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Abstract

The role played by family caregivers in delivering long-term care is crucial: they enhance the
quality of care perceived by the patients and support the shift to out-of-hospital care. However,
taking care of a relative entails a huge burden that usually begins with the patient’s hospital
discharge and may mean that caregivers become patients in need of care as well. Owing to
socio-demographic trends, informal caregiving is the most important source of care in
community settings; hence targeting the caregivers’ burden properly is crucial. This study
explores how action research (AR) can be used to develop new hospital practices to manage
the burden borme by family caregivers when patients are discharged from hospital. The 7-
month-long action research reported in this paper consisted of three stages (burden identifica-
tion, burden sharing, and burden management) and it was conducted in a teaching hospital in
Rome (Italy). Both quantitative (surveys) and qualitative (focus groups and simulation ses-
sions) techniques were used to engage participants. The AR demonstrates that there is a
feasible way in which hospital managers can address proactively the caregivers’ needs in the
hospital discharge process, to the advantage of the patients and the entire community.

Keywords Family caregiver- Caregiver burden - Action research - Discharge process - Hospital
management

Introduction

Family caregivers are unpaid relatives or friends of a patient who assist him/her throughout the

care pathway, generally without specific training or professional knowledge (Giovannetti et al.
2013; Lang 2010; Glajchen 2004). Although family caregivers have long been overlooked as
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health and care partners (Gibson et al. 2012), evidence is growing about their role (Boltz et al.
2018; Cramm and Nieboer 2016; Ament et al. 2015; Caswell et al. 2015; Hazzan et al. 2015).

Caregiving has in fact received increasing attention because the number of people that are
managed in community settings instead of hospital is increasing worldwide, particularly
because the population is ageing and larger numbers of people live longer also with long-
term conditions (OECD 2017; Kinsella and He 2009). Moreover, when possible, most patients
prefer to receive care in the domestic environment, surrounded by their family, since it brings
psychological and emotional comfort (Landers et al. 2016).

Although the extent of recourse to informal care may vary across countries due to socio-
demographic factors and differences in long-term care systems (Pickard 2011), in the OECD
countries more than one in ten adults are involved in informal caregiving, which proves to be
the most important source of care in community settings (OECD 2017).

Informal care is often seen as cost-effective with respect to formal care, since it is a means
whereby patients can remain at home, preventing recourse to acute care and allowing rapid
discharge from hospitals (Landers et al. 2016; Courtin et al. 2014; Varney et al. 2014;
Kehusmaa et al. 2013). However, from a public expenditure perspective, informal care may
result in significant costs in the long run. Indeed, informal care has a negative impact on health
and employment and entails adverse consequences for both society and families
(Brimblecombe et al. 2018; Brimblecombe et al. 2017; Rodrigues et al. 2013). Given the role
that family caregivers perform in providing out-of-hospital care, caregiver support strategies
have become necessary (Batiashvili and Gerzmava 2013; Hagedoorn et al. 2017; Gerves et al.
2014; Brunton et al. 2008). Evidence for this is provided, for example, by Dujardin et al.
(2011) who show in a cross-country comparison that caregiving is more prevalent in Britain
than in Belgium, but the burden associated with caregiving is lower in Britain because of better
support provided through home care policies.

Despite the unique nature of any given caregiver’s role over time, caregivers from any
country and culture share common features and face common challenges worldwide (OECD
2017; Batiashvili and Gerzmava 2013).

Broad domains of activity characterize family caregiving, which ranges from daily assis-
tance to the patient to navigating healthcare and social services systems. Traditionally, women
were more likely to be involved in informal care than men (King and Pickard 2013), but
recently, due to trends such as increasing women’s employment and smaller families, men are
more involved in care than they used to be (Kramer and Thompson 2004).

Often, caregivers need support, but do not ask for it (Van Exel et al. 2008) and they
experience a multidimensional suffering related to both physical and psychological aspects and
to the costs of providing care; this is what the literature calls the “burden of caregiving”
(Watanabe et al. 2015; Zarit et al. 1986;). The burden of caregiving usually begins with the
discharge of the caregiver’s relative from hospital: because the caregiver perceives the latter as
now his/her responsibility, s/he experiences severe psychological distress. Therefore, this kind
of burden needs to be identified and addressed promptly (Ranieri et al. 2017).

The aim of this study is to use AR to develop new hospital practices to manage the burden
borne by family caregivers when patients are discharged from hospital.

