 150 segments or codes

3.1 | Characteristics of included studies

meaningful to the aim of this research. These 150 segments were
grouped into descriptive themes, and in the final phase interpreted

Most studies were conducted in Canada (10/22), followed by Europe

into seven thematic themes: (1) the struggle experienced by pro-

(5/22). In Europe, studies were conducted in France, Belgium,

fessionals between being an expert versus partner towards the in-

Germany, Norway and the United Kingdom. The other studies were

formal caregiver, (2) communication within the care triad, (3) the

conducted in the United States (2/22), Australia (2/22), New Zealand

experienced hierarchy in the care triad, (4) professionals regarded

(1/22), Israel (1/22) and South Africa (1/22).

informal caregivers as essential, (5) professionals reported a mis-

Table 1 provides an overview of the characteristics by study. Nurses

match between the provided services and the needs of informal

(n = 206) were most represented in the studies, followed by case man-

caregivers, (6) professionals felt restricted by the collaboration

agers (n = 16); occupational therapists (n = 6); physiotherapists (n = 4);

and (7) some professionals reflected on diversity in collaboration

To explore the interface between
healthcare practitioners and caregivers of
people with Alzheimer’s disease living in
the community

To compare formal and informal
caregivers’ perceptions of delusions and
hallucinations in community residing
older persons with disabilities (PWDs)

France and
Belgium

South Africa

Germany

Canada

Israel

Canada

Aujoulat et al.
(2002)

Boros (2010)

Buscher et al.
(2011)

Carpentier
et al. (2008)

Cohen-
Mansfield,
Golander, and
Heinik (2013)

Dal Bello-Haas
et al. (2014)

To describe formal and informal caregivers’ perceptions of the challenges and
needs associated with providing services,
care and support for individuals with
dementia living in rural and remote
regions in Saskatchewan, Canada

To investigate the relationship between
nurses and family caregivers and its
impact of the actual care provided

Addressing identified gaps by providing
information about interaction between
formal and informal care

To describe the communication process
between healthcare professionals and
family caregivers in the field of AIDS, to
analyse the difficulties they face, and to
get a better understanding of the
experience and expectations on both
sides

To explore the professional context within
which families make decisions about
elder care-giving. To increase the
understanding of the interface between
informal structures of families/friends
and formal structures of the service
provider network

United States

Agee and
Blanton
(2000)

Aim

Country

Study characteristics

Study

TABLE 1

Semi-structured
interviews

Assessments and
interviews

Thematic analysis of
consultation
meetings,
telephone and
email questionnaire, referral
letters

Mixed methods

Mixed methods
Exploratory

Interviews

Exploratory interpretative

Grounded theory

Semi-structured
interviews

Survey and
interviews

Mixed methods, emphasis
on qualitative methods

Qualitative

Interviews

Data collection

Exploratory qualitative

Design

Dementia

communities n = 13,
physicians n = 55, referral
letters n = 250, caregivers
n = 151

(Continues)

6.5

6.5

8

Dementia

Dementia

8

Diverse

6.5

5

AIDS

Diverse

6

CASP
score

Frail elderly

Chronic condition

n = 151 PWDs, n = 90 formal
caregivers, n = 151 informal
caregivers

n = 20 (nurses n = 4,
co-ordinators n = 4, animator
n = 1, support staff n = 9,
substitute caregivers n = 2,
medical staff n = 2)

Family caregivers n = 57,
nurses n = 31

Home based caregivers n = 22,
nurses n = 6, other n = 4

Healthcare professionals
n = 70 (nurses n = 25, doctors
n = 19), others n = 26
(pharmacists, psychologists,
social workers)

Health providers from adult
day care, ageing service,
assisted living, chaplain/
hospice, geriatric assessment,
home health service, large
and small-scale nursing home
administration, geriatric
medicine (n = 9)

Participants
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Country

Norway

Australia

Canada

Canada

Canada

New Zealand

Canada

Australia

United States
of America

Fjelltun et al.
(2008)

Goodwin and
Happell
(2006)

Guberman
et al. (2006)

Jansen et al.
(2009)

Levesque et al.
(2010)

McPherson
et al. (2014)

McWilliam
et al. (2001)

Mitchell (2009)

Mosack and
Wendorf
(2011)

(Continued)

Study

TABLE 1

To describe HIV healthcare providers’
perspectives on the involvement of
informal supporters in their HIV
healthcare and healthcare
decision-making

To bridge the gap between action
focussed and structure focussed
accounts of roles in mental healthcare

To illuminate the components and
activities of shared experience of
in-home care prior to a planned shift to
an approach of flexible, client-driven
in-home service delivery

Exploring carers and professional
perspectives on how informal caregivers
and formal services interface with one
another and identifying how formal
services could better interface with
informal carers

To explore the experience of caregivers
and practitioners who took part in a field
test of the Family Caregivers Support
Agreement (FCSA) tool

