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The stepwise development of a comprehensive family caregiver support programme.

Introduction to family caregiver support
Chapter 1 gives a short overview on family caregiving with focus on stroke caregivers. Background information regarding stroke, its rehabilitation and support
system, family caregiver burdens and needs is given. Finally, detailed contextual
information, on which the new stroke caregiver support programme was developed, is provided.
Family caregivers are relatives, partners, friends or neighbours, who support
and/or provide voluntary physical, practical and emotional care to a person with
a chronic or acute disability in the home environment (adapted from National
Alliance for Caregiving, 2018). Family caregivers are considered as the backbone
of the long-term support system in the community (Nowossadeck et al., 2016).
They are the major contributor of individual support and assistance in navigating health care services in the home care phase (Smith & Smith, 2000).
The impacts of family caregiving are complex. On individual level it has consequences on caregiver’s health status, relationship, perceived quality of life
across the lifespan and work-life balance, e.g. role conflict, spill over from work
to home and vice versa of the primary family caregiver (Talley & Crews, 2007; Dorant & Boumans, 2016). Caregiving may provoke objective burden related to the
task of providing physical assistance as well as subjective burden occasioning of
the emotional, social and psychological impact of caregiving (Rigby et al., 2009;
Montgomery et al., 1985, Adelman et al., 2014). Additionally, family caregiving
impacts on family systems, care supports systems, communities, and states (National Alliance for Caregiving, 2018). Family caregiving is a public health concern, which needs be addressed.
The principal aim of this dissertation is to provide a practical example on the
step-wise development of a new and comprehensive family caregiver support
programme by illuminating all phases of the project management cycle (initiation, development, implementation and evaluation). Furthermore, as family
caregiver support programmes are not implemented in a vacuum, the second
aim is to improve scientific knowledge and augment the perception of comprehensive family caregiver support. New knowledge will be generated from two
caregiver support projects: (1) the Caregivers´ Guide, a stroke-specific, and (2)
Vade Mecum, a disease-unspecific support in a geriatric setting, both conducted
in Germany.
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Stroke
Worldwide, stroke is highly prevalent (Thrift et al., 2017, World Stroke Organisation 2018). In most industrialized countries, stroke incidence is decreasing due
to medical advancements; however, the absolute numbers are increasing due to
the overageing of societies (World Health Organisation, 2015).
Stroke is a complex medical emergency, demanding multidisciplinary knowledge and collaboration between the different disciplines and organizations who
participate in the treatment and rehabilitation process (Clarke & Forster, 2015).
The rehabilitation requires the involvement of different health care levels, e.g.
acute care, rehabilitation and home care, and the collaboration with the community-based support system (Clarke & Forster, 2015; Cameron et al. 2014).
Stroke is a leading cause of serious, long-term disability in adults (Benjamin et
al., 2017), and therefore poses a burden on the societal, system and individual
levels (Clarke & Forster, 2015). After rehabilitation, many survivors are left with
one or more deficiencies, e.g. motor impairments or cognitive decline (Brewer et
al., 2013); as well as language and speech disorders (Mashur et al. 2013). Approximately 15% of the patients experience mild cognitive dysfunctions (Liman et
al., 2011), and one third of the survivors develop depressive symptoms (Hackett
et al., 2014). When being restricted in accomplishing the daily living activities,
family caregivers play a key role in the day-to-day care of stroke survivors (Bakas et al., 2014).
The German stroke rehabilitatiown and support system
In Germany, 240.000 individuals suffer an ischemic stroke annually (German
Federal Statistical Office, 2013). The medical treatment and care of stroke has
significantly changed recently. In 2005 only 15% of stroke patients were treated
in stroke units (Nimptsch & Mansky, 2012), whereas in 2012 around 58% of the
stroke patients were admitted to a hospital with a specialized stroke unit (Hillmann et al., 2017). The stroke units´ multidisciplinary working approach and
the prompt start of early rehabilitation resulted in achieving a more favourable
outcome for the patients (Stroke Unit Trialist´s Collaboration, 2013). Nowadays, stroke survivors stay in the acute care hospital only approximately 11 days
(Nimptsch & Mansky, 2012).
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The German rehabilitation system includes 6 phases (figure 1).
As depicted in figure 1, after the acute phase the German rehabilitation and care
trajectory appears fragmented. The stroke survivor´s rehabilitation process is
characterised by multiple transition points and diverse bureaucratic, informational and logistical bottlenecks (Schuler & Oster, 2004), which pose challenges
for the support system, the patient, and the family caregiver. Often, this process is characterised by deficits in coordination, communication and navigation
through the different phases (Schuler & Oster, 2004). The rehabilitation is patient-centred rather than system-centred. Current guidelines neither highlight
family caregiver´s role in the rehabilitation process nor put professional´s attention to the caregiver´s needs, e.g. informational or emotional needs.
Stroke family caregiving
Stroke hits a family unexpectedly and is often experienced as a traumatic event
(Letho et al., 2013). Directly after stroke, family caregivers describe themselves
as `living in a focused state of chaos´, meanwhile trying to stabilize themselves
emotionally and to organize the future (Bulley et al., 2009; Letho et al., 2013).
After the patient´s discharge and during the first months of providing support
at home, caregivers frequently struggle to achieve normality and control (Bäckström & Sundin, 2010).
The abrupt onset of complex demands immediately after stroke differentiates
stroke caregivers from other caregiver groups, e.g. dementia caregivers (Bulley
et al., 2009). When the patient is still treated in the hospital, stroke caregivers

ACUTE PHASE

PHASE A
medical acute
care

REHABILITATION PHASE

PHASE B
early
rehabilitation

PHASE C
further
rehabilitation

HOME CARE PHASE

PHASE D
follow-up
treatment

PHASE E
after treatment and
job-related
rehabilitation

PHASE F
activating longterm care

GERIATRIC
REHABILITATION

Figure 1: The German stroke rehabilitation support system (adapted from BAR, 2018)
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are required to manage numerous individual, interpersonal and organisational
issues, f.i. financial support (Grant al., 2014; Cameron et al., 2008). After transferal to the home, caregivers are responsible for the provision of one or more
tasks, such as care, safety and emotional support to the patient, medication management and the availability of suitable support services or equipment (Plank
et al., 2012).
Due to the short length of stay in the acute or rehabilitation care, stroke caregivers have little time to prepare themselves for their new role, e.g. gain caregiving knowledge or skills (Greenwood et al., 2009), and, it is difficult to adjust
their house for the caregiving needs, e.g. provide a disabled access to the house
(Creasy et al., 2013).
For being able to take over the new role as a stroke caregiver it is necessary to
possess a sound understanding of stroke and its consequences, support system,
and available support offers (Grant et al., 2010). Besides, caregivers may need
help in adapting to their new role, which includes rebuilding life, taking care of
complex needs and developing coping strategies that help balance their emotional well-being (Letho et al., 2013). However, many caregivers feel thrown in
their new role without receiving adequate information, training and emotional
support and/or lack the time to learn the necessary skills (Forster et al., 2013;
Smith et al., 2004). Consequently, they may feel disconnected, excluded, uncertain or inadequately prepared to manage complex demands of stroke care (Lutz
& Young, 2010; Creasy et al, 2013).
Stroke caregiver´s needs are dynamic and change throughout the patient´s trajectory (Forster et al., 2013; Cameron & Gignac 2008). Health care professionals
are the first source of information for family caregivers, and therefore should
allocate time to listen to them from the beginning of the patient´s trajectory
(Cameron et al. 2012). Over time, caregivers may require informational, emotional, psycho-social and peer support, as well as accompaniment during the transitional phases (Wilz & Böhm, 2007; Egan et al., 2010). Additionally, caregivers
need time to acquire skills for managing and coping with the physical, cognitive
and emotional challenges related to stroke (Plank et al., 2012). Caregivers seem
to benefit most from long-term support which is provided across the care continuum (Lutz et al., 2016). It is recommended to early and systematically assess
caregiver´s needs (Lutz & Young, 2010; MacIsaac et al., 2010), and the “Timing
it Right” framework has been proposed to assist service providers in systemati-
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cally supporting caregivers needs (Cameron & Gignac, 2008).
Caregiver support programmes differ in terms of their content, approach and
timing, and therefore comparison between programmes is difficult (Bakas et al.,
2014). Visser-Meily (2005) described four types of caregiver support programmes: (1) specialist services, e.g. case management (2) (psycho-)education, (3)
counselling, and (4) social support by peers. A recent review on interventions
for stroke patient-caregiver dyads showed that most interventions offer multiple components, like `skills-building´ which involves strategies that focus on
processes, e.g. stress management or hands-on training; and `psycho-educational support´ which entails the provision of information (Bakas et al., 2014).
Personalized face-to-face or telephone support instead of group support is most
frequently used in caregiver support (Bakas et al., 2014). According to Ostwald
et al. (2014) seem to profit family caregivers most from personalized support,
f.i. case management approach.
Bakas and colleagues’ review specified that the outcomes of a caregiver support programme were predominantly assessed on individual caregiver or caregiver-dyad level, showing a significant improvements on caregivers´ preparedness, quality of life and social functioning, and a decline on the perceived
burden, stress, anxiety and strain. Only few studies assessed outcome on the
system´s level, and those who did only evaluated caregivers system knowledge
and service use, f.i. use of communal services (Gräsel et al., 2005; Franzen-Dahlin et al., 2008). No study reported on assessing outcomes on system level attributed to the support programme.
Stroke family caregiver support in Germany
Today, 3-5 Million German citizens provide informal care to 4-5 Million persons
in need (Nowossadeck et al., 2016). Most family caregivers are females aged between 40-85 years, and two out of three caregivers below the age of 65 are employed (Wetzstein et al., 2015).
Stroke-specific caregiver data are not available and detailed knowledge on stroke caregiver needs are scarce. Publications mainly describe in general caregivers
diverse challenges, needs, and legislative or financial support options (Wetzstein et al. 2015; Nowossadeck et al. 2016), but fail to explain in detail how
comprehensive caregiver support programmes could be developed, implemen-
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ted and financed. Likewise, stroke-caregiver specific considerations are also
missing.
Publications on two German stroke caregiver support programmes were found,
both were not conducted in Northrhine-Westphalia but in two other German federal states: Saxony and Baden Wuerttemberg. A psychosocial support programme was offered to spouses in the home-care phase in Saxony (Wilz & Barskova,
2007), and a problem solving programme was offered to caregivers directly after
rehabilitation discharge in Baden-Wuerttemberg (Pfeiffer et al. 2014).
German family caregiver support offers are not formalized and no comprehensive programme with a primary caregiver-strengthening approach is implemented
on national level up to now. Current support services differs not only from federal state to federal state, but also from supports portfolio and between different
communes. In the federal state North Rhine-Westphalia some caregiver support
and counselling services are available and free-of-charge. Some communal services offer individual care and living support (Pflege- und Wohnberatung); one
health insurance (DAK) offers a caregiving online course, another health insurance (AOK) provides group caregiving courses, and some church based organisations offer group programmes for caregivers of dementia patients. However,
professionals perceived the current support as fragmented, inadequate and isolated (Pieniak et al., 2017; Specht 2014).
`Familiale Pflege´ is with its 10 years the oldest disease-unspecific caregiver
project in Germany, offering training and support in individual and group sessions to caregivers (Gröning et al. 2018). `Familiale Pflege´ is not accessible in all
German federal states. In North Rhine-Westphalia some regions organizations
are offering this support. However, our stakeholders mentioned that the content, approach and duration of this support varies between the involved organizations and also between the trained nurses in different departments within
one setting.
The Besides, service providers stated that their services are insufficiently or
too late utilized or visited by caregivers for different reasons, f.i. caregiver-unfriendly office hours (Wetzstein et al., 2015). Finally, especially new caregivers
simply do not know the existing services (Pieniak et al., 2017).
In the Aachen region (North Rhine-Westphalia), some general, free-of-charge
family caregiver support offers are provided by different providers: some rehabilitation care providers offer practical bed-side training, f.i. an ambulant rehabilitation center; one health insurance offers a hands-on training for family
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caregivers; and the communal service of the Aachen region offers individual caregiver counselling. `Familiale Pflege´ is offered in some hospital in the Aachen
region, however not specifically at stroke units or neurological departments. A
comprehensive stroke-caregiver programme, offering proactively support to caregivers from as early as possible and across the stroke patient´s trajectory, is
missing.
Developing a new caregiver support programme
To fill the gap of the missing family caregiver support, the Caregivers´ Guide, a
new stroke family caregiver support programme, was developed, implemented
and evaluated in the Aachen region by the Institute for Health Research and Social Psychiatry (igsp), which belongs to the Catholic University of Applied Sciences North Rhine-Westphalia. It was completely financed for 36 months by the
German Ministry of Education and Research (BMBF). The project´s proposal was
written by Prof. Dr. Johannes Jungbauer and was based on the existing scientific insights and comprehensions up to 2010, mainly international literature, and
some previous experiences (2003, 2008).
The new programme should aim to maintain the quality of life of stroke caregivers
and reduce their burden by offering professional support parallel to the current
patient-centred stroke rehabilitation trajectory (figure 1) in the Aachen region.
In the proposal, three unique selling points were outlined: (1) professional diachronic support through all phases of rehabilitation, (2) individual support with
an outreach counselling option, and (3) information and psychosocial support.
After funding approval, the multidisciplinary research team was formed. Under
the leadership of Prof. Jungbauer a clinical social worker and nurse & public
health expert (PhD applicant) were contracted as research fellows. Both were
not previously involved in caregiver support, stroke specific research or experienced in the stroke rehabilitation support in the Aachen region.
Between the years 2012-2015 the stroke specific Caregivers´ Guide programme was developed, tested and evaluated in the Aachen region. The Caregivers´
Guide closure was followed by a new project: Vade Mecum, a new support programme for family caregivers of elderly patients. The idea of this new programme emerged during the Caregivers’ Guide research completion. Vade Mecum
evolved from new insights gained by studying complexity issues in public health
research, and early acknowledgement of the role of stakeholders in the development of a new support programme. In 2017 the preliminary step (initiation phase) of Vade Mecum was conducted in the geriatric department of the Rhein-Maas
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Clinic in Würselen, which is the largest geriatric setting in the Aachen region
(North Rhine-Westphalia). The actual caregiver support provided by the multidisciplinary team in the geriatric department was explored, and professionals’
needs for providing comprehensive support to family caregivers were assessed.
The research part in the Caregivers´ Guide and Vade Mecum as described in the
following chapters was mainly designed, supported and accomplished by the
Department of Social Medicine in Maastricht University. The Caregivers´ Guide
research process was guided by exploring in detail: (1) how the stroke specific
caregiver support programme was developed and implemented, and (2) what
was perceived as the programme´s outcomes on the individual and system levels. Vade Mecum´s preliminary step focussed on gaining a multiperspective understanding of the actual situation and needs for caregiver support within the
geriatric department.