The article starts with an overview of the literature on the caregiver burden and its
implications; it proceeds with a description of the action research project with details on the
study design. Then, the results of the action research in the specific research setting (i.e. a
teaching hospital in Rome, Italy) are reported and discussed. Finally, we share lessons learned
from this approach.
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The Caregiver Burden
What it Is

Becoming a family caregiver has a huge impact on daily life (Bremer et al. 2015): caregivers
change their working habits and sacrifice their leisure activities to acquire more time to devote
to the patient (Van Exel et al. 2007). Family caregivers are deeply involved, both emotionally
and operationally, in a duty that generally comes unexpectedly and persists for a long time, and
for which they receive scant preparation and support from the healthcare system (Bartolo et al.
2010). Problems that may arise with caregiving range from anxiety and depression to financial
difficulties, restrictions of social activities and reduction of working time (Miravitlles et al.
2015). The overall difficulties experienced by caregivers are termed the ‘caregiver burden’
(Bartolo et al. 2010; Zarit et al. 1986). This burden may have severe consequences on the
caregiver’s health, to the point that caregivers are often considered the potential second victims
of a disease (Dal Pra Ponticelli 2004). Recent studies have shown that the burden may expose
caregivers to higher risks of contracting chronic diseases, depression and premature death
(Bové et al. 2016; Hazzan et al. 2015; Bremer et al. 2015).

State of the Art of Targeting the Caregiver Burden

The caregiver burden has received attention from researchers, whose contributions fall
into two major streams of research. The first has analyzed the burden and its dimensions,
often adopting validated scales, such as the Caregiver Burden Inventory or the Caregiver
Needs Assessment (Novak and Guest 1989; Moroni et al. 2007). In these studies,
caregivers are asked to rate their agreement with specific statements that pertain mainly
to the social, psychological and economic spheres of their everyday lives (Llanque et al.
2016). By analyzing the caregivers’ responses, researchers identify the dimensions of the
burden that most affect the caregivers’ lives.

A second stream of studies on the caregivers’ burden focuses on actions undertaken to respond
to the caregivers’ burden, such as counselling and respite services (Van Exel et al. 2008). These
analyses mostly involve caregivers already subject to a burden (Corry et al. 2015; Alvira et al.
2015) but they are seldom applied to prevent the burden or to prepare caregivers for it.

Navanandan et al. (2017) and Al-Harthy et al. (2016) are among the few authors who
provide examples of a “preventive” endeavor against burden occurrence. They report actions
intended to increase caregiver preparedness at patient discharge and highlight that generally
caregivers do not receive comprehensive instructions during the discharge process, with the
consequence of unscheduled returns to the hospital.

Although awareness about the caregiver burden is now widespread, the diversity of actions
implemented and the fragmentation of support interventions jeopardize the taking of effective
decisions to support caregivers in coping with or preventing the burden (Bastawrous 2013).
Yet it seems that a “one-fits-all” solution is hard to find: solutions need to be designed
according to caregivers’ needs and may differ from case to case.

According to Bauer et al. (2009), hospital discharge planning could be improved
through specific actions (e.g. inclusion, communication between staff and users) that
address caregivers’ needs. However, there is a paucity of research on how to involve
caregivers directly in improving the hospital discharge process. (Navanandan et al. 2017;
Sexson et al. 2017; Bauer et al. 2009).
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How Action Research Could Help in Finding Solutions

The need to investigate the experiences of family caregivers, and the intent to devise a
practical solution for the burden of caregiving at discharge, prompted us to conduct an
action research (AR) project.

Action research is a fertile source of new solutions in a variety of sectors, including
healthcare (Songur et al. 2018). In fact, AR is an approach to problem solving that enacts
participative values, and it promotes the collaboration of the action researchers and members
of the organizational system (Ottmann et al. 2011; Bradbury-Huang 2010; Crawford et al.
2002). As such, it is a methodology suited to implementing successful innovations in hospital
settings (Loewenson et al. 2014; Torlak and Miiceldili 2014), also in order to improve
relationships among healthcare professionals, patients and families (Avct et al. 2017; Top
and Tekingiindiiz 2015; Meyer 2000).

Methods

Action research is commonly used to improve practices in healthcare (MacFarlane et al. 2009;
Meyer 2001). This AR approach was based on a process of planning, acting, observing and
reflecting, in order to generate mutual understanding and positive changes in practice (Reason
and Bradbury 2001; Kemmis and McTaggart 2000). It is expected that people involved in the
mutual collaboration gain a new understanding of their practice, perceive the need to change
and are willing to apply what they have learned (Meyer 2000). Consequently, the research
outcomes are relevant to all stakeholders by rooting them in the reality of everyday practice
(Reason and Bradbury 2001; Meyer 2000).