To explore formal care providers’
perceptions of their experiences with
Canadian home-and community-based
dementia care

To identify home care practitioners’
understanding of caregiver responsibilities, difficulties and need for support

To examine the issue of consumer, carer
participation in mental healthcare from
the perspectives of consumers, carers
and psychiatric/mental health nurses

To describe carers’ and nurses’ appraisal of
workload in care of frail elderly awaiting
nursing home placement

Aim

Group interview

Semi-structured
interviews

Qualitative

Interviews

Hermeneutic
phenomenology

Discourse analysis

Focus groups and
interviews

Qualitative descriptive

Focus groups and
interviews

Focus groups

Descriptive interpretative

Qualitative

Logbook and
interviews

Focus groups

Workload scale
Interviews

Data collection

Multiple case study

Qualitative

Comparative
cross-sectional

Design

Physicians n = 7, nurse
practitioners n = 3, registered
nurse n = 1

n = 41 (primary health and
social care agencies, stake
holders from communities)

Clients n = 6, informal
caregivers n = 6, service
providers n = 9

Informal carers n = 39, formal
care n = 31

Social workers n = 4, nurses
n = 2, caregivers n = 17

Nurses, social workers,
therapists

n = 55 (nurses, social workers,
physical therapist, occupational therapist, home care
worker, managers)

Carers n = 19, nurses n = 30

Carers n = 11, nurses n = 11

Participants

HIV

Mental health

Elderly

Diverse

Elderly

Dementia

Diverse

Mental Health

Frail elderly

Chronic condition

7

7

7

8

(Continues)

7.5

6.5

6.5

7

7

CASP
score
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To describe and explore the relationship
between nurses and female family
members caring for elderly in the home

To examine the relationship between
community nurses and family members
providing home care to older persons in
urban Canada

United
Kingdom

Canada

United
Kingdom

Canada

Canada

Pickard and
Glendinning
(2002)

Toscan et al.
(2012)

Walker and
Dewar (2001)

Ward-Griffin
(2001)

Ward-Griffin
and
McKeever
(2000)

To produce a set of indicators for good
practice that would facilitate the
involvement of carers in decision-making

To investigate care co-ordination for older
hip fracture patients from multiple
perspectives, including patients, informal
caregivers, and healthcare providers to
determine the core factors related to
poorly integrated care

To explore the factors which distinguish
family care-giving from professional
care-giving, comparing and contrasting
carer’s roles and approaches with that of
nurses. To establish how lay and
professional carers can work together
effectively, ensuring that family carers
will be supported in the most appropriate
way

To examine how professional case
managers from across the care continuum perceive and attempt to balance
informal and formal care in their
day-to-day work

Canada

Peckham et al.
(2014)

Aim

Country

(Continued)

Study

TABLE 1

In-depth interviews

Interviews, focus
groups, field notes
and documentation

Case study design

Critical ethnography

Semi-structured
interviews and
observations

Focussed ethnography

In-depth interviews

In-depth interviews
and observation

Qualitative Ethnographic
approach

Critical ethnography

BoC model and
follow up
interviews

Data collection

Mixed methods

Design

Nurses n = 23, family
caregivers n = 23

Nurses n = 23, family
caregivers n = 23

Frail elderly

Frail elderly

Dementia

5.5

6

6.5

6.5

Hip fractures
Informal caregivers n = 6,
general practitioner n = 1,
physiotherapists n = 4,
occupational therapists n = 4,
nurses n = 3, case managers
n=6
Carers n = 20, nurses n = 17,
occupational therapists n = 2,
doctors n = 5, social workers
n = 2, community nurses
n=3

5

5

CASP
score

Frail elderly

Older persons

Chronic condition

Carers n = 24, district nurses
n = 12, community psychiatric nurses n = 12

36 homogeneous BoC groups
and case managers n = 10

Participants
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TABLE 2
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Overview thematic themes
Cohen-
Mansfield
et al. (2013)
Israel

Boros
(2010)
South
Africa

Agee and
Blanton
(2000)

Mosack
and
Wendorf
(2011)

USA

Professionals are
experts versus
partners
Communication in the
care triad

x

Hierarchy in care triad

x

x

Caregivers are
essential

x

x

x

Professionals feel
restricted in
collaboration with
the caregiver

x

Guberman
et al. (2006)

Jansen
et al.
(2009)

Levesque
et al.
(2010)

McWilliam
et al.
(2001)

x

x

x

x

x

x

x

x

x

x

x

Canada
x

Mismatch between
services and needs

Carpentier
et al. (2008)

Dal
Bello-
Haas et al.
(2014)

x

x

x

x

Diversity in the care
triad

x

x

x

x

x

x

x

x
x

x

with informal caregivers. Table 2 gives an overview of the primary

(2014) and Carpentier, Pomey, Contreras, and Olazabal (2008) added

studies from which meaningful segments were used for thematic

that taking time to build trust was essential.

themes.