Outline of the dissertation
In order to achieve the dissertation´s principal aim, five consecutive project
management guided studies were performed through two projects: Caregivers´
Guide and Vade Mecum. Mixed methods research designs, qualitative and quantitative methods, top-down and bottom-up working approaches, project management techniques and Participatory Action Research (PAR) strategies were
applied. In each project both programmes´ end-users and service providers were
involved in the entire development process. The step-wise development process
of the new programme is depicted in figure 2.
In generally, projects pass through different time-bounded phases, interlinked
to each other in a project life cycle (Project Management Institute - PMI, 2013,
pp. 38). The following chapters refer to the development, implementation, evaluation and initiation phase.
Chapter 2 and 3 report on the development phase of the Caregivers´ Guide which
required a comprehensive context-specific understanding of the: 1) actual
needs for stroke caregiver support, and 2) multistakeholder settings with the
possible implementation risks. Chapter 2 describes in detail the development of
the new programme´s preliminary concept with its Conceptual Building Blocks.
Prospective programme´s end-users and service providers affiliated to the current support system participated in this study. Chapter 3 reports on the process

15

The stepwise development of a comprehensive family caregiver support programme.

of systematically exploring the complex context-specific stroke support system
in order to prepare the implementation of the new caregiver support programme. Project management techniques were used to analyse stakeholders and
possible implementation risks, and based on this, implementation management
instruments were designed.
In chapter 4 the stepwise optimisation of the preliminary concept in practice is
described. In this part of the study new knowledge was generated by engaging
with the programme´s end-users, service providers and the Caregivers´ Guide
counsellor.
Chapter 5 presents the results of the Caregivers´ Guide programme evaluation
on both individual and system levels. A multi-methodological design and quantitative as well qualitative data collection methods were applied. Programme´s
end-users and service providers participated in this study.
Chapter 6 reflects on the very first step of Vade Mecum. This part of the dissertation focusses on its initiation phase, which prepared the exploration of the

THE CAREGIVERS‘ GUIDE
Developing the
preliminary concept
QUAL-QUAL study
(chapter 2)

DEVELOPMENT
PHASE

Designing implementation
management instruments
Stakeholder & risk analysis
(chapter 3)

Optimizing the preliminary
conceptin practice
Participatory Action Research
(chapter 4)

INITATION
PHASE

IMPLEMENTATION
PHASE

Evaluating the outcomes on
individual and societal level
Quant-QUAL & QUAL-QUAL study
(chapter 5)

VADE MECUM

Initiating a new geriatric
caregiver support programme
Participatory Health Research &
Qualitative Research (chapter 6)

EVALUATION
PHASE

Figure 2: Outline of the dissertation showing all steps taken in the development of a new
caregiver support programme illustrated on the project life cycles of the Caregivers´ Guide
and Vade Mecum
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actual state, and the assessment of needs for comprehensive caregiver support
in the geriatric setting. Members of the multidisciplinary geriatric support were
engaged as co-researchers and were enabled to actively participate in the entire
research process within their own setting. We report in detail on the first phases
of the project´s life cycle: orientation, setting-up and planning.
Finally, chapter 7 provides a summary of the main findings, methodological considerations and further implications for research and policy makers.
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CHAPTER 2
Developing a complex intervention programme
for informal caregivers of stroke survivors:
The Caregivers’ Guide

Krieger T, Feron F, Dorant E (2016) Developing a complex intervention programme for informal caregivers of stroke survivors: The Caregivers’ Guide.
Scandinavian Journal of Caring Sciences; 31(1):146-156.
doi: 10.1111/scs.12344
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Abstract
Background: Stroke affects the entire family system. Failure to meet the needs
of caregivers leads to physical and mental overburdening. Stroke caregivers may
benefit from professional support. Literature reviews have shown that there is
still no clarity concerning the most appropriate set up of a support programme. In Germany there is no stroke caregiver support programme that operates
throughout the course of rehabilitation.
Aim: The aim is to develop a complex intervention programme for stroke caregivers in North-Rhine Westphalia, Germany.
Methods: A naturalistic inquiry approach, using a mixed method design, was
applied. Within one overarching qualitative study three separate, explorative,
inductive, qualitative sub-studies were conducted: (1) seven explorative interviews with experienced stroke caregivers, (2) six semi-structured interviews
with professionals working within stroke rehabilitation, and (3) seventeen participant observations with focus on professional – caregiver interactions. Regional stroke units, rehabilitation centres, outpatient services and the home
environment of caregivers were included. By means of a four-step qualitative
content analysis all three datasets were coded, categorized and subsequently
condensed into subthemes, clustered into main themes, and finally translated
into ‘Conceptual Building Blocks’ of the programme.
Results: The need for a personalized, holistic and multicomponent caregiver
support programme emerged from all three sub-studies. Fourteen themes were
condensed from the subthemes. Caregivers should be approached directly after
stroke using outreach counselling. Support should be provided by a specially
trained focal person across the entire patient’s rehabilitation trajectory. The
newly developed support programme consists of five flexible ‘Conceptual Building Blocks’: Content, Human Resources, Personalized Approach, Timing, and
Setting.
Conclusion: Through a qualitative mixed-methods design an in-depth contextual understanding of stroke caregiver needs within the rehabilitative support
system was reached. This allowed the development of a context tailored comprehensive caregiver support programme consisting of five `Conceptual Building
Blocks`.
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Introduction
Stroke is highly prevalent worldwide (Thrift et al., 2014). Approximately five
million people suffer permanently from stroke related disabilities (World Heart
Federation, 2015). Support at home is provided mostly by family caregivers, who
are thus an essential source of care (Cameron et al., 2013). A `family caregiver` is defined as “any relative, partner, friend or neighbour who has a significant personal relationship with, and provides a broad range of assistance for an
adult with a chronic or disabling condition” (Family caregiver Alliance, 2016).
Throughout this article the term `caregiver` will be used for the term `family
caregiver`.
Since the introduction of stroke units in Germany stroke-related mortality has
decreased, but stroke related disability has increased simultaneously (German
Stroke Aid Foundation, 2015). In contrast with other industrialized countries,
where the caregiver role is widely recognized (Collins et al., 2011; Schure et al,
2006), in Germany caregiver needs have yet to be framed. A universal definition
of the term ‘caregiver’ is absent (Meyer, 2006), and comprehensive support programmes to alleviate burdens on caregivers are scarce and unstructured.
Apart from providing direct personal care to the stroke patient, a sudden onset
of multiple burdens on families of stroke survivors, such as emotional, societal,
structural, managerial or financial burdens, pose substantial risk of negative
health consequences for the stroke caregivers themselves (van Exel et al., 2005;
Greenwood et al., 2010). Compared with other caregiving situations, such as dementia, stroke hits families like an earthquake, with an abrupt onset of complex
demands (Redfern et al., 2006). The provision of the five components of psychological first aid (Gunderson et al., 2012) is urgently needed, as most stroke
caregivers experience this situation as a ‘biographical disruption’ (Greenwood
et al., 2010) to their lives.
Caregivers also face new challenges, such as interactions with different health
care providers, taking care of the multifaceted needs of the entire family, or recreating a normal social life (Letho et al., 2013). In few support programmes of
which the development was published, some of these challenges were specifically addressed (Robinson et al. 2005). Also burdens and needs change over the
process of rehabilitation, as was pointed out in the “Timing It Right” caregiver
support framework (Cameron & Gignac, 2008). Special attention should be given to care transitions and information provision when supporting caregivers
(O´Brien et al., 2014).

21

The stepwise development of a comprehensive family caregiver support programme.

Many reviews published since 2000, even Cochrane reviews (e.g. Forster et al.,
2012; Smith et al., 2008), focused on interventions for stroke patients and their
caregivers. One review analysed interventions for caregivers of stroke survivors
exclusively (Legg et al., 2011). Recently a systematic review of systematic reviews demonstrated a limited understanding of the effectiveness of caregiver
specific interventions for stroke survivors (Corry et al., 2015). It appears that
stroke caregiver interventions can be grouped into four types of content: specialist services, psycho-education, counselling, and peer support (Visser-Meily
et al., 2005). A “multicomponent” approach, combining all four options with
psychotherapeutic methods, has also been introduced (Wilz & Böhm, 2007).
Four different modes of approaching caregivers have been reported: personal
contact with a caregiver group (Smith et al., 2012) or with an individual (Burton, 2005), and internet or telephone communication with a group (Smith et
al., 2012) or with an individual (Burton, 2005).
Comparing target group specific intervention programmes, they appeared very
heterogeneous regarding their timing over the stroke trajectory. Some support
programmes start in the acute phase (Aguirrezabal et al., 2013), while others
start much later in the rehabilitation phases (Kalra et al, 2004), or only address
home care (Tilling et al., 2005). Two German studies on programmes for stroke
caregivers were published internationally; both addressed only the home care
phase (Wilz & Barskova, 2007; Pfeiffer et al., 2014). The length of the interventions also varies greatly, ranging from only 2 hours (Aguirrezabal et al., 2013)
to 15 months (Wilz & Barskova, 2007). One programme indicated the benefit
of supporting caregivers through all rehabilitation phases (Cameron & Gignac,
2008).
None of the before mentioned reviews emphasized the complexity of the caregiving situation. Combining different qualitative methods, embedded in a mixed
methods design, may help to create a comprehensive and more holistic picture
of the complexity of the caregiving situation within the support system (Morse,
2015). Our research was guided by the United Kingdom Medical Research Council guideline for complex interventions (Craig et al., 2008), with focus on intervention development. The research question was: “How should one conceptualize a complex programme of intervention for caregivers of stroke survivors?”
This article reports on the first phase, the intervention development phase, of
the complex intervention programme for stroke caregivers in Germany –`The
Caregivers’ Guide`, conducted in Aachen, North-Rhine Westphalia (Germany).
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Methods
Ethical considerations
Ethical approval was provided by the Ethical committee of the Catholic University North- Rhine Westphalia, following the COREQ guideline (Tong et al., 2008).
Informed consent was given by all participants.
Research design
A naturalistic inquiry approach, using a QUAL-qual mixed method design (Morse
& Cheek, 2014) was applied. Within the framework of an overarching qualitative
study design (QUAL) three interconnected, interrelated qualitative sub-studies
(qual) were conducted using: (1) explorative and (2) semi-structured interviewing, as well as (3) participant observation methods (Morse, 2015). Grounded
in a lifeworld perspective all three sub-studies put the caregiver in the centre of
attention.
Participants
In sub-study 1, seven experienced stroke caregivers were selected by a key stakeholder, working in home care service using convenience sampling. Interviewees
were nuclear family members and resident in the Aachen region. The length of
caregiving experiences ranged from three months to ten years. Caregivers were
between 47-78 years old (median 62 years) and were related to the stroke survivor as partner or adult child. Six participants were female and five were retired.
In sub-study 2, six professionals working in stroke rehabilitation were selected
through snowball sampling. Participants were included if they had worked at
least one year professionally in the stroke rehabilitation trajectory, working on
a daily basis with stroke caregivers. Participants represented all three phases of
rehabilitation. The acute phase was represented by a case manager with nursing
background, a clinical social worker, a physician and a physiotherapist. The rehabilitation phase was represented by an experienced nurse working as a case
manager. An experienced geriatric nurse, managing a home care service, reflected on the home care phase. Four participants were female, ages ranged from
32-59 years.
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In sub-study 3, professional-caregiver interactions were observed in seventeen
settings, representing the entire stroke trajectory. Professionals were selected if
they were actively involved in the stroke rehabilitation trajectory in the Aachen
region and had face-to-face contact with the target group. Five settings were
observed in the acute phase: in two stroke units, at social services, case management services and emergency room. Ten observations were made in early
rehabilitation, inpatient and outpatient rehabilitation settings. The home care
phase was observed with special focus on the role of social services as well as
provision of care.
Data collection and analysis
Interviews were prepared, piloted and conducted by the first author, an experienced nurse in the fields of acute care, family care and public health. Observations were conducted by the first author and a clinical social worker with an
understanding of the German social welfare system. The sub-studies were conducted sequentially; data were analysed simultaneous (Onwuegbuzie & Teddlie,
2003).
In sub-study 1, conversational telephone interviews were conducted, aiming to
gain a first understanding of caregiver needs. Each interview followed a set of
open-ended questions. The interviews offered maximum flexibility from various
perspectives (Patton, 2002) and lasted between 15 and 45 minutes. Data were
collected in November 2012.
In sub-study 2, semi-structured face to face interviews were conducted. It was
expedient to achieve an increased understanding (Morse, 2015) regarding professionals’ perception towards caregiver support needs. The process was guided
by a flexible interview plan (Laforest, 2009). Interviews were conducted over a
two-month period at the beginning of 2013.
In sub-study 3, non-participative observations were conducted (Dewalt & Dewalt, 2010), focussing on professional-caregiver interactions and roles within
the operating system. Over a period of three months at the beginning of 2013 25
hours of observations were made.
The three datasets were analysed by means of qualitative content analyses (Mayring, 2010; Graneheim & Lundman, 2004), using a four-step approach. The entire process was critically and constructively accompanied by team discussions,
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Table 1: Examples of the four-step content analysis

STEP 1
Focus of
interest* /
source of
information
Caregiver
experiences
(caregiver,
professional)

STEP 2

STEP 3

STEP 4

Quote / source of
information / phase of
rehabilitation

Sub-theme**

Main theme***

‘Conceptual
Building
Block’

“I was paralyzed, unable to
think objectively….”
(caregiver, acute care)