This AR is characterised by the active involvement of different stakeholders in a
combination of quantitative (e.g. validated scales) and qualitative (e.g. focus group)
tools, enabling the investigation of problems through diverse lenses (Gelo et al. 2008;
Onwuegbuzie and Johnson 2004).

An action research project begins with the identification of a problem (Collatto et al. 2018;
O’Sullivan et al. 2014). In this case, the problem is the burden that caregivers experience in
giving care, which is analyzed to evaluate potential solutions for its prevention or reduction.

A stakeholder analysis was conducted to identify which actors take part, both directly and
indirectly, in the caregivers’ experience during hospitalization and at discharge.

The stakeholder analysis was performed by adapting the established “Guidelines for
Conducting a Stakeholder Analysis” (Schmeer 1999). It comprised: (i) a group brainstorming
session among the researchers; (ii) list of all potential stakeholders; (iii) identification of
stakeholders’ interests and roles in the project; (iv) stakeholders’ prioritization and selection
based on their ability to affect the identification of a solution for the burden of caregiving.

The stakeholders identified in this case were family caregivers, hospital managers, nurses
and psychologists.

By means of the AR study, our purpose was to capture stakeholders’ experience,
understand the relationships among various actors, and mediate relationships between
actors that generally stand at different organizational levels (e.g. caregivers and nurses,
nurses and managers).

Therefore, this AR was based on data collection and meaningful interactions with partic-
ipants and stakeholders (Davison et al. 2012; Meyer 2000).
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Setting and Participants

The study was conducted at Campus Bio-Medico University Hospital, a teaching hospital in
Rome (Italy). It was carried out through the commitment of the Counselling Center, i.e. a
hospital unit that provides information and psychological support to patients and caregivers.

Family caregivers and hospital nurses were involved as research participants. The
researchers invited: (i) all the experienced family caregivers - i.e. with one year or more
of experience in giving care to a relative with a chronic disease - enrolled on a training
course (for the purpose of burden identification and burden sharing) and (ii) family
caregivers of hospital inpatients attending a Day Hospital (for the purpose of burden
management). Overall, a total of 33 caregivers enrolled on the course and 22 caregivers
from the Day Hospital participated in the project on a voluntary basis. Patients under-
going a day hospital procedure generally undergo uncomplicated procedures and go
home after a few hours; but the days following the discharge are often critical for both
the patients and their caregivers. The choice of focusing on caregivers dealing with
patients of this type was motivated by the intent to maximize the short-term measurable
impact of final solutions on the caregivers’ burden.

Seven hospital nurses were selected within the Department of Geriatrics, Neurology and
Internal Medicine on a voluntary basis, after a meeting with the head nurse of each Department.

Each participant was informed about the aim of the study. He/she gave formal consent to
participate and was told that he/she could withdraw from it at any time.

Role of Researchers

The Board Directors of the hospital provided the stimulus to start an AR study in their setting
because they needed to investigate the discharge planning system and family caregiver role
and burden, and they asked the Head of the Nursing Department to study the topic. For this
purpose, she created a multidisciplinary team (Huzzard et al. 2010) with colleagues also from
other disciplines (henceforth: research group).

The research group comprised the authors of this paper (Head of the Nursing Department
and three engineers with academic qualifications) and the staff of the Counselling Center (one
nurse and two psychologists).

In order to discuss emerging issues, the research group conducted reflection meetings
throughout the project’s lifecycle, and in particular at the start and end of each step.
According to the principles of action research, people should reflect on results as they are
generated, and these reflections should be used to inform further action and data
collection (Reason and Bradbury 2001). During reflection meetings, reflection is per-
formed as a collective activity rather than being approached as a purely introspective
one, thus enhancing deeper and more critical understanding (Péraire and Sedano 2014).
All members are encouraged to think, be engaged and express their views, and this is
useful for translating ideas into concrete alternatives and plans for practice (S6derhamn
et al. 2015; Boerboom et al. 2011).

This strategy helped to create and feed discussion channels, and thus to facilitate the design
of feasible solutions in each stage of the research.

The research group guided the interactions with participants, and it was also helpful to
ensure engagement and consistent relationships among all the people involved in the action
research and to give momentum to the project.
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In particular, the staff of the Counselling Center ensured deep understanding of caregivers’
experience and furnished adequate expertise about the hospital environment.
Figure 1 shows the research group and participants in the AR study.

Data Gathering and Analysis

The AR consisted of three stages (burden identification, burden sharing, and burden manage-
ment). For each of them, data were collected from multiple sources. Overall, the AR lasted
from January to July 2015.

Stage 1: Burden Identification The aim of stage 1 was to identify the burden borne by
caregivers in their everyday lives, and to assess their needs through a survey. At this stage, the
researchers intended to understand the burden of caregivers with experience in the role.