These strategies sometimes contradicted the roles and approaches
professionals assume in a collaboration. Agee and Blanton (2000)

3.3.1 | Professionals are experts versus partners

emphasised the professionals’ role of educator, “where teaching and
sharing information are used more often than listening” (p. 322). The

The professionals’ perspective regarding their role in the collabora-

professionals in the research of Carpentier et al. (2008) used both roles

tion comprised a continuum between the feeling of being the expert

as listener and educator. The approach which focuses on empower-

and trying to work in partnership with the caregiver. Dal Bello-Haas,

ment of the informal caregiver was only used sometimes (p. 725). Ward-

Cammer, Morgan, Stewart, and Kosteniuk (2014) found professionals

Griffin and McKeever (2000) and Ward-Griffin (2001) described four

saw a partnership approach as desirable for the informal caregiver.

roles the manager-worker and co-worker were most often adopted.

Other research shows professionals understood the importance

Within the role of co-worker, the nurse is a teacher and there was only

of a partnership approach to empower caregivers “and give them a

a notion of teamwork with a controlling role for the nurse. The manager-

greater sense of self-worth” (Levesque et al., 2010, p. 882). However,

worker is more or less a coach, whereby the nurses gradually transfer

it seems that often professionals did not use a partnership approach

their actual care-giving time and monitor the coping and competence

in their practice but mostly acted as an expert. They “use their own

of the informal caregiver. However, the nurses were not always working

knowledge, status and authority to accomplish the tasks and goals of

in partnership given the sparse meetings with the informal caregiver.

the system and their prescribed professional mandates, with little attention to the knowledge, status and authority of clients as potential
partners in care” (McWilliam, Ward-Griffin, Sweetland, Sutherland, &
O’Halloran, 2001, p. 60).

3.3.2 | Communication in the care triad
The communication between professionals and informal caregiv-

Pickard and Glendinning (2002) and Levesque et al. (2010) showed

ers was only described in terms of difficulties and no best-practices

that when professionals claimed to work in partnership, this was not

were mentioned in the included articles. Upon first contact, the

always a true partnership. “Professionals and family carers work in

collaboration was often described as difficult; professionals re-

such a way that each are able to do their allotted tasks in a process

ported uncertainties about responsibility in collaborating and com-

that may be described as complementarity” (Pickard & Glendinning,

municating with the informal caregiver. Toscan, Mairs, Hinton, and

2002, p. 147). Several strategies were identified by professionals to

Stolee (2012), Boros (2010), Buscher, Astedt-Kurki, Paavilainen, and

form a partnership approach, namely sensitive listening, asking en-

Schnepp (2011) and Goodwin and Happell (2006) described a lack of

abling questions and not imposing own views (Levesque et al., 2010;

communication in general between professionals and informal car-

Walker & Dewar, 2001). McPherson, Kayes, Moloczij, and Cummins

egivers, which was insufficient and irregular (Boros, 2010). Buscher

|
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Peckham
et al.
(2014)

Toscan
et al.
(2012)

x

x

Ward-
Griffin
(2001)

x

x

x

Goodwin
and
Happell
(2006)

x

x

x

x

Mitchell
(2009)

New
Zee-land

Europe

x

x

x

x

x

x

x
x

x

x

x

x

McPherson
et al. (2014)

Aujoulat
et al.
(2002)

Australia

x

x

x

Ward-Griffin
and
McKeever
(2000)

Buscher
et al.
(2011)

x

x

Walker
and
Dewar
(2001)

x

x
x

x

x

x

x

x

x
x

Pickard and
Glendinning
(2002)

x

x
x

Fjelltun
et al.
(2008)

481

x
x

x

x

x

et al. (2011) described the communication as unstructured and in-

et al. (2008) reported that the worries and concerns about the informal

formal. In Goodwin and Happell (2006), a professional described

caregiver were not always reported by professionals because they did

being caught between the sandwich of the client and the caregiver.

not immediately affect the relationship with the client (p. 725).

Aujoulat, Libion, Bois, Martin, and Deccache (2002) added that it
was sometimes unclear what could be shared with the caregiver
and what was “creating a huge barrier for effective communication”
(Goodwin & Happell, 2006, p. 138).