Capability to act

‘Psychosocial advice’

Content

“mentally strongly
strained” (professional,
acute care)

Emotional support

Caregiver
involvement
(observation)

Social services are in most
setting understaffed, partly
trained in counselling and
stroke survivor focused.
(observation, rehabilitation
care)

Psychological skills
Family support

Professional support
Participation

Human
resources
Personalized
Approach

Caregiver
role in the
trajectory
(professional)

“caregiver are the critical
eye” (professional, acute
care)

Process orientation

‘Personalized information’

Content

“caregiver sometimes seem
insane” (professional,
acute care)

Psychosocial skills

Professional support

Human
resources

Caregiver
needs
(caregiver,
professional,
observation)

“I felt many difficulties to
understand what the doctor
said and the social worker
was very impatient with
me.” (caregiver)

Medical translation
Active involvement

‘Personalized Information’
Participation

Content
Personalized
Approach

“Caregiver should receive
long term support from the
beginning to the end”
(professional,
rehabilitation care)

Through all phases
of the stroke

Long term support

Timing

”face-to-face counselling”
(professional, acute care)

direct communication mode

Face-to-face
communication

Personalized
approach

“someone, who knows my
husband from the
beginning.” (caregiver)

since the beginning

Through all phases

Timing

“The place must be
perceived as neutral by the
caregiver.” (professional,
acute care)

Convenience
Privacy

Flexibility

Setting

“Someone who gives me
the time I need and where I
also can show emotions.”
(caregiver)

Context tailored
support,
Psychosocial skills

Focal person support

Personalized
approach
Human
resources

Program
provision details
(caregiver,
professional)

Professionalized support

*The focus was set in the structured interview and observation matrix.
** All findings were transformed in a positivistic manner regarding caregiver needs.
*** Elaborated themes / higher level of the theme
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which continued until consensus about how to group the findings was reached.
Initially, all narrative materials were read several times and discussed within
the team, aiming to gain a profound understanding of the different perceptions of caregiver needs within the system. All data were transcribed, coded and
grouped into the five topics of interest: experiences, involvement within the
rehabilitation system, role, needs and important programme provision details.
The extracted quotes and observations were condensed into subthemes, after
converting all findings in a positivistic manner. In a third step, subthemes were
merged in one matrix and subsequently categorized in main themes, together
forming the overall QUAL study. Finally, the programmes `Conceptual Building
Blocks` were generated from the main themes, translating the theoretical
knowledge into suggestions for the practical implementation. Table 1 depicts
examples of these four steps.

Results
All participants agreed that a caregiver support programme, offering help across
the whole stroke rehabilitation trajectory, is required. A programme should aim
to strengthen stroke caregivers in their new role, prevent overburdening by perceiving the caregiver holistically, providing adequate attention and social support. Active involvement of caregivers in decision making and a conceptualization of caregiver support activities would be helpful.
Yes, I would have needed help, but there was nobody! [sub-study 1, caregiver1]
Caregivers are seen as a vehicle to facilitate decisions regarding the next step of rehabilitation, but are not actively involved in information provision and care.
[sub-study 3, observation 7, rehabilitation phase]

Overall, five `Conceptual Building Blocks` were generated based on main themes, by conjoining overlapping sub-themes from the three sub-studies. A detailed overview is provided in table 2.
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Table 2: The development of the conceptual building blocks for the personalized
multicomponent caregiver support programme- ‘The Caregivers Guide’.
The development of the Conceptual Building Blocks for the personalized multicomponent
caregiver support programme
‘The Caregivers Guide’.

SUB-THEME / SOURCE OF INFORMATION

MAIN THEME

Empowerment (caregiver, professional, observation)
Emotional support (caregiver, professional,
observation)
Capability to act (caregiver, professional)
Self-protection (caregiver, professional)
Anxiety reduction (caregiver, professional)
Future orientation (caregiver, professional)
Hope (caregiver)
Mourning process support (professional)
Caregiver needs assessment (professional)
Conflict management (professional)
Social involvement (professional)

‘Psychosocial advices’
Coping strategies
Resource activation
Problem solving strategies

Active caregiver communication (caregiver,
professional, observation)
Structural guidance (caregiver, professional)
Process orientation (caregiver, professional)
Medical translation (caregiver, professional)
Education (e.g. medical, rehabilitation, care process)
(caregiver, professional)
Administrative support (caregiver)
Optimization of the care and support system at home
(caregiver)
Psychosocial skills (professional, observation)
Family support skills (professional)
Expertise concerning social law and welfare system
(caregiver)
Risk assessment (professional)

‘Personalized information’
Information transmission
Information brokerage

Working experiences (caregiver, professional)
Network building skills (caregiver, professional, obs.)
Perspective adaption skills (caregiver; professional)
Active listening skills (professional)
Communication skills (professional, observation)
Reflection skills (caregiver)
Relationship building skills (professional)
Conflict solving skills (professional)

Social skills

Empathy (caregiver, professional)
Open mindedness (caregiver, professional, observation)
Appreciation (caregiver, observation)
Tolerance (professional)
Active
case finding
(professional,
observation)
Table
continues
on the next
page.

Personality traits

Professional support

Outreach counselling

Accessibility (caregiver, professional, observation)
Structured personalized information provision
(caregiver, professional)
Guidance trough the SS trajectory system (caregiver,
professional, observation)
Context tailored support (professional, observation)

Focal person support

Direct communication mode (caregiver, professional)
Relation building (caregiver, observation)

Face-to-face communication

Family support (professional, observation)
Active involvement (professional, observation)
Through all phases of the SS rehabilitation trajectory
(caregiver, professional, observation)

Participation
Long term support

‘CONCEPTUAL
BUILDING BLOCK’
Content

Human Resources

Personalized
Approach

Timing
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Risk assessment (professional)
Working experiences (caregiver, professional)
Social skills
Network building skills (caregiver, professional, obs.)
Perspective adaption skills (caregiver; professional)
Active listening skills (professional)
The
stepwise development
of observation)
a comprehensive family caregiver support programme.
Communication
skills (professional,
Reflection skills (caregiver)
Relationship building skills (professional)
Conflict solving skills (professional)

The development of the Conceptual Building Blocks for the personalized multicomponent

caregiver support programme
Empathy (caregiver, professional)
Personality traits
Caregivers Guide’.
Open mindedness (caregiver, professional,‘The
observation)
Appreciation
observation)
S
UB-THEME /(caregiver,
SOURCE OF
INFORMATION
MAIN THEME
‘CONCEPTUAL
Tolerance (professional)
BUILDING BLOCK’
Active case finding
(professional,
observation)
Outreach counselling
Personalized
Empowerment
(caregiver,
professional,
observation)
‘Psychosocial
advices’
Content
Approach
Emotional support (caregiver, professional,
Coping strategies
Accessibility (caregiver, professional, observation)
Focal
person
support
observation)
Resource
activation
Structured to
personalized
information
provision
Capability
act (caregiver,
professional)
Problem solving strategies
(caregiver,
professional)
Self-protection
(caregiver, professional)
Guidancereduction
trough the
SS trajectory
system (caregiver,
Anxiety
(caregiver,
professional)
professional,
observation)
Future
orientation
(caregiver, professional)
Context
tailored support (professional, observation)
Hope (caregiver)
Mourning process support (professional)
Direct communication
mode(professional)
(caregiver, professional)
Face-to-face communication
Caregiver
needs assessment
Relation
building (caregiver,
observation)
Conflict management
(professional)
Social involvement (professional)
Family support (professional, observation)
Participation
Active involvement
(professional,(caregiver,
observation)
caregiver communication
‘Personalized information’
professional,
observation)
Information
Through all phases
of the SS rehabilitation trajectory
Long termtransmission
support
Timing
Structural
(caregiver,
professional)
Information brokerage
(caregiver,guidance
professional,
observation)
Process orientation (caregiver, professional)
Medical
professional)
Since
thetranslation
beginning (caregiver,
(professional,
observation)
Through all phases
Education (e.g. medical, rehabilitation, care process)
(caregiver,
Flexible
endprofessional)
(professional, observation)
As early as possible
Administrative support (caregiver)
As long as needed
Optimization
of the care andobservation)
support system at home
Convenience (professional,
Flexibility
Setting
(caregiver)
Privacy (professional)
Psychosocial
skills (professional,
Professional support
Human Resources
Trustful atmosphere
(professional,observation)
observation)
Family support skills (professional)
Expertise concerning social law and welfare system
(caregiver)
Description
the newly developed `Conceptual Building Blocks`
Risk assessmentof
(professional)
Working experiences (caregiver, professional)

Social skills

The
firstbuilding
`Conceptual
Building
Block`
Network
skills (caregiver,
professional,
obs.) is labelled `Content`, and consists of two
Perspective
adaption
skills (caregiver; professional)
main
themes,
‘psychosocial
advice’ and ‘personalized information’. In our study
Active listening skills (professional)
the
term ‘psychosocial
advice’
includes coping and problem solving strategies,
Communication
skills (professional,
observation)
(caregiver)activation. Since the subthemes ‘empowerment’ and ‘emoasReflection
well asskills
resource
Relationship building skills (professional)
tional
in all phases, psychosocial advice is desirable over the
Conflictsupport’
solving skillsemerged
(professional)
entire
rehabilitation
trajectory.
Empathy (caregiver, professional)
Personality traits
Open mindedness (caregiver, professional, observation)
Appreciation
(caregiver,
observation)
I don’t
only need
information, but also emotional support, someone who empowers
Tolerance (professional)
me. [sub-study 1, caregiver 3]
Active case finding (professional, observation)
Outreach counselling
Personalized
Approach
Someone who listens to them and organizes
the perceived chaos.
Accessibility (caregiver, professional, observation)
Focal person support
professional 3, case manager/nurse, acute care]
Structured personalized[sub-study
information2,provision
(caregiver, professional)
Guidance trough the SS trajectory system (caregiver,
However,
advice needs to be adapted over the course of rehabiliprofessional,psychosocial
observation)
Context tailored
support (professional,
observation)
tation.
All experienced
caregivers
remembered the time immediately after the

stroke
as very challenging.
described
themselves
as being in a “state of
Direct communication
mode (caregiver, They
professional)
Face-to-face
communication
Relation building (caregiver, observation)
mental emergency” [caregiver 1] and feeling overwhelmed. The `provision of
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Family support (professional, observation)
Active involvement (professional, observation)
Through all phases of the SS rehabilitation trajectory
(caregiver, professional, observation)

Participation
Long term support

Since the beginning (professional, observation)

Through all phases

Flexible end (professional, observation)

As early as possible
As long as needed

Timing

Chapter 2

hope` [caregiver 4] was declared as an important element. Additionally, professionals stated a form of mourning process support as well as assessment of the
needs of a caregiver to be central in the early post stroke phase.
The early detection of shortcomings and professional treatment of specific caregiver
needs is crucial.
[sub-study2, professional 2, physician, acute care]

Towards the end of the rehabilitation process and in the home care phase caregivers articulated the need for support in optimizing the existing care and
support system, so that they could handle the work load and grow in their new
role. Professionals stated that the caregiver’s social participation is very important in the late phase, in order to prevent loneliness and isolation. Furthermore,
due to the role change within the relationship and the perceived changes in the
patient’s personality, conflict management should be considered.
Personalized information is preferred in all phases of rehabilitation and should
be provided individually. The term ‘personalized information’ is made up of the
elements ‘information brokerage’ and ‘transmission’. As may be seen in Table 2
`personalized information` includes the subthemes structural guidance, process orientation, medical translation, education concerning medical issues as
well as rehabilitation and care process, and administrative support.
I was so confused by the amount of information on the internet.
[sub-study 1, caregiver 3]
It took me a lot of energy to understand the complex health process.
[sub-study 1, caregiver 4]

The findings indicate that information brokerage must be provided by actively
communicating with the caregiver. Professionals should confirm that the information was understood. Caregivers should feel invited to ask clarifying questions.
Caregivers need someone who explains important issues in a comprehensive way.
[sub-study 2, professional 6, clinical social worker, acute care]

In each sub-study there was consensus that caregiver needs change over the
process of rehabilitation. Hence, the `Conceptual Building Blocks` `Content’
and ‘Timing’ are linked.
The second `Conceptual Building Block` focuses on `Human Resources`, which
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appeared to be central for the upcoming programme in each sub-study. It contains three main themes: professional support, social skills and personal traits.
A holistic caregiver support requires multifaceted knowledge, indicating a professional support. In the interviews with the professionals and the observation
it was perceived that psychosocial skills seem to be imperative for caregiver support. Moreover, this professional should ideally have expertise in social law and
welfare systems, as well as basic knowledge concerning the stroke rehabilitation
trajectory, and should be skilled in risk management and family support.
Caregivers need a road map and someone who can use a compass.
[sub-study 2, professional 4, case manager /nurse, rehabilitation care]
We need independent, professional counselling for future planning.
[sub-study 1, caregiver 5]
“It is important to early detect the most vulnerable cases.”
[sub-study 2, professional 2, physician, acute care]

Social skills seem to be crucial for support in this setting. The counsellor should
have skills in network building, active listening, communication, reflection,
building relationships, and in conflict resolution. Both interview groups also
viewed `perspective adoption skills` as essential, referring to the ability to
analyse and structure the complex caregiver situations and to guide the client
through the process in an appropriate way. Moreover, the interviews showed
that professional and social skills are not alone sufficient to fulfil the requirements of the jobs. Personal traits such as tolerance, appreciation, empathy, and
open mindedness were considered crucial for the successful implementation
and acceptance of caregiver support.
An administrative style of person would be miscast …
[sub-study 2, professional 3, nurse, rehabilitation care]
I would need a warm person who is interested in me and my situation.
[sub-study 1, caregiver 5]