To this end, the researchers submitted to the sample of 33 experienced family caregivers the
following three validated scales in a paper-based version:

—  The Caregiver Burden Inventory (CBI, Novak and Guest 1989): a tool used to determine
the level of psychological distress and perceived feeling of burden of caregivers. The CBI
is a self-rated multidimensional questionnaire that considers 5 dimensions of caregivers’
burden (i.e. time dependent; developmental; physical; social; emotional).

—  The Activities of Daily Living (ADL, Johnson et al. 2004): an index used to measure the
level of independence in the everyday functions of the care receiver (i.e. dressing; eating;
ambulating; toileting; continence).

—  The Caregiver Needs Assessment (CNA; Moroni et al. 2007): a questionnaire constructed
to reveal those assistance-related needs that caregivers have and to which the healthcare
system should give satisfactory responses. CNA is related to different types of needs (i.e.
emotional; psycho-functional; cognitive-behavioral; relational; organizational; spiritual).

Moreover, to select caregivers for stage 2, the researchers added two yes/no questions: one
related to caregivers’ experience with hospitalization (“Is your sick family member hospital-
ized in this Hospital now? Has he/she been hospitalized here in the past?”); the other to their
willingness to take part in a focus group. The results were recorded in a Microsoft Excel file
and processed with the Statistical Package for Social Sciences (SPSS 22.0). A regression

( S N /7 N /7 N )
HEAD OF COUNSELLING
[ RESEARCH GROUP ] NURSING DEP ACADEMIA CENTRE
L )
[ PARTICIPANTS FAMILY HOSPITAL
CAREGIVERS NURSES

Fig. 1 Research group and participants in the AR study
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analysis was performed in order to identify the relationships among different items of the
questionnaires. The research group met to discuss the output of stage 1; the results yielded by
the scales, as well as the records and notes of the reflection meeting, provided the basis for the
following stage.

Stage 2: Burden Sharing The aim of stage 2 was to deepen understanding of the caregivers’
experience and emotions, and to induce the various participants involved in the AR to share
their viewpoints and feelings. Operationally, the stage consisted in one focus group with ten
caregivers and one with seven hospital nurses organized and conducted by the research group.

Both the focus groups were focused on the discharge process, albeit from different points of
view (that of the users in the first, and that of the providers in the second). Integrating diverse
perspectives of family caregivers and nurses was necessary to situate the problem in real life,
and thereby consider needs and constraints experienced by the stakeholders involved in the
process of patients’ discharge from the hospital.

The research group decided to run separate sessions with caregivers and nurses in order to
avoid face-to-face interaction, which carries different risks (Bélanger et al. 2017). First, since
caregivers were selected among relatives of former inpatients of the hospital, they could have
been influenced by potentially negative past relationships or even conflicts due to nurses’ lack
of willingness to meet their demands. In turn, nurses could have been affected by their
perception of caregivers and become defensive.

The caregivers in the first focus group were selected among those that had answered the
previous survey at stage 1. Specifically, the researchers selected caregivers that had past
experience with hospitalization and were willing to join a focus group (i.e. affirmative
response to the yes/no questions).

The invitation to join the focus group was delivered to selected participants two weeks
before the date set for the meeting. The invitation stated that, during the focus group, some
issues on their needs would be discussed.

The researchers participated in both focus groups as mediators and collectors of ideas.
Specific tools were applied to further the discussion and the sharing of experiences. To let
emotions emerge, instigate a reflection on feelings, and give value to them consistently with
the search for actions to manage the burden, the researchers invited the participants to use the
‘wheel of emotions’ (Boyd et al. 2010) and build emotional maps using questions like “How
did you feel in that situation?”. The emotional map is a co-design tool useful for identifying
the participants’ emotional touchpoints in experience of a service (Bowen et al. 2013). It helps
to involve all the participants directly and to facilitate the sharing of opinions, thereby enabling
the representation of the different touchpoints and the related emotions on a paper map
(Donetto et al. 2014). Posters, post-its, sheets of paper, markers and pens were available
during both focus groups so that the participants could take notes, share their emotions and let
the other participants visualize them (Perrott 2013).

The focus groups were recorded and transcribed for analysis, and short reports were
produced for each of them.

During the reflection meetings that followed each focus group, the researchers ana-
lyzed the transcripts, identified the quotations made by participants and fixed the relevant
themes that had emerged during discussions. Data were analysed one focus group at a
time; thus, researchers could use the output of discussion among caregivers as inputs for
finalising effective questions for nurses. Topics of discussion are explained in the
findings section (Stage 2: Burden Sharing).
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Stage 3: Burden Management The aim of stage 3 was to develop solutions and implement
practices for managing the burden and improving the discharge planning. This arrangement
would have an impact on the hospital’s practice and, as such, it would require the Hospital
Board’s approval and commitment. Thus, the research group met the Board. Directors asked to
test a new service idea, in order to collect information on how it could be operationalized
within the hospital and gather the caregivers’ opinions.