3.3.4 | Caregivers are essential
The professional perspective on the informal caregiver was also dichotomous. Boros (2010) mentioned informal caregivers made the

3.3.3 | Hierarchy in care triad

job easier for the professional. Jansen et al. (2009) went further by
arguing that professional care is impossible to maintain without in-

In the care triad, there were different forms of hierarchy between the

formal caregivers. In this light, professionals sometimes identified

professional, informal caregiver and the client. Agee and Blanton (2000,

specific tasks for the informal caregiver. They were mostly seen as

p. 331) argued that professionals will be more or less inclined to collabo-

being able to do “dirty hands-on work that is easily learned” (Ward-

rate with the informal caregiver given their perspective. Some profes-

Griffin, 2001, p. 70), keeping clients socially connected, helping with

sionals described themselves as being secondary in-home care and the

activities of daily living (ADLs), and providing peace of mind for the

informal caregiver as primary (Ward-Griffin, 2001). Others placed the

client (Peckham, Williams, & Neysmith, 2014). Additionally, some pro-

informal caregiver at the bottom of the hierarchy, then the nurse, then

fessionals’ mention that informal caregivers were said to play a vital

the therapist and the case manager at the top (McWilliam et al., 2001).

role in keeping older persons in the community (Peckham et al., 2014).

Sometimes there was a conflict in the professionals’ reflection on
the position of the caregiver with respect to the client, as mentioned

Walker and Dewar (2001) argued that the quality of care given to the
client increased when the informal caregiver was involved.

by, for example, Goodwin and Happell (2006). On the one hand, the

There were also concerns expressed. Mosack and Wendorf (2011)

opinion of professionals was that informal caregivers have as much

described that informal caregivers can be helpful and unhelpful in the

right to be included in the care process as the client. On the other

care provided by professionals to clients. For example, the emotions

hand, they argued that the involvement and collaboration with the in-

expressed by the informal caregiver can influence the freedom of

formal caregiver was “not always feasible and in the best interest” of

choice for the client (Buscher et al., 2011). Informal caregivers may

the client (Goodwin & Happell, 2006, p. 139).

also have unrealistic expectations of the service system, which leads

The focus was often more on the client than on the informal care-

to unhelpful behaviour (Goodwin & Happell, 2006).

giver (Carpentier et al., 2008). Although listening to both client and in-

That caregivers were seen as essential can also create difficulties:

formal caregiver is often seen as essential, this was not always done in

professionals took caregivers for granted (Walker & Dewar, 2001), or

practice (Aujoulat et al., 2002; Pickard & Glendinning, 2002). Carpentier

they confirmed that informal caregivers took on too much responsibility
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(Fjelltun, Henriksen, Norberg, Gilje, & Normann, 2008). Although most

The partnership approach is often mentioned as a way to support

professionals understood the informal caregiver as playing a large

informal caregivers but, as already mentioned, this is a difficult thing

role, they realised this can be difficult for the informal caregivers.

to do. Reasons for this are found in the partnership approach because

Professionals noted that informal caregivers need extra support services

it often takes more time than is not available (Levesque et al., 2010).

(Dal Bello-Haas et al., 2014), with a special emphasis on respite services.

This is based on the situation in which cost-cutting solutions are imple-

Jansen et al. (2009) suggested professionals should provide information

mented by the government, making the interface between professionals

about terminology unknown to the informal caregiver. When services

and informal care a constant topic of negotiation (Ward-Griffin, 2001).

are provided, a caregiver should be able to choose the professional for

This has a direct influence on the roles professionals want and can take.

the service, although this is not always available (Ward-Griffin, 2001).

Restriction was often further worsened by lack of agreement between professionals (Dal Bello-Haas et al., 2014) regarding how to

3.3.5 | Mismatch between services and needs

collaborate with informal caregivers. A professional might be “fearful
of being reprimanded (by colleagues) and therefore restrict themselves

Professionals reported a mismatch often exists between services for

to only give basic advice” (Carpentier et al., 2008, p. 729). This may be

informal caregivers and their needs (Jansen et al., 2009; McPherson

linked to feelings of not being competent in providing support to an in-

et al., 2014). Several studies show that a mismatch might be the result

formal caregiver. Dal Bello-Haas et al. (2014) described that one-fourth

of competency. For example, providing emotional or psychological

of their sample was uncomfortable or not confident in providing support.

support for the caregiver was seen as essential, but for professionals

Jansen et al. (2009) reported that more than half of their sample did not

this was more difficult to do (Aujoulat et al., 2002; Carpentier et al.,

feel completely confident (p. 9). Buscher et al. (2011) brings to light that

2008; Ward-Griffin, 2001). It was sometimes easier to instrumental-

trust building is often seen as important when supporting caregivers, but

ise the caregiver’s needs, rather than providing emotional support

trust building is not included in the educational preparation of nurses.

(Levesque et al., 2010). By doing so, the caregiver turned into a quasi-

Respondents in the study by Dal Bello-Haas et al. (2014) expressed a

professional, “whose main role is to compensate for their frail rela-

desire for more information and training on family support strategies.

tive’s losses and to provide nursing care, obliterating the difference
between intimate and professional relationships” (Guberman, Lavoie,
Pepin, Lauzon, & Montejo, 2006, p. 47). At times this created a feel-

3.3.7 | Diversity in the care triad

ing of insecurity among professionals. Fjelltun et al. (2008) gave an

Some professionals saw diversity as an aspect that influences col-

example: “regional nurses often feel helpless when they do not have

laboration and which has to be taken into account. Carpentier et al.

the resources to relieve the situation” (p. 62).