The third `Conceptual Building Block` was named `Personalized Approach`.
Four main themes contributed to this building block: outreach counselling, focal person support, face to face communication, and participation.
In all studies the question of ‘how to reach the target group?’ appeared to be
essential. It became apparent in sub-study 2 and sub-study 3 that caregivers
should be actively reached out. Professionals stated that, especially at the be-
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ginning, caregivers are so overwhelmed, that they would not themselves search
actively for support. Therefore the “outreach counselling” [professional 6, clinical social worker, acute care] approach was chosen as a suitable strategy.
Over the trajectory caregivers are in contact with many professionals. They may
feel challenged by “constantly changing support teams” [professional 2, physician, acute care]. Communication lines were not clearly outlined, and miscommunication and neglected opportunities to communicate were observed. A focal
person support would be a benefit for the target group as the entire process of
stroke rehabilitation is characterized by several transition phases.
Somebody who brings all the strings together is missing.
[sub-study 2, professional 1, physiotherapist, acute care]

In Germany a variety of agencies are involved in the stroke rehabilitation process, which was perceived as being highly non-transparent. Experienced caregivers criticized the non-supportive role of the health insurance providers.
I was trying to control the process but sometimes it took me a lot of energy to understand the underlying agenda and the complex health processes.
[sub-study 1, caregiver 2]
Every time I call the health insurance provider a different person is handling
our case.
[sub-study 1, caregiver 5]

Face to face communication would be the most appropriate mode of contacting
the caregiver, especially at the beginning when caregivers are in a vulnerable
state. Through this approach it will be possible to build a trusting relationship,
which is crucial for the counselling process.
I need someone who gives me the time I need and where I can also show emotions.
[sub-study 1, caregiver 4]

Later additional modes of contact, such as telephone or Email, might be an option. This supports the need for flexibility regarding the context tailored mode
of communication.
In sub-study 2 and 3 it was observed that caregivers were rarely actively involved
in the decision making. The findings suggest that active caregiver involvement
would strengthen caregivers in their new role. Some professionals perceive caregivers as `trouble makers or critical eye` [professional 3, nurse, rehabilitation
care]. In the rehabilitation phase caregivers have only limited contact with the
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medical and therapeutic team and are less involved in the communication. Therefore, professionals already recognized signs of loneliness in this phase. In the
home care phase the feeling of isolation grows, because of increasing caregiving
obligations.
The fourth `Conceptual Building Block` (4) centres on `Timing`, being nourished from the themes `long term support`, `through all phases`, `as early as
possible` and `as long as needed`. In each sub-study there was consensus that
the needs of a caregiver change over the process of rehabilitation. Therefore, the
`Conceptual Building Blocks ‘Content’ and ‘Timing’ are linked to each other.
Findings from sub-study 2 and 3 indicated that the support should be started as
early as possible and be provided flexibly as long as it is needed.
Caregivers should receive long-term support from the beginning to the end.
[sub-study 2, professional 6, clinical social worker, acute care]

The fifth `Conceptual Building Block`, the ‘Setting’, was generated using only
findings from sub-study 2 and 3. It includes the main theme ‘flexibility’, which
was condensed from the subthemes `trustful atmosphere`, `place of convenience` and `privacy`. The ‘Setting’ is connected with ‘Personalized Approach’,
especially with the components `outreach counselling` and `face to face communication`.
The counselling place must be perceived by the caregiver as neutral.
[sub-study 2, professional 3, case manager/ nurse, acute care]
The hospital would be an unsuitable place for counselling.
[sub-study 2, professional 1, physiotherapist, acute care]

In summary, this new caregiver support programme will be containing of five
‘Conceptual Building Blocks’ with high flexibility regarding `Content`, `Personalized Approach`, `Timing` and `Setting`. A focal person system with a specially trained professional will be mandatory.

Discussion
This study provides a methodological example of how to develop a complex intervention programme, using a qualitative mixed methods (QUAL-qual) design
(Morse, 2015). This design appeared most appropriate because of its focus on
exploring new fields, allowing for creativity and inductivity (Morse, 2015; Mor-
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se & Cheek, 2014; Borglin, 2015). The nature of the complex and contextual
depending phenomena was gathered in a structured, straightforward qualitative content analysis (Laforest, 2009). Every sub-study introduced significant
insights or added to the picture of caregiver needs in this context, as recommended when aiming to develop a new programme (Morse, 2015; Graneheim
& Lundman, 2004). In order to gain an in-depth contextual understanding of
caregiver needs over all phases of the German stroke care trajectory we included
three sources of information and two different data collection methods: interviews with experienced caregivers and with professionals working in different
settings representing the entire stroke trajectory and observations of caregiver
- professional interactions in different rehabilitation settings. The inclusion of
an observation sub-study, allowed us specifically to reflect on issues concerning
`Setting` and `Personalized Approach` of our prospective programme. Different
qualitative researchers explicitly highlight the advantage of including observations in the mixed methods design (Pelto, 2015; Guba, 1981). The triangulation
of different information sources, using qualitative content analysis, displayed
several overlapping subthemes. Moreover, by adding an extra step, we were able
to generate the `Conceptual Building Blocks`, which we thought important in
view of closing the gap between theory and practice.
We aimed to conceptualize a comprehensive intervention programme for stroke
caregivers. When conducting our study in Germany for this specific group only
very few isolated and unstructured support initiatives were available (Specht,
2014). Our findings indicate the need for an intervention programme, aimed at
reducing stress and strengthening the caregivers in their role by offering personalized support.
As stated earlier, many interventions have been tested for their effectiveness in
reducing the negative consequences of caregiving (Legg et al., 2011). However
Corry et al. (2015) indicated that more investigation regarding the support is
needed. An integrated intervention approach might me most promising (Tilling
et al., 2005).
Developing complex interventions is particularly challenging in family caregiving situations, where in-depth understanding of the context is crucial (Redfern
et al., 2006). Moreover, complex interventions, such as our `Caregivers’ Guide`,
need to be contextually modified. The transfer of an intervention, successfully
tested in one setting, to another setting is still difficult without adaptation, as
the example from the United Kingdom´s TRACS programme displays (Clarke et
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al., 2014). For the development of our programme the detailed guidelines for
complex interventions published by the Medical Research Council (Craig et al.,
2008), specifically focussing on the development phase, proved to be very helpful.
Caregiver support has to cover the entire trajectory of stroke care and rehabilitation. Our findings are in line with O´Brien et al. (2014) in accentuating the
need for long-term support. The need for a holistic approach became most clear
through observing caregiver– professional interactions. Earlier the “Timing-itRight” programme (2008) acknowledged the importance of caregiver support
across the trajectory. Our findings indicate that caregiver support should start
as early as possible, preferably in the acute stroke care phase; this in line with
other qualitative research, advocating early caregiver engagement (Grant et al.,
2014). Since the transfer of a stroke survivor from the rehabilitation to the home
phase is recognized to be very stressful (Grant et al., 2014) or even highly problematic (Loupis & Faux, 2013) for the caregiver, an adequate support programme should include the home care phase.
Combining the findings from all sub-studies accentuated the need for flexibility.
Our study displayed that caregivers have very different perceptions of how their
burdens and specific tasks change over the rehabilitation process, implying that
the programme has to be personalized. We agree with Ostwald et al. (Ostwald
et al., 2014), underpinning that stroke caregiver interventions with “one size
fits all” strategies will be ineffective. Also other authors (Creasy et al., 2013;
Adelman et al., 2014) emphasized that the intervention must be adopted to caregivers´ specific needs.
In sub-study 1 we explicitly included experienced caregivers in the development
of the programme, which is rarely done (Brereton et al., 2007; Funk & Stajduhar,
2009). However their contribution proved to be very valuable, especially regarding the `Conceptual Building Blocks` ‘Content’ and ‘Human Resources’. Parts
of our multicomponent support programme consist of the provision of ‘psychosocial advice’ and ‘personalized information’, incorporating psychotherapeutic
elements, which is in line with earlier recommendations (Visser-Meily et al.,
2005; Wilz & Böhm, 2007). Therefore, professional counselling experience is
recommended. In contrast with the Timing It Right framework (Cameron & Gignac, 2008), who specified that support can be provided by different, not exclusively professionally trained, persons within the trajectory, our findings indicate
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a focus person system. In other research fields benefits have been reported from
the introduction of a focal person system (Komatsu & Yagasaki, 2014).
Furthermore, experienced caregivers and professionals highlighted the importance of personal traits of the counsellor. These outcomes are comparable to the
suggestions of the Psychological First Aid (Gunderson et al., 2012). We introduced this issue in the ´Conceptual Building Block´ `Human Resources`.
In sub-study 2 we actively included different professionals, working on different
settings in stroke care. Another qualitative study selected only one uniform professional group, in this case nurses (Useros et al., 2012). Only recently greater
emphasis has been given on investigating the perceptions of different health
care providers in the stroke caregiving field (Cameron et al., 2013; O´Brien et
al., 2014). Through the different professional backgrounds of the participants
we were able to recognize the potential to evaluate the needs of caregivers and
to identify places for improvement of the current system. All professionals added important aspects to our programme, especially to the `Conceptual Building Blocks` ‘Timing’, ‘Human Resources’, and ‘Setting’. However, our results
also indicate that some of the interviewed professionals did not recognize the
importance of the caregiver role during the stroke rehabilitation process. Although it is well recognized that active caregiver involvement has a potentially
positive effect on a patient’s recovery (O`Brien et al., 2014; Harris et al., 2010),
Lutz & Young (2010) have remarked that stroke caregivers are not sufficiently
involved in stroke rehabilitation. Professionals should be encouraged to involve caregivers as an integral part of the entire health care system (Grant et al.,
2014).
An innovative insight from our study was that a caregiver support programme
should include ‘outreach counselling’ for early detection of vulnerable cases
(van Heutgen et al., 2006). This approach is frequently used in humanitarian crisis intervention as an important psychological intervention tool (Lucchi, 2013;
Henley et al., 2011), but also in other fields such as HIV prevention (Chippendale & French, 2001). In Sweden, ‘outreach counselling’ was tested in families of
children with acquired brain injury (Emanuelson et al., 2003). It was shown that
“active, early intervention” reduced caregiver related stress. In Denmark, this
approach was also used in the support families with Alzheimer patients (Soersen
et al., 2008).
Our findings of sub-study 1 and 2 are in line with Bakas et al. (2014), underpin-
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ning that face to face support would be most suitable approach, especially in
the acute stroke care phase, when alleviation of emotional distress is important.
Caregivers find it difficult to identify or utilize services that will support them,
as was earlier reported in a study in the American setting (Grant et al., 2014).
In particular the role of the German social system in the various transitions and
especially in the transfer back to the home environment is confusing (Unrath
et al., 2013). Caregivers and professionals mentioned that the amount of unstructured information provided by the different players involved in the German
stroke rehabilitation system adds considerable stress to the already demanding
situation of suddenly becoming a stroke caregiver. Structured and professional
guidance by a professional with expert knowledge concerning the social and
health support system and legal issues would be very helpful.
Research is missing on the influence of the place of support, which is in our
study is referred to `Setting``. In our programme `Setting` is one of the five
´Conceptual Building Block´. We have indications that the flexible offer of the
support´s place, for instance in the home environment, may influence the acceptance of the programme.
Methodological considerations
The sample sizes of the sub-studies were relatively low. However, the aim was
to gain comprehensive contextual understanding, to reach saturation in each
sub-study was not essential (Morse & Cheek, 2014). Credibility was achieved
through adaptation of the research methods to the research question, triangulation of findings from the sub-studies, frequent debriefing sessions within
the research team, and a multifaceted professional background, qualifications
and experience of the investigators. By providing an in-depth description of
the study design as well as profound data gathering details Dependability was
guaranteed. By triangulating the findings the effect of research bias might be
diminished supporting the study’s confirmability. Since we conducted our study
in this particular context transferability is provided only to some extent. Based
on this argumentation our study achieved trustworthiness (Guba, 1981; Shenton, 2004).
Before implementing the new caregiver support programme it seems worthwhile to conduct a stakeholder and risk analysis, informing about the acceptance
and implementation potential of the new program (Schlarmann et al., 2011; Richards, 2015).
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Conclusion
In the developmental phase of this complex intervention programme the information gained through the naturalistic research design (QUAL-qual) were
providing a profound contextual understanding. It resulted in five `Conceptual
Building Blocks` of the complex intervention programme for stroke caregivers:
(1) `Content`- including a multicomponent approach, combining psychosocial advice with personalized information, (2) `Human Resources`- professional
support with a background in health or social services, as well as psychosocial
skills, (3) `Personalized Approach`- utilizing outreach counselling, a one focal
person system, and a preference for face to face counselling, (4) `Timing`- providing long term support, starting as early as possible after stroke, and continuing flexibly for as long as it is needed, and (5) `Setting`- flexible services
offered in a place of convenience.
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CHAPTER 3
The development of implementation management instruments for a new complex stroke
caregiver intervention based on
systematic stakeholder and risk analyses