Starting from the outcomes of stage 2 and the meeting with the Board, the research group
met in order to: (i) design a survey on a new sample of family caregivers (stage 3 — part I); (ii)
devise the practical solution and decide how to evaluate it (stage 3 — part II).

Stage 3: Part | - the Survey A survey was designed to define the features of the new hospital
service better. The survey was distributed in the Day Hospital to the sample of 22 caregivers
and included: (i) the Caregiver Needs Assessment scale (CNA) to verify if the needs which
had emerged at stage 1 and 2 were also common in the new sample of caregivers; (ii) a
question to ask if the respondents were willing to take part in testing a newly designed
practice; (iii) multiple choice questions related to specific service requirements to collect
expectations in regard to the service idea (i.e. when, where, how respondents would like to
access the service and how much they would be willing to pay for it); (iv) a sign-up sheet that
respondents could fill in if they were willing to take part in a service simulation to give their
references in order to be invited back to the session.

Stage 3: Part Il - Simulation Session and Follow-Up Interview As requested by the Board,
the researchers decided to simulate the service and to test how and if it could be helpful for
caregivers to manage their burden (Exner et al. 2014). The research group supported the idea
of'a “simulation session”, this being a tool frequently used in the service literature as a means
to collect useful representations of what the future service could be (Dieckmann et al. 2017).
On the one hand, a simulation session could support caregivers in providing substantial
feedbacks for service design improvement; on the other hand, hospital managers could make
sense of the potential outcomes of the newly designed practice and proceed toward more
informed approval and financing. The simulation sessions were conducted by the nurse of the
research group; the remaining members of the group observed and took notes.

After collection of the caregivers’ feedbacks and conduct of the simulation sessions, a
preliminary assessment of the service was performed through follow-up interviews. The
research group drew up an outline for an interview, which the nurse of the Counselling Center
conducted by telephone in order to limit interference with the patients’ and caregivers’ daily
lives. The aim of the follow-up interview was to assess how participating in the simulation
sessions had affected the caregiver’s experience after the patient’s discharge. Table 1 provides
an overview of the methodology.

Findings
Stage 1: Burden Identification

The research group analyzed the results of the scales that were returned by 33 experienced
family caregivers (27 women and 6 men; mean age 51.5 years).
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The results of the CBI questionnaire showed that the respondents’ average burden was low
to medium (mean score of 29.78 = 16.54; possible score 0-96). Almost all values observed had
the same frequency, meaning that all the respondents experienced different values of burden.

Overall, caregivers take care of patients with a medium level of care dependency (mean
score of ADL 2.94+2.28; possible score 0—6). The correlation of the CBI with the ADL
questionnaire, through which the caregivers rated the perceived patients’ dependence on them,
suggested that a higher perceived dependence of the patients on the caregivers for everyday
activities - i.e. lower ADL score - was associated with a higher level of caregivers’ distress and
negative emotions - i.e. higher CBI score -. The value of the Pearson correlation coefficient
(r=—10,589) indicates a moderate linear relationship.

Finally, the correlation of the third questionnaire (CNA scale) showed that cognitive-
behavioral needs (i.e. need to be informed and trained about the disease and how to manage
patient care) were predominant and very common among all respondents. The summary of
CNA values is shown in Table 2.

Stage 2: Burden Sharing

At stage 2, the research group organized two focus groups with ten family caregivers and
seven hospital nurses. Table 3 provides details about ages, occupations, education level and
other information about the participating caregivers and nurses.

As shown in Table 3, the majority of the respondent caregivers were women of working
age. They provided a few hours of care a week (average: 3.12 h), and 1 in 2 of them had some
spare time thanks to the help of a formal or private caregiver. However, during the meetings,
they clarified that if they were working full-time, if they needed to combine caring for a
relative with looking after their own family, or if they had to travel long distances to provide
care, caregiving had a severe impact on their lives.

The objective of both focus groups was to gather more details on the cause of the
burden that emerged at stage 1, and to understand if and how the services currently
offered by the hospital before discharge met the needs of caregivers in regard to being
trained and informed.

During the reflection meeting arranged before the focus group with caregivers,
researchers stated that the aim of the focus group was to understand aspects associated
with the following questions: (i) “given what is important in terms of patient care
according to your experience, what kind of information was given to you and by whom
in the hospital? (e.g. physicians, nurses, others)”; (ii) “how would you have preferred the
information to be provided?”