(2008) argued that diversity can be stimulating or stressful. When the

Moreover, there were difficulties in co-ordinating support ser-

diversity in a relationship is experienced as stressful, it complicates the

vices (Dal Bello-Haas et al., 2014) or in unclear expectations within

collaboration with the informal caregiver and becomes problematic.

the collaboration. Professionals were not always proactive in offer-

Pickard and Glendinning (2002) observed that cultural differences

ing informal caregivers rest or respite care (Pickard & Glendinning,

have an impact on the balance of roles within the collaboration.

2002; Ward-Griffin & McKeever, 2000), while informal caregivers

Other dimensions of diversity mentioned included urban versus rural

may be used to having services suggested instead of asking for them

areas, gender, economic stages and age. In an urban community, one can

(Levesque et al., 2010). A mismatch may also be found in the differ-

sometimes only rely on kin-caregivers and not on neighbours (Jansen

ence of opinion about the provided care between professionals and

et al., 2009). Gender matters because professionals expressed that

informal care (Aujoulat et al., 2002; Boros, 2010). Informal caregivers

male caregivers required more support from a professional (Pickard &

are often negative, while professionals are often positive about the

Glendinning, 2002). Pickard and Glendinning (2002) described the impact

interactions (Boros, 2010). Both parties could have a different opinion

of economic status on the support caregivers may receive. Professionals

and perspective on what a relationship should entail (Buscher et al.,

expressed that families who have a higher economic status could not get

2011; Carpentier et al., 2008).

the same support as a lower income family. Ward-Griffin (2001) argued
that younger women should be encouraged to lead their lives while older

3.3.6 | Professionals feel restricted in collaborating
with the caregiver
From the macro level, professionals described that collaborating with

women should be encouraged to be an informal caregiver.

4 | DISCUSSION

informal caregivers was done within a system of parameters and criteria. This often limited the possibilities for collaboration (Jansen et al.,

Based on a thematic synthesis of 22 studies, seven themes emerge

2009). A major restriction was the societal and legislative system in

in which different experiences and reflections of professionals re-

which professionals work. Organisational structures and stakehold-

veal the complex, multi-faceted and dynamic interface of profes-

ers influence the collaboration (Buscher et al., 2011; Carpentier et al.,

sional and informal care. The 22 studies were originally conducted

2008; Walker & Dewar, 2001). The professional has a legal obligation

in the United States, Canada, South Africa, Israel, Australia, New

towards the client but not to the caregiver (Goodwin & Happell, 2006).

Zealand and different countries in Europe. Table 2 shows the seven
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themes organised per country, with countries in Europe grouped

The findings might be less applicable to social work professionals

together. It is likely that policy environments influence the profes-

and professionals at the management level as they are underrepre-

sional perspective on the collaboration with informal caregivers.

sented in the included studies. Professionals working with care triads

However, it is not possible to make the link between policy envi-

with a different cultural background; the included studies mostly did

ronments of the different countries and the identified themes based

not take this aspect into account. Because the included articles all

on the rather small number of included studies and that, as shown in

originate from western countries, there might be a bias towards per-

Table 2, the themes are rather evenly divided among the countries.

spectives on care, in that this will mainly be a western perspective on

Twigg (1989) described three frames of reference regarding the

care. Also, all caregivers were providing care for children; all care recip-

relationship with informal caregivers. The policy structures in the

ients in the included studies were adults. This might have affected the

Netherlands, as described in the introduction, ideally see informal

experienced outcome of working together with informal caregivers.

caregivers as co-workers. In this frame of reference, there is an aim at

Caution should be taken when considering the transferability of

co-operation and an enabling role for professionals. As comes forward

our findings as the care system in each country will influence the triad.

in the first theme, professionals themselves argued for a partnership

However, the act of synthesis could be viewed as similar to the role

approach or family-centred approach when working with a care triad.

of a research used when reading a piece of qualitative research and

This partnership goes even further and includes shared decision-making

deciding how useful it is to their own situation. In the case of thematic

about the care provided for the care recipient. However, such a thorough

synthesis, professionals’ experiences captured in themes translate

partnership has not yet been achieved in practice due to the complex

from one situation to another.

context in which supporting informal caregivers takes place. Although
the main legal obligation of the professional is towards the care recipient, the professionals acknowledged that the informal caregivers should
be supported and involved in the care triad. This was, in some countries
difficult due to many restrictions on the individual and policy levels.