Krieger T, Boumans N, Feron F, Dorant E (2019) Developing implementation management instruments in a complex intervention for stroke
caregivers based on combined stakeholder and risk analyses. Scandinavian Journal of Caring Sciences. (accepted for publication)
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Abstract
Background. Stakeholders are important contributors in the implementation of
a complex public health intervention. During the development phase of an implementation, alongside careful design of its components and investing in the
exploration of the intricate and dynamic multi-stakeholder stroke rehabilitation setting, it is essential to assess possible implementation risks. Systematic
stakeholder- and risk analyses can guide the exploration process and enable
teams involved in complex interventions to develop context-tailored implementation management instruments.
Objective. To develop instruments that facilitate the implementation of the
complex stroke caregiver intervention project in the real-life support system.
Design. Stakeholder and risk analyses.
Setting. Stroke support system in a middle sized city and it urban surrounding
in the western part of Germany
Participants. Twenty-four individual stakeholders which were categorized into
twelve stakeholder groups, representing the current stroke support system within the geographic region.
Methods. We first conducted systematic stakeholder and risk analyses using
different project management techniques. Project stakeholders were identified,
classified, and assessed using a top-down approach, while implementation risks
were identified and assessed by applying a bottom-up approach.
Subsequently specific knowledge of the stakeholders and risks was utilized, topdown, to develop context-tailored implementation management instruments.
Results. Two instruments were developed: (1) a comprehensive `stakeholder-risk atlas´ providing individual stakeholder information, such as role, access, contribution, power and interest, expectations, perceived risks, and specific engagement activities, and (2) an overall `project implementation strategy´
concentrating on communication, transparency, network building and professionalism.
Conclusion. Complex interventions will benefit from early and comprehensive
stakeholder and risk analyses. The early involvement of stakeholders, with their
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insightful knowledge, enables the research team to develop context-tailored
implementation management instruments. Instruments will support the team
during implementation and may impact positively on the outcome of the intervention. Knowledge can be obtained by combining top-down and bottom-up
working approaches.
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Introduction
Stroke caregivers
Family caregivers play an essential role in the day-to-day care of stroke survivors (Elmore, 2014; Family Caregiver Alliance, 2018). These caregivers may be
a relative, a partner, a friend or a neighbour, and they provide `free of charge´ assistance to a person with a chronic disability (Family Caregiver Alliance,
2018). In the case of a stroke survivor, first-time caregivers are obliged to deal
with multi-various and complex demands associated with their care receivers
without the benefit of adequate preparation time (Redfern et al., 2006). Unexpected situations and new interactions with health care providers, exhausting administrative and financial demands, or excessive information load are
all known to provoke feelings of stress and overburdening (Redfren et al., 2006;
Bienstein, 2006).
Complex interventions
Stroke caregiver interventions, in common with most interventions in public
health, tend to be complex and strongly context dependent (Pandi-Perumal et
al., 2015; Rychetnik et al., 2002). The development of a complex intervention
warrants a systematic design of its content (Craig et al., 2008). Moreover, it requires a comprehensive understanding of the situation of its end-users, the current support system and the organisations or actors involved, along with their
specific socio-political context (Campbell et al., 2007). A sound understanding
of barriers and enablers is imperative for the implementation of a new intervention in the real-world (Dogherty & Estabrooks, 2015). Furthermore, careful and systematic preparation is essential for the management of the different
stakeholders (Rychetnik et al., 2002; Caron, 2014). Stakeholders are defined as
“individuals or groups who have an interest or some aspects of rights or ownership in a project, and can contribute to, or be impacted by either the work or
the outcome of the project” (Walker et al., 2008). In public health care settings,
stakeholders are essential in the implementation of a complex intervention, as
they possess critical internal knowledge, but simultaneously present a major
source of complexity and uncertainty (Rychetnik et al., 2002; Caron, 2014; Ward
& Chapman, 2008).
Implementation management instruments are essential in facilitating the implementation process in a complex setting, and an early stakeholder involve-
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ment is recommended for their development (Pandi-Perumal et al., 2015; Caron,
2014; Project Management Institute - PMI - , 2013). For instance, the instrument `stakeholder register´ should facilitate the day-to-day stakeholder engagement during implementation by outlining individual stakeholder information
and activities (Pandi-Perumal et al., 2015; Jeffery, 2009). Other instruments,
such as `project implementation strategies´, are methods or techniques which
guide the overall project and its adaptation or transferal into the real-world by
considering implementation barriers or enablers, and declaring general activities (Curran et al., 2012; Achterberg, 2015). However, no reports are to be
found in the literature on the development process of these useful management
instruments in public health interventions.
Stakeholder and risk analyses
Although stakeholder involvement and engagement, as well as the identification of possible implementation barriers are imperative in complex interventions
(Craig et al., 2008; Abraham et al., 2015; World Health Organisation, 2009; Moore & Evans, 2017), clear instructions from the health or public health domain
concerning this are scarce. Only a few examples have been published. Bradley et
al. (1999) proposed gathering the perceptions of end-users and health professionals in the development of a cardiovascular risk reduction programme; while
Silver et al. (2016) recommended stakeholder analyses to improve the quality
of kidney health care provision. In addition, Pandi-Perumal et al. (2015) published a stepwise approach of stakeholder management in a clinical research
environment, outlining practical suggestions for stakeholder engagement.
Project management is the application of knowledge, skills, tools, and techniques and project activities so as to meet the project requirements (PMI, 2013).
Consecutive stakeholder and risk analyses are frequently conducted in this field,
especially in the development phase (Pandi-Perumal et al., 2015; PMI, 2013).
Stakeholder landscapes are not static but, rather, dynamic (Aaltonen & Kujala,
2015). Stakeholder analyses help to understand stakeholders from their different perspectives and should include stakeholder identification, classification,
and assessment (Caron, 2014; Burgha & Varasovszky, 2000; Schiller et al., 2013).
More specifically, information concerning stakeholders´ contribution (Bourne,
2015), engagement (Jepsen & Eskarod, 2009) or stakeholders´ power and interest (Ackermann & Eden, 2011), which are imperative for developing implementation management instruments, can be obtained through these analyses
(Caron, 2014; Jepsen & Eskarod, 2009).
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Risk analyses contribute in systematically identifying possible project implementation risks within a multi-stakeholder setting (Ward & Chapman, 2003),
and assessing their likelihood is required in order to manage them (Ammar et
al., 2007; Zabaleta-del-Olmo et al., 2015). Risk analyses provide a base for generating appropriate strategies to reduce, control, or prevent risks (Pandi-Peruma et al., 2015; Ward & Chapman, 2008). Thus stakeholders may contribute
their expertise and knowledge as an integral part of the risk exploration process
(Evans et al, 2013; Greenhalgh et al., 2016).
Developing a new stroke caregiver support programme
Stroke rehabilitation in Germany operates on different levels, with various
professional groups within a complex “multistakeholder setting” (Rühli et al.,
2017). As presented in Figure 1, the patient´s rehabilitation trajectory is fragmented and characterized by multiple transition points between acute, rehabilitation and home care, resulting in a variety of bureaucratic, informational
and logistical bottlenecks (Bundesarbeitsgemeinschaft Rehabilitation – BAR,
2014). This rehabilitation process implies various impediments not only for the
medical care and societal support system, but also for the patients and their
family caregivers (Schuler & Oster, 2004).

ACUTE PHASE

PHASE A
medical acute
care

REHABILITATION PHASE

PHASE B
early
rehabilitation

PHASE C
further
rehabilitation

HOME CARE PHASE

PHASE D
follow-up
treatment

PHASE E
after treatment and
job-related
rehabilitation

PHASE F
activating longterm care

GERIATRIC
REHABILITATION

THE CAREGIVERS‘ GUIDE (new support programme)

Family Caregiver

Figure 1: The German stroke rehabilitation support system and the Caregivers‘ Guide support programme (adapted from BAR, 2014).
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The Caregivers´ Guide is a primary prevention programme that was developed
in Germany and fits the definition of complex intervention as published by the
Medical Research Council UK [7]. The programme aims to: (1) offer personalised
support to stroke caregivers parallel to the patients´ rehabilitation trajectory,
(2) reduce the burden of stroke caregivers, and (3) maintain their quality of life
by offering early, flexible and personalized support (Krieger et al., 2017).
The Caregivers´ Guide emerged from a project management cycle (PMI, 2013)
that comprised of three phases: development, implementation and evaluation
(Figure 2). The development phase was split into two parts. Part one focused
on the programmes overall design and content (Krieger et al., 2017). Part two
concentrated on preparing its implementation in the real world by developing
implementation management instruments through systematic stakeholder- and
risk analyses (figure 2).
In this paper we report on part two of the Caregivers´ Guide development phase
which consists of two steps:
1) the systematic stakeholder and risks analyses, and 2) the development of
implementation management instruments. Exploration of the stakeholder setting and implementation risks gathered new knowledge, labelled `inputs’. These `inputs´ were utilized to develop context-tailored implementation management instruments, labelled `outputs´ (figure 2).

DEVELOPMENT PHASE
Part 1

EVALUATION
PHASE

Part 2

THE
CAREGIVERS‘
GUIDE

IMPLEMENTATION
PHASE

Step 1 - Stakeholder & risk analyses: genera�ng inputs
Top-down
approach

Stakeholder
1) Iden�ﬁca�on
2) Classiﬁca�on ( contri�u�on, role)
3) Assessment (power/interest, engagement)

�o�om-up
approach

Implementa�on risk
4) Iden�ﬁca�on
5) Assessment (likelihood)

Step 2 - Develoment implementa�onmanagement instruments:
designing outputs
Top-down
approach

Individual `stakeholder -risk atlas´
Project implementa�on strategy

Figure 2: The Caregivers´ Guide project management cycle with an elaboration of part 2 of
the development phase (adapted from Pandi-Perumal et al., 2015).
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Methods
The development phase of the project used a mixed-methods approach for generating the `inputs´ and developing the `outputs´. Stakeholder analyses and
the development of the implementation management instruments were conducted top-down by two members of the research team, namely a clinical social
worker and a nurse specialized in public health. The implementation risks were
analysed bottom-up by engaging with the projects´ stakeholders during a stakeholder meeting.
Step 1 - Stakeholder & risk analyses: generating `inputs´
`Inputs´ were generated by conducting qualitative stakeholder and risk analyses, consisting of five consecutive activities (Figure 2).
In activities one, two and three, the stakeholders were identified, classified and
assessed. This was done by application of a top-down or expert-led approach
(Khadka & Vacik, 2012) over a span of 3 months. The two research team members
conducted 12 field visits in order to explore the current support system and its
stakeholders, to initiate working relations, and to understand a stakeholders
position, needs, requirements, and concerns,. The following 9 groups of stroke
caregiver support were visited: two acute care providers, two rehabilitation care
providers, two home care providers, one ambulant service provider, one communal service provider, one content-near peer group, one health cost provider, one
technical support group and one research community group (Figure 3). During
these visits 30 explorative interviews were held with 13 different professions
(service provider): 3 medical doctors, 2 health managers, 3 social workers, 6
nurses, 2 physiotherapists, 2 ergo-therapists, 2 speech therapists, 2 psychologists, 4 case manager, 1 nurse-trainer, 1 technical support manager, 1 health
science manager, and 1 public health expert. In addition, `input´ of the stakeholder `caregiver´ (end-users) was generated from interview materials that had
been collected in the part 1 of the project’s development phase (Krieger et al.,
2017; Figure 2). In order to safeguard the information, respective notes of the
conversation were written down after each interview.
In activities four and five, we conducted bottom-up implementation risk analyses during the stakeholder meeting (Khadka & Vacik, 2012) by obtaining the
stakeholder´s active participation. In this meeting 2 medical doctors, 3 case
managers, 2 social workers and 4 nurses provided their considerations about
possible implementation risks. Results from this meeting were supplemented by
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implementation risk information gained during the field visits.
Data collection and examination of the findings occurred concurrently, and results were built on each other.
Activity 1 – Stakeholder Identification
In this activity we aimed to gain a systematic overview of the potential individual stakeholders of the new programme by applying different identification
methods. On the basis of the contextual understanding we first identified the
organisational stakeholders representing the patient-centred, real-world stroke
rehabilitation support setting via brainstorming by the research team (Figure
1). Second, the acute, rehabilitation and home care setting was explored by
questioning at least two key informants within each setting, e.g. social workers
and nurses. Third, snowballing was used to explore the broad community support system. Potential stakeholders were added until the team was convinced
that all relevant stakeholders representing the current caregiver support system
had been identified. Finally, individual stakeholders within the same contextual
affiliation, e.g. participants in acute care, were categorized in a so-called Caregivers´ Guide stakeholder map (Figure 3) (Schiller et al. 2013).
Activity 2 – Stakeholder classification
In theory not all stakeholders can or should be involved during implementation
with the same intensity. Therefore, we classified the identified stakeholders of
activity 1 by: (1) exploring stakeholders´ contribution, and (2) assigning them
to a role. For this purpose the identified stakeholders were visited personally in
their setting, or contacted by telephone, and their context-specific contribution, expectations, and perceived risks were assessed.
During the interviews, inspired by Bourne (2015), the potential contribution of
stakeholders during programme implementation was explored using six criteria:
`active participation´, `occasional involvement´, `knowledge´, `ownership´,
`funding`, and `campaigning`. `Active participation´ refers to the moral obligation to participate and act in the programme as an end-user or gatekeeper;
`occasional involvement´ refers to the need of being professionally involved
within a specific setting (e.g. rehabilitation care); `context-specific knowledge´ emphasizes the need to include stakeholders´ expertise; `ownership´ clarifies the intellectual property of the programme; `funding´ refers to the need
for financial contribution; and `campaigning´ highlights stakeholder-driven
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activities that promote the programme.
Stakeholders were assigned to one of four possible roles on the basis of their
contribution: `player´, `context setter´, `subject` or `crowd´ (Ackermann &
Eden, 2011). The `Players´ are essential to the implementation of the programme, as they are the only group able to directly impact upon or be affected by
the intervention through `active participation´. `Context setters´ can influence the projects´ implementation by cooperating with or by working against it,
and they may have little interest, being only occasionally involved. `Subjects´
are neither directly nor indirectly involved in, nor affected by the intervention.
However, they show high interest in the implementation process and are likely
to stimulate the programme with their ideas. `Crowd´ are not actively involved
in the implementation process, but may possibly play an advisory role or may be
important for transferal activities when finalizing the project.
Activity 3 – stakeholder assessment
Managing the large number of diverse stakeholders during implementation can
be a difficult and complex task. It is, therefore, necessary to assess the stakeholders’ potential power (influence) and interest in the implementation process
in order to develop stakeholder management or engagement strategies. Stakeholders´ `power´ is defined as the ability to positively or negatively influence
the practical implementation process, and `interest´ is based on stakeholders´
concerns regarding the projects´ outcome (PMI, 2013; Ackermann & Eden,
2011). The research team estimated the ‘power’ and ‘interest’ of the identified
stakeholders by use of the information gathered during their field visits. The
power/interest grid was used to assign an appropriate engagement strategy for
each of the four stakeholder roles (Ackermann & Eden, 2011).
Activity 4 –risk identification
A variety of risks may appear when implementing a new intervention within the
real-life support system. Risks are uncertain events that have an effect on the
achievement of the objectives of the projects (Walker et al., 2008; Ward & Chapman, 2008).
Potential project implementation risks were identified in a `co-creative process´
(Greenhalgh et al., 2016) together with the stakeholders during the stakeholder meeting. Ten individuals, presenting six stakeholder groups, namely individual stakeholders from the `Players´ and `Context setters´ (Figure 4), were
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present and participated in focus group discussions. Firstly, we brainstormed
`what may jeopardise the projects´ implementation process´. Subsequently,
in a mind mapping exercise, all potential risks were designated to a project- or
stakeholder-related risk category, and were finally assigned to overarching risk
domains (Table 2). The perceptions of the `subjects´ and `crowd´, representing
the other six groups (Figure 4), were assembled afterwards via face-to-face or
telephone conversations.
Activity 5 – Risk assessment
Not all risks are equally represented in the implementation phase. Therefore,
determining the likelihood of each risk is important for its management. In the
stakeholder meeting the identified risk domains (activity 4) were examined on
the basis of their potential likelihood, which is defined as the possibility that a
risk will occur (PMI, 2013). This process resulted in categorizing risk domains in
three ranks: high, moderate and low (Table 2).
Step 2 - Developing implementation management instruments: designing the
`outputs´
After comprehensively exploring the multi-stakeholder setting and the implementation risks, the research team was able to use this knowledge further for
facilitating the implementation. Over a one-month time span, the research team
designed `outputs’ by summarizing the findings of the systematic stakeholder
and risk analysing `inputs´, ´. These `outputs’, the so-called implementation
management instruments, should facilitate the projects´ implementation within the multi-stakeholder stroke rehabilitation support system.