Table 2 Findings from stage 1 — CNA values

CNA - Types of need Saturation level ()2
emotional 55%
psycho-functional 70.2%
cognitive-behavioral 87.3%

relational 69.5%
organizational 74.7%

spiritual 353%

2 The saturation level (o) is calculated as the percentage of the score related to the specific need, when compared
to the total score of the questionnaire

@ Springer



Systemic Practice and Action Research

Table 3 Description of participants (caregivers and nurses)

Family caregivers Value
Number of participants (10)
Male 2)
Female ®)
Average age (y.o.) 49.78
Middle school )
High school 7
Bachelor degree ?2)
Numbers of hours of care provided (hours/week) 3.12
Average duration of caregiving (years) 3
Work and manage caregiving activities at the same time (8)
Changed type of work (switching to a part-time job or taking early retirement) 2)
No spare time 5)
Helped by private carers %)
Hospital nurses
Average age 31
First level degree @)
First level master 4
Average years of experience as hospital nurse 5

Overall, discussion highlighted critical issues and the predominant themes were: a) that
some key issues were not explained to caregivers and b) their desire to be given information
about patient care by nurses.

Specifically, the caregivers made it clear that the most critical part of their task was when
variations, such as hospitalizations, occurred in the patients’ pathways: in those cases, the patients’
conditions changed, and so did the therapies and needs, and the caregivers might not be prepared
to address them properly. While caregivers recalled their experience with a sick relative during
hospitalization and soon thereafter, a great amount of emotions and feelings were expressed. They
ranged from relief to anxiety, from happiness to sorrow. Co-design tools were helpful in
facilitating the discussion and focusing the attention of the caregivers on their specific experience.

The use of the emotional map evidenced two main drawbacks in the caregivers’ experience:

—  Very often nurses provide information on demand, and it is not easy to find nurses that
give advice spontaneously (this was rated as a very critical problem);

— It is rare for nurses to give advice during their working hours, and it sometimes happens
that nurses and caregivers talk to each other outside working time (this was rated as a
critical problem).

In many instances, caregivers reported that they had never received guidance and advice on
how to take care of patients. In their words:

“[ decided to take care of my loved one, but nobody takes care of me. My duty is to
provide help, but I'm not a physician, and I'm not even a nurse. When he [the patient]
came home from hospital, I wasn't ready for this new duty...and I didn'’t receive any
help. But I need help as well!” (A., 46 y.o., female).

“This focus group...well, this is the first time that someone has recognized that I exist, as

a caregiver. My responsibility is huge, but I can’t cope with the patient’s needs, I don’t
feel that I can do it” (N., 75 y.o., male).
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Thus, in the reflection meeting, the research group decided to explore the following topics and
questions during the second focus group with the nurses: (i) “what kind of information was
asked/not asked to you by caregivers when the patients are hospitalized?”; (ii) “what kind of
information have/have you not been willing and able to provide to caregivers before the
patients’ discharge?”

Nurses highlighted two predominant themes: a) while the patient was hospitalized, care-
givers did not generally ask questions about how to manage the patient in the future; and b)
nurses did not provide information in that regard.

Moreover, when building the emotional map, negative emotions were connected by the
nurses to the relationship with the caregiver after the patient’s discharge. In their words:

“The focus of our daily work is on patients, their medications and emergencies. We don’t
have time to inform the caregivers in the ward corridors. And when their relative is
hospitalized they usually don't ask for information...” (M., 37 y.o., female).

“When patients are hospitalized, caregivers are unaware that, in many cases, they
should be able to perform many activities by themselves in the future. So it often
happens that they come back to us, or they call us on the phone, once the patient has
been discharged, to get advice. But this is not manageable, it doesn’t work. I can’t
interrupt my work to answer the phone or have them walk through the ward again, once
the patient has been discharged!” (G., 33 y.o., female).

The researchers agreed that the interactions in the focus groups highlighted the need for
caregivers’ training during patients’ hospitalization. However, caregivers are not proac-
tive in asking for advice, since they become aware of the need for specific training only
when they go home with the patient and the burden of care comes under their respon-
sibility. On the other hand, nurses rarely provide information to caregivers spontaneous-
ly, and they usually give advice in their overtime, because caregiver training is not a duty
of nurses during patients’ hospitalization.

Stage 3: Burden Management

In light of the results of stage 1 and 2, the research group proposed that, in order to prevent the
burden after discharge, caregivers should receive support when the patient is hospitalized,
without causing interruptions in the everyday work of hospital nurses. Thus, the solution that
emerged in the reflection meeting was to arrange a consultation with the caregiver at the
hospital before the patient’s discharge. This consultation could be a training session so that the
caregiver is able to take care of the patient once discharged.