4.2 | Implications for practice,
research and education
Implications for practice become evident in all themes. A partnership

Professionals expressed that they were not confident or qualified

approach should be pursued rather than simply working alongside an

to support informal caregivers and work in a satisfactory partnership

informal caregiver. Furthermore, there should be a dialogue in the

with them. The level of including the informal caregiver was restricted

interface between professionals and informal caregivers to eliminate

mostly to informing and involving the informal caregiver in what the

the discrepancies in experiences between professionals and informal

professional was doing from their professional viewpoint. The final

caregivers. Support for informal caregivers should be included more in

stage at the other end of the continuum of complete participation and

the curricula of allied health, nursing and social work education. This

working in a partnership with shared decision-making had not yet been

aligns with the emphasis policies are placing on informal care struc-

reached.

tures (Kaljouw & van Vliet, 2015). While there is no correspondence
between policy and practice, this can be addressed through education.

4.1 | Strengths and limitations

On the policy level, emphasis was placed on informal care structures, which requires the support of professionals to prevent care-

All 22 studies focused on the professionals’ experience regarding

giver burden and create a satisfactory working environment (Kemp

working with informal caregivers. Studies were gathered from six dif-

et al., 2013). Currently, informal caregivers play a large role that can

ferent electronic databases and represented 10 different countries

have both positive and negative impacts on the caregiver (Verbeek-

and at least eight different professions. All studies were published

Oudijk et al., 2014). It can provide a sense of meaning and satisfac-

after 2000. This increases the transferability and trustworthiness

tion (Tonkens, van den Broeke, & Hoijtink, 2008) and can also lead

of the findings (Sandelowski & Barroso, 2003). The search strategy,

to stress and caregiver burden. Providing informal care can influence

using six databases and a combination of MeSH and free-text terms,

aspects of emotional, relational and material well-being, showing that

produced a heterogeneous set of studies. There are several poten-

the caregiver role is adversely associated with health (Berglund, Lytsy,

tial limitations to this review. Articles were included only if they were

& Westerling, 2015). However, the influence on the well-being of the

published in English or Dutch. Therefore, some assessments may have

caregiver is associated with other factors, for example the timing and

been excluded. The first selection was made on abstracts; thus, it is

intensity of the provided care (Vlachantoni, Robards, Falkingham, &

theoretically possible that studies about the professional perspective

Evandrou, 2016). Vlachantoni, Evandrou, Falkingham, and Robards

could have been missed. However, we checked the reference lists

(2013) also show that “the impact of informal care provision on the

from the included articles, so this is unlikely.

health status of informal carers should be considered alongside other

A well-established method for reviewing, data extraction, sum-

aspects of, and transitions between, an individual’s social and eco-

mary and thematic synthesis was used in this study. All phases of this

nomic roles, and alongside the carer’s demographic and health charac-

study were peer-reviewed. Creating a thematic synthesis goes beyond

teristics before, during and after the caring activity” (p. 117).

the preliminary results and results in a higher level of evidence re-

This is put into perspective by the observation that there is often

garding the interface between informal caregivers and professionals

no time provided by organisations to support informal caregivers.

(Sandelowski & Barroso, 2003).

Support for informal caregivers is in most cases only provided when
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there is time left over after caring for the care recipient. As a consequence, it is done informally and without structure.
Further research is necessary to deepen our understanding of
collaboration within the care triad. Creating specific guidelines for
professionals so they can navigate through the complex context of
the care triad, with an emphasis on the partnership approach and
family-centred care are needed. In particular, the diversity of informal caregivers and professionals should be taken into account, as little knowledge about the diversity component emerged in the current
research included in this systematic review. Further research should
be focussed on the entire care triad; therefore, research should also
include the care recipient. From the 22 studies included in the review,
only one included care recipients in their sample. Due to the discrepancies in experiences between professionals and informal caregivers,
participatory action research would be suitable; then the care triad can
work together towards a satisfactory solution.

5 | CONCLUSION
Working in collaboration with informal caregivers requires a different
way of functioning for professionals. Professionals should not only be
focussed on enabling participation of the client but also on supporting
the informal caregiver by working in collaboration with him or her. The
urgency to meet the support needs of informal caregivers is high. It is
necessary to cultivate an awareness of how professionals can support
these needs in collaboration with the caregivers and the care recipient.
From the professional’s perspective, the collaboration was influenced by different factors on different levels. The context of collaboration was adversely affected by decisions of a political and
organisational nature. The perspectives of the professional and informal caregiver on collaboration differ and professionals who are not
confident limit themselves to only giving basic advice. This makes the
collaboration a complex endeavour in need of specific guidelines and
training for the professionals. Therefore, supporting informal caregivers should be included in the curricula of allied health, nursing and
social work education with an emphasis on diversity. This is necessary
in the light of the current policy changes in the Netherlands where an
increased emphasis is placed on informal care structures.