Results
Step 1 - Stakeholder and risk analyses: generating inputs
Activity 1- stakeholder identification: Twenty-four individual stakeholders were
identified and categorized into twelve stakeholder groups (Figure 3). We explicitly included not only the service providers but also the interventions´ endusers, i.e. the stroke family caregivers, in our map.
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Activity 2 – stakeholder classification: The classification included both exploration of the contribution of each stakeholder group and their assignment to a
prospective role in the upcoming implementation phase (Table 1).
In accordance to their contribution stakeholders were assigned to one of four
possible roles: `player´, `context setter´, `subject´ and `crowd´ (Table 1).
Family caregivers and acute care providers were labelled `players´. They were
the sole contributors through `active participation´. As the end-users of the
programmes, family caregivers will be directly affected by and influence the intervention through interaction with the counsellor. Acute care providers should
play an active role in the recruitment process by holding a gatekeeper position
and referring suitable clients for the programme.
The `context setter´ role was assigned to four stakeholders: rehabilitation care
providers, home care providers, communal social services, and the research
community. Their contribution would be considered in three of the following
criteria: `occasional involvement´, `context-specific knowledge´, `campaigning´ and `ownership´. Rehabilitation care providers and home care providers
will be involved only when a previously included caregiver-patient dyad is transferred to them from the acute care setting. Communal social services will be involved on demand, e.g. when structural adjustments in the home environment
THE CAREGIVERS‘ GUIDE STAKEHOLDER MAP
Stroke family caregivers
(end-users)

Communal social services
Department of care, living and inclusion
Department of aging society
Department of self -help groups

Acute care provider
Stoke unit (University hospital, Rhein-Maas clinic)
Neurosurgical department (University hospital)

Rehabilita�on care provider
Rehabilita�on Hospital Bad Berleburg
Out-pa�ent rehabilita�on centre Aachen

Ambulant service provider

Home care provider

BB-medica (medicine -technical support)

Visita�s (home care service)
Peltzer Intensivpﬂege GmbH (intensive home care)
Out-pa�ent health care services (GP, neurologist,
therapists)

Research community

Programme funding organisa�on

Catholic University of Applied Sciences North
Rhine-Westphalia (KATHO)
Maastricht University (SOCMED)
University Wi�en Herdecke (DPW)

German Ministry of Research and Educa�on
(BMBF)

Content -near peer groups
Communal level
Provincial level

Health cost providers
Health insurance
Re�rement insurance

Health policy makers
Communal health decision makers
Provincial health decision makers

Technical support group
German founda�on for stroke aid (DSH)
Provincial working group for intersec�onal
communica�on (LAKIK)

Figure 3: The Caregivers´ Guide stakeholder map (adapted from Schiller et al., 2013)
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are necessary. The research community possesses intellectual ownership and
may provide their knowledge in a critical discussion. They will not, however, be
involved in the counselling process itself.
Four stakeholders were considered `subjects´: the technical support group,
content-near peer groups, ambulant service providers, and the project funding
organisation (BMBF). The latter will be the only stakeholder with a financial
contribution, whereas the other three will provide their expertise.
Two stakeholders were designated in the `crowd´ role: health policy makers and
health cost providers, both possibly supporting the implementation through
campaigning.
Activity 3 – stakeholder assessment: Stakeholder´s power and interest was assessed using a power (influence) / interest grid (Figure 4).
During implementation `players´ were considered to possess high power and
high interest. Therefore, they require close engagement as well as constant involvement in the decision-making or optimization processes through a particiTable 1: Results of activity 2: stakeholders´ contribution and role in the Caregivers´ Guide
implementation phase.
PROGRAMME
STAKEHOLDER
Family caregivers (end-users)
Acute care providers
Rehabilitation care providers
Home care providers
Communal social services
Research community
Technical support groups
Content-near peer groups
Ambulant service providers
Project funding organisation
Health policy makers
Health cost providers

STAKEHOLDERS´ CONTRIBUTION*
Active
participation

x
x

Occasional
involvement

x
x
x

Contextspecific
knowledge

x
x
x
x
x
x
x
x
x

Ownership

x

ROLE

Campaigning

x
x
x
x
x
x
x
x
x
x
x
x

Funding
`Player´
`Context
setters´

`Subjects´

x

`Crowd´

* `Active participation´ refers to the moral obligation to participate and act in the programme as an end-user or gatekeeper;
`occasional involvement´ refers to the need of being professionally involved within a specific setting (e.g. rehabilitation
care); `context-specific knowledge´ emphasizes the need to include stakeholders´ expertise; `ownership´ clarifies the intellectual property of the programme; `funding´ refers to the need of financial contribution; and `campaigning´ highlights
stakeholder-driven activities which advocate the programme.
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pative working approach, e.g. in interactive working groups.
`Context setters´, possibly thought to have high power but low interest, demand satisfaction as they are only occasionally involved in the practical implementation process. This group should therefore be engaged with the programme, e.g. by installing feedback loops after referral or filed visits.
`Subjects´, were considered to show high interest in the success of the implementation, but possess little power to influence, as they are not involved in practical implementation. The project funding organizations´ high interest was endorsed by the financial input, but they are thought to play a passive role during
implementation. Likewise, the high interest of content-near-peer groups´ was
attributed to the fact that no stroke caregiver peer group exists in the region.
They need to be constantly informed via a personalized approach, e.g. through
invitations to project advancement.
`Crowd´ possess marginal power and interest during implementation but may
be influenced by or would gain interest in the programme for different reasons,
e.g. political obligations during the progress of the programme. Little effort
should be involved in monitoring them, but their explorative engagement may
be required when finalizing the programme, e.g. during transferal.

High

Power (Inﬂuence)

`Context se�ers´

`Players´

keep sa�sﬁed

engage closely

`Crowd´

`Subjects´

monitor with minimal eﬀort

keep informed

Low
Low

Interest

High

Figure 4: Results of activity 3: stakeholders‘ power and interest with corresponding engagement strategies (adapted from Ackermann & Eden, 2011)
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Activity 4 and 5 - risk identification & assessment: seventeen potential risks
were identified by the participants during the stakeholder meeting, allocated to
three overarching risk domains, and categorized according to their likelihood
(Table 2).
The risk domain `performance´ was considered highly likely to occur, implying a high potential to jeopardise implementation, and therefore requires the
most attention. In general, `performance´ was thought to be strongly influenced by the staff involved. Stakeholders pointed out that the entire project could
be hindered or even terminated due to internal or external misunderstandings
Table 2: Results of activities 4 & 5 - potential project- or stakeholder-related implementation risks, risk domains and their likelihood.

Potential implementation risks
Project-related
Stakeholderrelated

• Weak leadership and management
skills, e.g. “bossy person” instead of
participative engaging working
approach
• Weak lines of communication
• A lack of communication skills
amongst the team members, e.g.
how to communicate on different
levels (client, staff, health
insurance)
• Inaccurate description of the
required resources, e.g. time
• Insufficient professional network
• Non-transparency within the
decision-making process
• Insufficient stakeholder
engagement
• Weak project management
performance
• Slow or disruptive counselling
process
• Inflexible financial planning, e.g.
funding line allows only earmarked
money
• Insufficient calculation of urgent
investments, e.g. in communication
and networking activities

Likelihood

• Insufficient
participation
• Lack of resources
(e.g. staff, time)
• Uncertain role
expectations
• Lack of stakeholder
motivation and
nonparticipation
• Interpersonal,
interprofessional,
intersectional
conflicts

Risk
domain

Performance

High

• Slow or disruptive
recruitment

Schedule

Medium

Costs

Low

The project is
completely funded by
the BMBF. No financial
investment is required
from the stakeholders.
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or emotional disharmony. Potential project-related risks were identified, e.g.
weak leadership and weak communication skills. Stakeholders themselves may
jeopardize the performance, e.g. through non-participation or interpersonal
conflicts. Notably, the `performance´ domain would overlap with the other two
domains.
`Schedule´ was classified as medium likelihood. It can be negatively influenced
by the project itself, e.g. deficient project management performance; as well as
by the stakeholders, e.g. seasonal gaps.
`Cost´ was considered with low likelihood, as the `Caregivers´ Guide is completely funded by the BMBF and the overall costing levels seemed appropriate.
Adjustment of the preliminary project management plan might be necessary during implementation, e.g. networking activities. However, this could be problematic, as finances were fixed at the outset by the funding organisation.
Step 2 - Developing implementation management instruments: generating
outputs
We produced two `outputs´ based on the stakeholder- and risk analysis `inputs´: an individual `stakeholder-risk atlas’ and a project implementation strategy.
The `stakeholder-risk atlas´
Our instrument `stakeholder-risk atlas´ should facilitate the day-to-day interaction during implementation between the Caregivers´ Guide counsellor and all
stakeholders. It was developed top-down and was labelled `stakeholder-risk atlas´ as it incorporates essential information from the stakeholder and risk analyses.
In the first stage individual stakeholder information was inserted in the atlas,
including name, affiliation, contact person, role, contribution, as were stakeholder-specific expectations and perceived risks. Subsequently stakeholder-speciTable 3: The outline of the `stakeholder-risk atlas´
Stakeholder
name
Stakeholder 1
Stakeholder 2
…
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1) Affiliation
2) Contact
(focus person)

Role

Contributions

Expectations

Perceived
risks

Specific
engagement
activities
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fic engagement activities were formulated using the results of the project implementation strategy. Stakeholder engagement is a process characterised by
a `two way´ exchange between the stakeholders and the research team, which
empowers both to influence the programme (Evans et al., 2013). An outline of
the atlas is provided in Table 3 and a real-world example is given in Appendix 1.
The project implementation strategy
Our project implementation strategy was outlined as a general instrument, facilitating the Caregivers´ Guide implementation phase within the intricate stroke
support system. This instrument was developed both bottom-up and top-down.
First, as `performance´ was categorized to have a high likelihood of occurring,
we focussed on this issue in the stakeholder meeting via brainstorming. Together with our stakeholders we generated ideas, considerations or perceptions,
potentially reducing the performance risk domain. We converted the project-related `performance´ risks (Table 2) into practical solutions, which should manage, influence, or reduce the risks within the complex system, which led to
the creation of `general activities´. Second, the research team categorized the
activities in `performance domains´, producing our project implementation
strategy (top-down) in its final form.
Our instrument outlines four domains: communication, transparency, network
building and professionalism, with eleven corresponding `general activities´
(Table 4).
Table 4: The Caregivers’ Guide project implementation strategy
Performance Domain
Communication

Transparency
Network building

Professionalism

General Activity
• Apply participative working approaches
• Stimulate and assure active stakeholder engagement
• Assure constant communication flow
• Install regular feedback loops and empower stakeholders
to provide critical feedback
• Invest in project marketing
• Assure multilevel dissemination
• Clarify terms of references and responsibilities
• Develop, maintain and further develop a sustainable
professional network
• Connect different networks through activities within the
region
• Invest in project management
• Guarantee the accessibility of the project team
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The research team and stakeholders agreed that the performance domain `communication´ will be the “Achilles´ heel” of a successful implementation of the
intervention in the real-world. It was explicitly considered as interrelating with
the other three domains. Satisfactory internal and external communication
could be assured by applying a participative working approach and investing
in regular engagement activities with the `players´ and `context setters´, e.g.
field visits and project advancement meetings are recommended to achieve
empowerment of the stakeholders. Moreover it was considered to be critical to
assure a constant communication flow and to provide and request feedback on
a regular basis.
`Transparency´ activities should help to announce the new intervention within
the intricate multi-stakeholder setting during implementation. Marketing and
dissemination activities, e.g. developing and maintaining a project-specific internet-page, were considered essential to secure transparency. In addition terms
of reference and responsibilities must be clarified.
`Network building´ denoted the constant change and uncertainty of the complex environment and its need for adaptation. Activities, e.g. engaging in working groups, should assure that communication flow and help actualise the
knowledge within in the dynamic setting, resulting in up-to date information
provision during the caregivers´ counselling process.
`Professionalism´ regarding project management was perceived as crucial for
the implementation. A strong leadership, working according to the ethical requirements and careful monitoring of resources, e.g. schedule; and the team
accessibility, e.g. per telephone; was highlighted as important.