The research group discussed the activities that caregivers generally perform after
patients’ discharge (e.g. taking vital signs, wound management) and agreed that nurses
could have the appropriate professional background to run a service that teaches care-
givers how to perform those actions.

Before proceeding, the research group met with the Hospital Board. At the beginning,
some skepticism was expressed by the members of the Board of Directors about the
utility and cost-effectiveness of the solution proposed: caregivers have been traditionally
seen as acting beyond organizational boundaries, outside the control of healthcare
professionals, and their actions have had scant impact on the hospital’s performance.
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Once aware of the problem, the Board authorized the third stage of the AR project and
discussed how the hospital could design a proactive system to provide guidance on how
to treat patients when they left the hospital, whether or not the caregiver was aware of the
need for such training.

Stage 3: Part | - the Survey

The research group analyzed the results of the survey, which was returned by 22 caregivers.
The results of the CNA on the new population confirmed that cognitive-behavioral needs were
dominant also in this sample (saturation level equal to 82.8%). Moreover, 16 respondents
showed interest in educational support; 3 specified that they were not interested because they
were competent in health care and had already received enough information; 3 were not
interested because they were assisted by experts in providing care. Among those who
expressed interest in the service idea, most would prefer to access the service during patients’
hospitalization, in a dedicated place, by appointment, and they were willing to pay a fee for the
service, if necessary. A total of nine respondents signed up to the simulations.

Stage 3: Part Il - Simulation Session and Follow-Up Interview

The service was tested by means of a simulation session performed by the nurse of the
Counselling Centre. The staff of the Counselling Centre selected people according to their
availability to be engaged during the week following the invitation. In that period, two
caregivers were readily available and the research group was able to organize two simulations
of the service process; both sessions lasted about an hour.

For the service simulation, the entire research group cooperated and supported the nurses in
personalizing the training on specific caregiver needs. The simulation foresaw that the nurse
should meet the caregiver to gather information about his/her life and the patients’ clinical
status, and about the specific training that he/she would need. The first simulation was
arranged with a caregiver in need of individual training on lifestyle, correct diet, and wound
management, so that she could provide better care for her mother. In the second service
simulation, the caregiver needed to learn how to monitor blood pressure and give medication
to her husband. Guided by the nurse, during the session she learned how to monitor pulse rate
and blood pressure and how to give an injection.

Finally, in order to assess the impact of the service simulations on the caregivers’ burden,
the nurse conducted a follow-up interview. During interviews, caregivers confirmed that they
perceived a relief from their burden after participating in the simulation, since obtaining
specific skills made them feel more confident and more secure. In their words:

“The training enabled me to help my loved one get a better quality of life.” (G., 59 y.o.,
female).

“The training session was useful, it was a positive experience. Now that I've met the
nurse I feel much more secure. I am following her suggestions and I am more

confident.” (L., 63 y.o., female).

“Now I feel confident and better able to communicate with the doctor, to understand my
responsibilities, and put the care team’s suggestions into practice.” (G., 59 y.o., female).
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Discussion

The aim of the research reported in this study was to use AR to develop new hospital practices
to manage the burden borne by family caregivers when patients are discharged from hospital.
In compliance with the democratic principles of action research (Bradbury-Huang 2010),
the researchers pursued meaningful interactions and collaboration with all the stakeholders
involved. Participants were involved by means of various strategies. Validated scales were
used at stage 1, to identify the burden. Focus groups were conducted at stage 2, so that
caregivers and professionals could share their experiences. Finally, at stage 3, simulation
sessions were run to test the service idea. The tools used at different stages in the research
(e.g. emotional map, wheel of emotions, simulation) enhanced the participation of caregivers
and professionals and complemented each other: while surveys were useful for example to test
the level of burden, they are not able to understand causes and find solutions. Hence
organizations need to adopt also in-depth techniques to detect dynamics and interactions
which could enable the sharing of experiences and of the related emotions and feelings.

Helping participants speak for themselves was instrumental to designing an action and
generating understanding among stakeholders (Coghlan and Brannick 2014). Within this
setting, the research group acted as the intermediary (Huzzard et al. 2010) among diverse
stakeholders’ perspectives, collecting relative interests and trying to get them involved.
Specifically, the main duty of the research group was to propose different strategies to maintain
the commitment of caregivers throughout the project and to raise the awareness of hospital
professionals and Board concerning users that they did not perceive as their own.

This study has some implications for decision makers in healthcare, especially for
hospital managers.