O RCI D
A.H. Hengelaar
Y. Wittenberg

http://orcid.org/0000-0001-8908-1035
http://orcid.org/0000-0003-4188-1337

REFERENCES
Agee, A., & Blanton, P. W. (2000). Service providers’ modes of interacting
with frail elders and their families: understanding the context of caregiving decisions. Journal of Aging Studies, 14, 313–333.
Aujoulat, I., Libion, F., Bois, H., Martin, F., & Deccache, A. (2002). Communication
difficulties of healthcare professionals and family caregivers of HIV infected patients. Patient Education and Counseling, 47(3), 213–222.

Berglund, E., Lytsy, P., & Westerling, R. (2015). Health and wellbeing in informal caregivers and non-caregivers: A comparative cross-sectional
study of the Swedish a general population. Health and Quality of Life
Outcomes, 13, 109.
Boros, A. K. (2010). Clinics and home-based care organisations: An interface between the formal and informal health sectors. African Journal of
AIDS Research, 9, 315–324.
Buscher, A., Astedt-Kurki, P., Paavilainen, E., & Schnepp, W. (2011).
Negotiations about helpfulness–the relationship between formal and
informal care in home care arrangements. Scandinavian Journal of
Caring Sciences, 25(4), 706–715.
Campbell, R., Pound, P., Pope, C., Britten, N., Pill, R., Morgan, M., &
Donovan, J. (2003). Evaluating meta-ethnography: A synthesis of qualitative research on lay experiences of diabetes and diabetes care. Social
Science & Medicine, 56(4), 671–684.
Carpentier, N., Pomey, M. P., Contreras, R., & Olazabal, I. (2008). Social
care interface in early-stage dementia: Practitioners’ perspectives on
the links between formal and informal networks. Journal of Aging and
Health, 20, 710–738.
Cohen-Mansfield, J., Golander, H., & Heinik, J. (2013). Delusions and hallucinations in persons with dementia: A comparison of the perceptions
of formal and informal caregivers. Journal of Geriatric Psychiatry and
Neurology, 26, 251–258.
Dal Bello-Haas, V. P., Cammer, A., Morgan, D., Stewart, N., & Kosteniuk,
J. (2014). Rural and remote dementia care challenges and needs:
Perspectives of formal and informal care providers residing in
Saskatchewan, Canada. Rural and Remote Health, 14, 2747.
de Boer, A., & de Klerk, M. (2013) Informele zorg in Nederland. Een literatuurstudie naar mantelzorg en vrijwilligerswerk in de zorg [Informal care in
the Netherlands. A literature review on informale care and volunteerwork in
healthcare]. Den Haag: Sociaal en Cultureel Planbureau.
de Klerk, M., de Boer, A., Plaisier, I., Schyns, P., & Kooiker, S. (2015). Informele
hulp: Wie doet er wat? Omvang, aard en kenmerken van mantelzorg en
vrijwilligerswerk in de zorg en ondersteuning in 2014 [Informal care: Who
does what? Size, nature and characteristics of informal care and volunteering in the care and support in 2014]. Den Haag: The Netherlands
Institute for Social Research (SCP).
Fjelltun, A. S., Henriksen, N., Norberg, A., Gilje, F., & Normann, H. K. (2008).
Nurses’ and carers’ appraisals of workload in care of frail elderly awaiting
nursing home placement. Scandinavian Journal of Caring Sciences, 23, 57–66.
Goodwin, V., & Happell, B. (2006). Conflicting agendas between consumers
and carers: The perspectives of carers and nurses. International Journal
of Mental Health Nursing, 15(2), 135–143.
Guberman, N., Lavoie, J. P., Pepin, J., Lauzon, S., & Montejo, M. E. (2006).
Formal service practitioners’ views of family caregivers’ responsibilities
and difficulties. Canadian Journal of Aging, 25, 43–53.
Jacobs, M. T., Broese, V. G., & Deeg, D. J. (2014). Discussion between informal and formal caregivers of community-dwelling older adults.
Tijdschrift voor Gerontologie en Geriatrie, 45, 69–81.
Jansen, L., Forbes, D. A., Markle-Reid, M., Hawranik, P., Kingston, D.,
Peacock, S., … Leipert, B. (2009). Formal care providers’ perceptions of
home- and community-based services: Informing dementia care quality. Home Health Care Services Quarterly, 28, 1–23.
Kaljouw, M., & van Vliet, K. (2015). Naar nieuw zorg en zorgberoepen: De
contouren [Towards new health and care professions: The contours]. Den
Haag: De Minister van VWS.
Kemp, C. L., Ball, M. M., & Perkins, M. M. (2013). Convoys of care:
Theorizing intersections of formal and informal care. Journal of Aging
Studies, 27(1), 15–29.
Lefebvre, H., Pelchat, D., & Levert, M. J. (2007). Interdisciplinary family intervention program: A partnership among health professionals, traumatic
brain injury patients, and caregiving relatives. Journal of Trauma Nursing:
The Official Journal of the Society of Trauma Nurses, 14(2), 100–113.
Levesque, L., Ducharme, F., Caron, C., Hanson, E., Magnusson, L., Nolan,
J., & Nolan, M. (2010). A partnership approach to service needs

|

HENGELAAR et al.