Discussion
In the project development phase of the `Caregivers´ Guide, a new complex stroke caregiver intervention, we developed two context-tailored implementation
management instruments: (1) an individualized `stakeholder-risk atlas´ (Table
3), and (2) an overall project implementation strategy (Table 4). The design of
these instruments (`outputs´) was based on the knowledge of the systematic
stakeholder- and risk analyses (´inputs´) by applying a multi-methodological
approach (Figure 2). These instruments should facilitate the implementation of
the complex intervention in practice by guiding the interactions between the
research team and the different stakeholders, and helping the team to strategically support the implementation within the current system.
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For this purpose, the project team first had to gain a comprehensive understanding of the multi-stakeholder setting and potential implementation risks. Likewise, contextual readiness within the dynamic setting was achieved. This stakeholder and risk-specific knowledge enabled the team to design two instruments.
Most interventions for stroke family caregivers are complex, involving different
stakeholders and possible implementation risks. Therefore, we are convinced
that researchers, practitioners and policy makers will benefit from both investing in systematic stakeholders and risks analyses and the development of
implementation management instruments before initiating implementation in
practice. Meanwhile current stroke service providers and family caregivers will
benefit from this procedure through being engaged and sharing their knowledge to develop a tailored intervention.
Implementation management instruments can contribute to a successful implementation of a project in practice (PMI, 2013; Jepsen & Eskerod, 2009). They
assist in planning or managing the general activities, and enhance the capability to manage and engage with different stakeholders (Jepsen & Eskerod, 2009).
Moreover, they may be used for monitoring and safeguarding the efficiency of
the programme (Hjortso, 2010; Carden & Egan, 2008). The availability of these
instruments per-se may not necessarily create the difference between the success or failure of an intervention (Pandi-Perumal et al., 2015). However, we are
convinced that our instruments address the stakeholders´ complexity and implementation risks. This was important as the German stroke support system is
considered to be very complex and fragmented (Figure 1). Early investment in
these analyses and development of management instruments helped our team
to familiarize themselves with the complex system (Figure 3, Table 1). Moreover, since the research team belongs to an academic institution rather than the
stroke support system itself, we profited from personal engagement with the
stakeholders and achieved acceptance for the new caregiver intervention and
gained contextual readiness within the setting. Nevertheless, the dynamic contextual changes should be considered by constantly adjusting the instruments
to the real-world during implementation, e.g. by conducting iterative analysing
loops over the entire life cycle of the project (Ward & Chapman, 2008).
Our individual `stakeholder-risk atlas´ integrates details from the stakeholder
and risk analysing process in one instrument (Table 3). It will serve as navigation assistance for the daily interaction with our stakeholders by providing individual stakeholder information, as well as specific engagement activities (Figure
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1). Instruments developed from the results of stakeholders´ analyses are frequently used in disciplines other than health, such as the field of development
aid (Amstrong et al., 2007; Kennon et al., 2009; Department of International
Development - DIFID, 2002). Moreover, the risk analysing process in the project
management field results in the development of risk management instruments
(PMI, 2013; Ammar et al., 2007). Our atlas may be perceived as a “lifebelt”, when
it comes to unexpected events, e.g. staff turnover, providing the potential to
reduce immediate negative impact on performance. Integrating insights from
both analyses in one comprehensive instrument emerged from the humanitarian aid experiences of the first author (TK). In the dynamic setting, humanitarian project teams are obliged to develop practical instruments, which safeguard
their context-specific knowledge and assist the stakeholder management in the
intricate multi-stakeholder settings, in order to accomplish the projects´ objective (Loquericio et al., 2006).
Our project implementation strategy includes four domains: communication,
transparency, network building and professionalism, and we set a focus on different communication activities, such as feedback loops or activities securing
the communication flow (Table 4). Implementation strategies facilitate communication, knowledge transfer and the management of poor project performance (Proctor et al., 2013). Their complexity can vary, however, in complex
interventions (Proctor et al., 2013), and stakeholders’ communication needs
must be met (Pandi-Perumal et al., 2014), as poor communication affects the
relationship between the stakeholders and the project team and disturbs the
implementation (Carden & Egan, 2008). Therefore, communication plays a critical role in the projects´ acceptability (Caron, 2014). Furthermore, activities
promoting transparency, namely networking building and a transparent working
approach are included, and are both considered to be successful procedures in
project management and implementation sciences (Hjortso, 2018; Damschroder
et al, 2009).
The implementation of a complex intervention in the real world is considered
as a critical milestone, benefiting from efforts made in the development phase
(Campbell et al., 2007; van Dele et al., 2012; Forster et al., 2011). As of yet only a
few publications on complex interventions in health care have reported on their
development phase (Datta & Petticrew, 2013; Corry et al., 2013), and the reported examples often lack essential information (Möhler et al., 2012; Sheppered
et al., 2009). A review by Brainhard and Hunter (2016) cited only three articles
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dealing with use of analysis methods to explore implementation barriers. We
advocate early investment in exploring the complexity of the stakeholder landscape and potential implementation risks of a complex public health intervention, as this influences its implementation (Möhler et al., 2912; Hawe, 2015).
Moreover, as Caron has suggested (2014), comprehensive analyses are essential
for the development of instruments, navigating the stakeholder management
and engagement during implementation.
Our stakeholder- and risk analyses and instrument development process was
conducted in the development phase of the project, yielding a comprehensive
knowledge base. Early stakeholder exploration is considered to have the highest potential to prevent misinterpretations regarding a projects´ scope and
stakeholders´ role, expectations, power and interest (Jepsen & Eskerod, 2009;
Mustaro & Rossi, 2013). Moreover, assessing potential barriers prior to implementation is recommended (Campbell et al., 2007), as this process helps to
develop context-tailored strategies to prevent or diminish these barriers (Zabaleta-del-Olmo, 2015). The MRC guidelines for complex interventions also advocates stakeholder involvement, but only later in the project life cycle [7]. We
have provided a practical example on how to explore the stakeholder landscape
in an early stage by identifying, classifying and assessing their stakeholders. The
WHO prioritizes the stakeholders´ identification and convening in their systems
thinking guideline (WHO, 2019). Unfortunately, both guidelines do not clearly
explain the stakeholder identification process. Moreover, we believe that a stakeholder identification should be the first activity in a comprehensive analysis.
Applying project management tools
We used tools from the project management domain as a starting point to explore the complexity of the stroke rehabilitation support system (Figure 1). These
tools provide a clear sequential phased approach and help initiate change due
to their visualizing and participative characteristics (Carden & Egan, 2008), and
we believe that complex interventions´ project teams will profit from improving
their project management skills (Jepsen & Eskerod, 2009).
Our stakeholders evolved as an essential source of information, providing new
insights and critical considerations on the current practice of the support system. We agree with Walker et al. (Walker et al., 2008) that, particularly in complex interventions, stakeholders should not be perceived as an `amorphous
entity´. Stakeholders have different interests, expectations, knowledge and
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power to engage in or jeopardize the implementation process through potential resistance (Pandi-Perumal et al., 2015; Eskerod et al., 2016). Therefore, a
sound exploration of the stakeholders is imperative for the success of a projects
(Caron, 2014). By identifying all potential stakeholders at an early stage, we
gained an orientation on `who really needs to be engaged´, as has been advocated by Burgha and Varvasovszky (2000). In literature, stakeholders are often
assigned to a primary, secondary or tertiary role (PMI, 2013). After exploring
each stakeholders´ contribution, we assigned our stakeholders to one of the
four roles, (Table 1) which were necessary for assessing their power and interest
(Ackermann & Eden, 2011). This activity (Figure 4) was useful in predicting the
influence of a stakeholder during implementation, and to outline general stakeholder engagement strategies (Jeffery, 2009).
In the risk analyses we were able to apply a participative working approach, as
recommended by Jeffery (2009). Our stakeholders were involved in identifying
possible project implementation risks and in their further assessment. Three
context-specific risk domains were identified: performance, schedule, and cost
and their likelihood was assessed (PMI, 2013). Through this process it became
obvious that `performance´ requires the most attention during implementation. Consequently, `performance´ indicated the starting point for developing
our management instruments (Tables 3 and 4). We explicitly included multiple
perspectives of different stakeholders, as has been suggested by different scientists and practitioners (Caron, 2014; Walker et al., 2008; Jeffery, 2009). We are
convinced that had we not involved our stakeholders in this process, we would
have missed critical information, e.g. perceived project-related risks (Table 2).
Methodological considerations
In general, stakeholder and risk analyses can be conducted top-down and bottom-up, and both approaches have advantages and disadvantages in terms of
time, resources and outcome (Greenhalgh et al. 2016). We decided to combine
these two different approaches of knowledge production, and incorporated the
different views, opinions and experiences of experts and stakeholders, as advocated by Khadka & Vacik (2012). This process aided in sharpening and completing the teams´ perception of the intricate landscape, as well as possible implementation risks. Moreover, it enabled the team to develop context-specific
implementation management instruments.
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Top-down stakeholder analyses are common and feasible in the development
phase of a programme (Hjortso, 2010). We applied this approach as a starting
point, and it allowed us to achieve a quick and clear orientation within the intricate multi-stakeholder setting. However, while this approach was helpful in
finalizing the instruments, it also implies some limitations. For instance, it represents the perceptions of the team, whereas those of the stakeholders remained unseen (Burgha & Varvasovszky, 2000; Schiller et al., 2013). Furthermore,
an expert-led understanding can result in `quick-fix´ solutions or strategies,
which may not sufficiently consider the contextual complexity and uncertainty
of the different stakeholders (Khadka & Vacik, 2012).
We applied a bottom-up approach when analysing the implementation risks and
developing the management strategy, which could be perceived as time consuming (Wallerstein & Duran, 2010). However, the co-creation of knowledge was
an eye-opening experience for all parties involved, as predicted by Greenhalgh
et al. (2016). Being linked with our stakeholders resulted in a process of bi-directional learning, capacity building, and encouragement, which may lead to
increasing their sense of project ownership. We are persuaded that applying the
participative approach during implementation is the right way to lead us from
pure stakeholder management towards a holistic engagement (Abrahams et al.
2015), which is considered as essential for complex interventions (Caron, 2014;
Moore & Evans, 2017).

Conclusion
Complex interventions will benefit from early and comprehensive stakeholder
and risk analyses. Insightful stakeholder knowledge and their early involvement
enables the team to develop context-tailored implementation management instruments. These instruments will support the team during implementation and
may positively impact on the outcome of the intervention. Knowledge can be generated by combining top-down and bottom-up working approaches. Moreover,
the base for stakeholder engagement, which is imperative for the implementation phase, will be initiated through early stakeholder involvement.
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University
Hospital
Aachen

Stakeholder
name

2) Mrs. Miller,
Tel., Email)

1) Stroke Unit,
Case management

(focus person)

2) Contact

1) Affiliation

Player

Role

Active participation, Context-specific
knowledge,
Campaigning

Contribution

• Reduce re-hospitalization rate

• Trusted partner

• Facilitate caregivers support

• Intervention may
lead to an increased
work load without
professional benefit

• Possibly perceive
themselves to be in
role conflicts, triggered by the setting
and their own terms
of references

• May recognize the
programme as direct
concurrence to their
own work

• Participate in
dissemination
process
• Detect and support most vulnerable cases

• Possible lack of
direct profit from
caregivers support
due to short period
of hospitalization

Perceived risks

• Participate in
scientific research,
concept development, contextual
discussions

Expectations

• Guarantee professional
approach

• Guarantee programmes´
team accessibility

• Invest in network building
activities

• Stimulate feedback loops

• Limit supplementary work
through the programme
to 20 min/per week using
pragmatic instruments

• Install a weekly personal
jour fixe meeting with the
staff

• Proactive engagement in
implementation process

• Install lines of communication and clarify programmes goals

• Establish a trustful professional atmosphere

activities

Specific engagement
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Annex 1: Example on the acute health care providers of the `stakeholder-risk atlas´
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CHAPTER 4
Optimising a complex caregiver support
programme in practice: a participatory
action research study

Krieger T, Floren M, Feron F, Dorant E (2017) Optimising a complex caregiver support programme in practice: a participatory action
research study. Educational Action Research (accepted for publication).
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Abstract
Complex public health interventions may suffer from “teething problems” when
implementing in practice without appreciation of the importance of the system.
Fitting a concept into practice, through early engagement with its stakeholders, may enhance its chance of success. Optimisation via participatory action
research may help improve the concept.
We describe the conceptual optimisation process of the Caregivers´ Guide - a
German primary prevention programme for stroke caregivers.
The optimisation process comprised three steps: (1) verifying and fitting the
preliminary conceptual building blocks, (2) detecting, developing, verifying
and fitting new blocks, and (3) prioritizing all blocks. Participatory action research, including iterative cycles composed of 4 phases: observe, reflect, plan
and act, was applied. A multi-methodological design was chosen.
Optimisation resulted in the Caregivers´ Guide matured concept, containing
eight conceptual building blocks. The five preliminary building blocks: `Content´, `Human resources´, `Personalised approach´, `Timing´, and `Setting´,
were prioritised to be the core blocks, providing the base for individual caregiver support. The three new building blocks: `Network building´, `Communication´, and `Social safety-net´ were selected to serve as facilitating blocks, safeguarding the programme within the complex everyday working environment.
Our complex intervention benefited from investing in optimisation by applying
participatory action research. It helped us detect conceptual weaknesses, improve its feasibility and fit the concept to the needs in practice before implementing full-scale. Stakeholders´ participation was crucial during the optimisation
process, and their early engagement enhanced the interventions´ acceptance in
practice. Optimisation may improve the interventions´ effectiveness.