First, the AR project was useful to detect and share the caregivers’ burden: throughout the
research, caregivers expressed their needs, discussed improvements, and declared that they
were willing to test possible solutions. As such, the project shows that, if properly involved,
caregivers are keen to reflect on their experience. Through the use of AR, important issues,
which may not have surfaced otherwise, are identified. Some of them are the low awareness of
family caregivers about the importance of being trained before discharge and nurses’ difficul-
ties in managing family caregivers’ demands even after discharge. This AR study provided the
opportunity for the opinions of caregivers and professionals to be voiced, resulting in the
improvement of hospital discharge planning in a way aligned with their needs and preferences.
This prevents burden, potentially risky behaviors for patient safety and ineffective use of the
hospital resources (Ranieri et al. 2017).

Second, AR helped to develop and implement agreed and feasible interventions to bridge
the gap between what is required and what is delivered by the organization (Groen van de Ven
et al. 2017). Although some members of the hospital Board were initially skeptical about the
scheme, the AR highlighted that caregivers are actors crucial in managing patients’ health
effectively. Thus, even without providing evidence on the cost-effectiveness of the solution
proposed, the AR project improved knowledge sharing within the organization and raised
awareness of the caregiver’s role in the interest of both the patients and the better use of
hospital resources (e.g. limited patient readmissions).

Therefore, this study contributes to the growing body of evidence regarding family
caregivers and describes the phenomenon of providing effective information and training as
a fundamental step toward appropriate initiatives that policymakers should implement regard-
ing better quality of care (Roter et al. 2018).
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Third, taking the perspective of the Head of the Nursing Department, it was valuable to
study the roles that nurses could play in regard to caregivers and acknowledge that commu-
nication between nurses and caregivers of hospitalized patients is not systematic. This is
mainly due to a lack of time and skills on the nurses’ side: more encouragement from hospital
managers is needed to consider caregivers as part of the care process and nurses as key
members in caregiver training (Hagedoorn et al. 2017). To this end, the project made it
possible to collect information so that personnel could be trained in skills for communicating
with families in the hospital.

Finally, the case showed that AR can be applied as an approach to address issues that relate
to caregivers or to service users in general. For example, hospital managers could be willing to
apply AR if they note an unexpected increase in patient readmission rates, which could denote
an inefficient management of the patients at home, or if physicians report recurrent negative
situations detected during follow-up visits.

The case made it clear that hospital managers need to move proactively towards caregivers,
and the method proposed here is a feasible way for them to do so.

Limitations

Our AR has some limitations. One of them is that the project had to respect a strict timeline; as
such, we could run only two simulation sessions and one focus group for each category of
participants (caregivers and nurses), which limited generalization of the results and prevented us
from controlling for specific group dynamics. Second, the simulation assessment was conducted a
few days after the session; a consistent assessment of the outcomes in the long term is still lacking.

Third, the members of the Hospital Board, in a form of defensive response, did not consider
it appropriate to involve caregivers in the reflection meetings, in order not to raise expectations
that could not be supported for organizational and economic reasons. To resolve these issues
(i.e. limited number of caregivers and exclusion of caregivers from the reflection meetings), we
involved a group of 22 caregivers through a second survey.

Moreover, the setting of the research was a teaching hospital; consequently, the profes-
sionals and the Board might have been keener to experiment with innovative solutions than
managers and professionals in other contexts.

Furthermore, the needs of caregivers and families typically vary in the course of a disease as
well as in response to life changes. Information and services useful at one point may not be
helpful at another; this further suggests that periodic or ongoing training may be necessary
besides that provided at discharge.

Lastly, this is a case study from Italy, and this intervention strategy works in our country.
Although informal caregivers exist worldwide, replication of our approach in other countries
that differ in terms of long-term care systems and culture should be studied further.

Conclusions
We conducted an AR study in order to develop a solution for managing the caregivers’ burden
from the moment when patients are discharged from hospital.

The project was carried out in a teaching hospital in Rome. It involved more than 50

caregivers and several professionals, and it consisted of 3 stages: burden identification,
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burden sharing, and burden management. For each stage, specific techniques and tools
were applied, with an especial focus on tools that support the users’ emotional involve-
ment and experience sharing.

In a scenario in which family caregivers’ experiences are seldom considered in
participatory research projects, we involved family caregivers that experience hospital
discharge in an AR project. The results provide insights into the importance of caregiver
engagement and knowledge about how to manage the tremendous need for caregivers’
training in the care transition from hospital to home. Hospital managers should design
and implement discharge policies more effectively and consider how to re-organize
hospital activities to let nurses invest time in caregiver training.
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