assessment with family caregivers of an aging relative living at home: A
qualitative analysis of the experiences of caregivers and practitioners.
International Journal of Nursing Studies, 47, 876–887.
McPherson, K. M., Kayes, N. K., Moloczij, N., & Cummins, C. (2014).
Improving the interface between informal carers and formal health
and social services: A qualitative study. International Journal of Nursing
Studies, 51, 418–429.
McWilliam, C. L., Ward-Griffin, C., Sweetland, D., Sutherland, C., &
O’Halloran, L. (2001). The experience of empowerment in in-home services delivery. Home Health Care Services Quarterly, 20, 49–71.
Mitchell, P. F. (2009). A discourse analysis on how service providers in non-
medical primary health and social care services understand their roles
in mental health care. Social Science & Medicine, 68, 1213–1220.
Mosack, K. E., & Wendorf, A. R. (2011). Health care provider perspectives
on informal supporters’ involvement in HIV care. Qualitative Health
Research, 21, 1554–1566.
Peckham, A., Williams, A. P., & Neysmith, S. (2014). Balancing formal and
informal care for older persons: How case managers respond. Canadian
Journal of Aging, 33, 123–136.
Pickard, S., & Glendinning, C. (2002). Comparing and contrasting the role
of family carers and nurses in the domestic health care of frail older
people. Health & Social Care in the Community, 10(3), 144–150.
Sandelowski, M., & Barroso, J. (2003). Classifying the findings in qualitative
studies. Qualitative Health Research, 13(7), 905–923.
Talley, R. C., & Crews, J. E. (2006). Framing the public health of caregiving.
American Journal of Public Health, 97(2), 224–228.
Thomas, J., & Harden, A. (2008). Methods for the thematic synthesis of
qualitative research in systematic reviews. BMC Medical Research
Methodology, 8, 45.
Tonkens, E., van den Broeke, J., & Hoijtink, M. (2008). Op zoek naar weerkaatst
plezier: Samenwerking tussen mantelzorgers, vrijwilligers, professionals en
clienten in een multiculturele stad [Seeking reflected pleasure: Cooperation
between carers, volunteers, professionals and clients in a multicultural city].
Amsterdam: Report faculty of social and behavioural science (AISSR).
Toscan, J., Mairs, K., Hinton, S., & Stolee, P. (2012). Integrated transitional
care: Patient, informal caregiver and health care provider perspectives
on care transitions for older persons with hip fracture. International
Journal of Integrated Care, 12, 13.
Twigg, J. (1989). Models of carers: How do social agencies conceptualise their
relationship with informal carers? Journal of Social Policy, 18(1), 53–66.

485

Verbeek-Oudijk, D., Woittiez, I., Eggink, E., & Putman, L. (2014). Who cares
in Europe? A comparison of long-term care for the over 50s in sixteen
European countries. Den Haag: The Netherlands Institute for Social
Research (SCP).
Vlachantoni, A., Evandrou, M., Falkingham, J., & Robards, J. (2013). Informal
care, health and mortality. Maturitas, 74(2), 114–118.
Vlachantoni, A., Robards, J., Falkingham, J., & Evandrou, M. (2016).
Trajectories of informal care and health. SSM – Population Health, 2,
495–501.
Walker, E., & Dewar, B. J. (2001). How do we facilitate carers’ involvement
in decision making? Journal of Advanced Nursing, 34, 329–337.
Ward-Griffin, C. (2001). Negotiating care of frail elders: Relationships between community nurses and family caregivers. Canadian Journal of
Nursing Research, 33, 63–81.
Ward-Griffin, C., & McKeever, P. (2000). Relationships between nurses and
family caregivers: Partners in care? ANS Advances in Nursing Science,
22, 89–103.
Wittenberg, Y., Kwekkeboom, M. H., & de Boer, A. H. (2012). Bijzondere
mantelzorg Ervaringen van mantelzorgers van mensen met een verstandelijke beperking of psychiatrische problematiek [Particular care. Experiences
from caregivers of individuals with a learning disability, or psychiatric problems]. Den Haag: The Netherlands Institute for Social Research (SCP).

S U P P O RT I NG I NFO R M AT I O N
Additional Supporting Information may be found online in the
supporting information tab for this article.

How to cite this article: Hengelaar AH, van Hartingsveldt M,
Wittenberg Y, van Etten-Jamaludin FS, Kwekkeboom R, Satink
T. Exploring the collaboration between formal and informal care
from the professional perspective—A thematic synthesis. Health
Soc Care Community. 2018;26:474–485.
https://doi.org/10.1111/hsc.12503