Introduction
Family caregivers play a key role in the day-to-day care of stroke survivors (Bakas et al., 2014) as they are the primary support system after discharge (Grant et
al, 2014; Wetzstein et al., 2015. Family caregivers are relatives, partners, friends
or neighbours, who provide voluntary physical, practical, and emotional care
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and/or support to a person with a chronic disability (adapted from Family Caregiver Alliance, 2006, p.5; Candy et al., 2011).
The abrupt onset of complex demands immediately after stroke differentiates
stroke caregivers from other caregiver groups (Redfern et al., 2006; Bulley et al.,
2009), where many caregivers feel uncertain and unprepared for their new role
(Foster et al., 2013). Particularly in the beginning, stroke caregivers feel challenged due to individual deficits, e.g. lack of knowledge and skills; interpersonal concerns such as changes in their relationship with the stroke survivor, and
role changing in the family (Grant et al., 2014). In a later stage, organisational
issues such as identifying suitable support offers, financial stress and social isolation are recognized as additional caregiver burden (Adelman et al., 2014). Unmet caregiver support needs may negatively impact their health and social being
(Adelman et al., 2014; Greenwood et al., 2010) Thus, comprehensive caregiver
support programmes are required.
Stroke caregivers need informational, emotional, psychological and peer support (Wilz et al., 2007), as well as accompaniment and transition coaching (Egan
et al., 2010), and these needs change throughout the care trajectory (Foster
et al., 2013; Cameron et al., 2012; Plank et al., 2012). Personalized long-term
interventions with a set of flexible components are identified as most promising
(Cameron et al., 2012). Multicomponent interventions, including informational
and psychosocial support, investing in caregiver skill training, stress-coping
strategies, caregiver counselling and problem-solving are reported to be helpful
(Grant et al., 2014; Plank et al., 2012; Cheng et al., 2014).
Intervention optimisation
Interventions which are strongly context-dependent are recognised by the UK
Medical Research Council – MRC- as `complex interventions´ (Redfern et al.,
2006). Their complexity lies in the number of interacting multifaceted components, organisational levels, stakeholders and outcomes (Craig et al., 2008).
The development of this interventions should be perceived as an iterative process (Craig et al., 2008).
Successful implementation of public health complex interventions in practice is
challenging (Sermeus, 2015), where many interventions fail due to insufficient
investment in their development (Bleijenberg et al., 2018). Therefore, before
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full-scale implementation, investing in an optimisation phase is recommended
(Craig et al., 2008). Optimisation aims to improve the interventions´ effectiveness and can increase its acceptability and feasibility (Sermeus, 2015). Optimisation is a process, which may include verifying the intervention components
and/or drafted interventions (Levati et al., 2016), completing and fitting the
components to the practice, and prioritising the components according to the
objectives of the intervention (Bleijenberg et al., 2018). Different RCT modelling
tools: e.g. “Normalisation Process Model” and “Process Modelling in Implementation Research”, are some of the tools applied in complex health interventions
(Sermeus, 2015).
Involving the programmes´ stakeholders in the optimisation may be helpful
(Bleijenberg et al., 2018), whereas participatory action research - PAR -, requiring stakeholder engagement and participation (Caron, 2014; MacDonald,
2012), might be the right optimisation tool for non-experimental studies, especially for complex and multilevel interventions (Oen & Stromark, 2013).
PAR is a systematic, collaborative and empowering qualitative methodology
(MacDonald, 2012), which works iteratively with feedback loops provided by the
participants (Meyer, 2000). In the self-reflective inquiry process, researchers
engage with service providers or end-users in order to generate new knowledge
that triggers change in practice Meyer, 2000; Baum, 2006).
Cornwall´s participation model (Cornwall, 1996), distinguishing six participation modes, is frequently used when conducting PAR in health related studies
(Truman & Raine, 2001), and was adapted to the needs of our study (table 1).
In the last decades many large-scale non-pharmacological intervention trials
have been conducted, however none of them reported on a conceptual optimisation process. For instance, TRACS in UK or ATTEND in India, which have not
shown the expected effectiveness. Both programmes did not follow the definition of complex interventions (Craig et al., 2008). In a process evaluation of the
TRACS programme, contextual factors including service improvement pressures
and staff perceptions (e.g. acceptability) were negatively impacting the implementation (Clarke et al., 2014). Winstein (2018) suggest that the collaboration
between patient, professional and caregiver could not be achieved, which may
be the reason behind ATTENDs´ failure. Cameron and colleagues (2012) based
their „Timing it Right Framework“ on exploring the needs of the providers and
end-users in a qualitative study before implementation. However, it was not reported whether there was an optimisation phase following the published study
(Cameron et al., 2012).
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The Caregivers‘ Guide: a new stroke caregiver support programme
In Germany, the current patient-centred stroke rehabilitation process is fragmented, and characterised by multiple transition points and diverse bureaucratic, informational and logistical bottlenecks (Schuler & Oster, 2004). This situation poses several challenges for the support system, the patient, and the
caregiver (Schuler & Oster, 2004).
A new primary prevention programme, the Caregivers´ Guide, was recently developed in Aachen, by the Institute for Health Research and Social Psychiatry
(igsp) - Catholic University of Applied Sciences North Rhine-Westphalia, Germany. This new programme aims to maintain the quality of life and reduce stroke
caregivers´ burdens by offering professional support parallel to the current rehabilitation trajectory. Caregivers are approached via outreach counselling as
early as possible during the patients´ acute phase in the hospital. Furthermore, support is offered by a specially trained counsellor until a stable home care
situation is achieved. Psychosocial support and personalised information are
the main ingredients of this intervention (Krieger et al., 2016). The Caregivers’
Table 1: Participation, stakeholder involvement and research
Participation
Mode
1. Co-option

Character of stakeholder involvement

Token; representatives are chosen, but no real action

Relationship
(researcher
and
stakeholder)
On

2. Compliance

Tasks are assigned, with incentives; researchers decide
agenda and direct the process

For

3. Consultation

Stakeholders´ opinions are asked, researchers analyse
and decide on a course of action

For/with

4. Cooperation

Stakeholders work together with researchers to
determine priorities; responsibility remains with
researchers for directing the process

With

5. Co-learning

Stakeholders and researchers share their knowledge to
create new understanding, and work together to from
action plans with researcher facilitation

With/ by

6. Collective
action

Stakeholders set their own agenda and mobilise to carry
it out, in the absence of outside researchers or facilitators

By

Source: Adapted from Cornwall (1996, p. 96).

Source: Adapted from Cornwall (1996, p. 96).
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Guide support programme fits the definitions of complex interventions (Craig et
al., 2008). It is strongly context-dependent and therefore, the ultimate intervention concept should fit the requirements of the three main actors: (1) stroke caregivers, being the end-users; (2) professionals, currently working in the
stroke support system, and (3) Caregivers´ Guide counsellor as the intervention
provider.
The Caregivers´ Guide project life cycle comprises three phases: development,
implementation and evaluation (PMI, 2013). The programmes´ development
phase was split in two parts.
First, the preliminary concept was developed using a top-down method. Three
data sources were used: explorative interviews with experienced caregivers
(end-user), semi-structured interviews with professionals (support system providers), and field observations in the acute, rehabilitation and home care settings. Data collection was performed by the principle investigator (first author)
to gain insight of the current practice and needs. This process resulted in five
preliminary Conceptual Building Blocks (CBB): `Content´, `Approach´, `Timing´, `Setting´ and `Human resources´ (Krieger et al., 2016).
Second, systematic stakeholder- and risk analyses were conducted by combining top-down and bottom-up approaches. We started identifying, classifying
and assessing the programmes´ stakeholders, e.g. stroke caregivers and professionals with a top-down approach. Next, while identifying and assessing possible implementation risks, a bottom-up approach was applied to engage with the
professional stakeholders. This process resulted in the development of two implementation management instruments: (1) a general implementation strategy,
useful to support implementation on a programme level, and (2) an individualised `stakeholder-risk atlas´, assisting the Caregivers´ Guide counsellor in their
day-to-day interaction with the stakeholders (Krieger et al., 2018).
This article reports on the optimisation of the Caregivers´ Guide using PAR in the
practice. Our study aims to verify the completeness of our preliminary concept
(Sermeus, 2015) as well as to understand the importance of the different components for the individual and system level during implementation in practice.

Methods
We applied an in-vivo optimisation strategy (Palmer et al., 2013) to systematically improve the Caregivers´ Guide preliminary concept in practice.
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Study design
We used a multi-methodological study design: interviews and focus groups, and
merged two work approaches: top-down and bottom up.
Participants
Three type of participants contributed in the optimisation process: stroke caregivers, professionals from the current support system, and the Caregivers´
Guide counsellor.
Type 1 – stroke caregivers
The first twenty experienced stroke caregivers, being the programme´s endusers, who completed a whole counselling process with the Caregivers´ Guide
were interviewed. The professional counsellor (author 2) offered long-term
counselling, on average 6 months, to stroke caregivers. Counselling started directly after the stroke occurred, and caregivers where supported throughout all
phases of the patients´ trajectory. Counselling could be terminated by the caregiver himself, approximately 4 weeks after transferal at home, when the desired
caregiving routine was achieved.
In total, 15 female and 5 male caregivers, comprising 12 partners, 6 adult children, and one sister and one grandchild, contributed their personal experience
with the new intervention (table 1, participation mode 3). The average age of
the participants was 48 years (SD 29-75).
Type 2 – Professionals
Sixteen professionals, working in the patient-centred stroke support system,
contributed as interviewees and co-researchers (table 1, participation mode
3-5) to improve the new intervention concept in practice. They represented the
acute, rehabilitation, home care, and external support in the Aachen region (table 2).
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Professionals were iteratively interviewed on every encounter by the first or second author during the observation phase. They were asked to critically reflect
on their experiences with the new intervention. Their feedback was used to verify the CBBs and to detect the strengths and needs for improvements by considering their internal system knowledge (table 1, participation mode 3).
During PAR´s reflection and planning phase, professionals provided their input
as co-researchers in focus groups, which were conducted during four reflection
sessions in the inter-sectoral working group (IWG) as well as in three project
advancement meetings (PAM). Hereby, a co-learning atmosphere was achieved,
fostering mutual understanding for the needs of the system, the caregiver and
the intervention provider (table 1, participation mode 4 & 5). This was considered to be an important step for improving the acceptability and feasibility of the
intervention.
Table 2: Professionals participating in the participatory action research
Support
system
Acute
Care

Setting & place

Department

University Hospital,
Aachen

Stroke unit, Neurology

Rhein-Maas clinic,
Würselen

Stroke unit, Neurology

Home
Care

Inpatient Rehabilitation
Hospital, Bad Berleburg
Ambulant Rehabilitation
Clinic, Aachen
Home Care Service,
Aachen

Patient & caregiver support
services
Training and supervision unit
Psychological support
Home Care Service
Home Care Service

Management team / Nurse

External
care

Ambulant Intensive
Home Care Service,
Würselen
Communal Social
Services, Aachen

Home adaption counselling
services
Care support and counselling
services
Medical supply

Social worker

Rehabilit
ation
Care

Medical Health
Equipment provider,
Aachen
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Neurosurgery

Position & professional
background
Case manager 1 / nurse
Case manager 2 / nurse
Head of department / MD
Case manager / nurse /
social worker
Social worker 1
Social worker 2
Senior consultant / Medical
Doctor
Case manager / nurse
Nurse / supervisor
Psychologist
CEO / Nurse
Head nurse / Nurse

Nurse
Case manager / nurse
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Type 3 – The Caregivers´ Guide counsellor
The Caregivers´ Guide counsellor (second author) is a clinical social worker.
She possessed four roles during optimisation: intervention provider (actor),
interviewee, co-researcher and researcher. She offered the professional caregiver support during optimisation. In the PAR´s observation phase, she reflected
on her personal working experiences after concluding each case during the explorative interviews with the scientific researcher (first author). Moreover, she
contributed with conducting parts of the professional interviews. During PAR´s
reflection and planning phases she participated as co-researcher. Finally, she
implemented the new improvements in the acting phase.
Role of the professional researcher
The scientific researcher (first author), with a background in nursing and public
health, was assigned to be the facilitator, responsible for planning, leading, and
directing the optimisation process. During observation phase, she conducted
the interviews with the experienced caregivers´ and professionals and took the
lead in analysing the qualitative data. During reflecting and planning phases,
she facilitated the focus groups. She was not involved in the acting phase.
Optimisation process using PAR
Optimisation was guided by a four-phase PAR cycles: observe, reflect, plan, and
act (O´Leary, 2004). Cycles were concluded iteratively until all participants verified each CBB as perfectly fitting for the requirements in practice.
Phase 1 - observe -, implied top-down qualitative research. An individual perception concerning the intervention was gained from interviews with the stroke caregivers, professionals and counsellor. Data were studied using qualitative
content analyses with an inductive theoretical stand, resulting in themes and
subthemes (Graneheim & Lundman, 2004). Qualitative strategies were applied
to ensure trustworthiness of the results, e.g. method-, researcher- and data
triangulation as well as member checking (Meyer, 2000; Friesen-Stroms et al.,
2014).
In phase 2 - reflect-, and phase 3 - plan-, we gained a collective perspective.
Therefore, the research team engaged with the professional stakeholders in a
co-creative manner. We used focus groups to critically reflect on the findings of
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observation phase: themes and subthemes, and planned new actions.
In phase 4 - act - new actions were implemented top-down by the Caregivers´
Guide counsellor when starting a new counselling case.
The Caregivers´ Guide preliminary concept consisted five CBBs, each included
components, which characterised the CBB in detail (figure 1 - left side). Our
optimisation process involved three steps: (1) verifying and fitting the preliminary concept, (2) detecting, developing, verifying and fitting new CBBs, and (3)
prioritising the CBBs (figure 1 - centre).
Step 1
Each preliminary CBB (figure 1, left side) was verified and critically reflected by
the professional stakeholders and the research team concerning its feasibility
in practice. When a need for adaption arose, new actions were planned and individual and collective ideas for improvements were integrated. Therefore new
themes and subthemes, possibly leading to new CBBs or components, were incorporated in the new PAR cycles. Finally, when their feasibility was confirmed,
improvements were introduced into the mature concept.
Step 2
New CBBs, each with their components, were detected, developed, verified and
fitted by the research team and the professionals into practice. As a result of the
qualitative content analyses in the observation steps, new themes with subthemes were detected. In order to develop new CBBs, we translated our findings

Figure 1: Optimising the Caregivers´ Guide preliminary concept via participatory action
research.
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into practice by introducing them into the new PAR cycles. An iterative PAR process continued with verifying and fitting the new CBB. The new CBBs were then
included in the concept.
Step 3
All CBBs were prioritised according to their relevance to achieving the intervention`s goal, resulting in the mature concept (figure 1, right side). They were
divided into core and facilitating blocks. We defined a `core CBB´ as being compulsory for the individual caregiver counselling activity, whereas a `facilitating
CBB´ enables and safeguards the counsellors´ work within the system, and sustains the intervention in practice.
Ethics
All participants, being the stroke caregivers, professionals, and the counsellor,
received information about the study beforehand and provided consent for their
participation. The COREQ research reporting guidelines were followed.

Results
In the following part, the outcomes of our optimisation are described per PAR
cycle as well as per optimisation step. The optimisation process took started in
June 2013 and lasted for 20 months.
Step 1
Our preliminary concept contained five CBBs (figure 1 – left side). While trying-out the programme in practice and at the same time applying PAR, all five
CBBs were verified (annex 1). Moreover, needs for improvements were observed.
As a result only four CBBs were fitted to the practice: `Content, `Personal Approach´, `Timing´, and `Setting´, whereas `Human resources´ needed further
development (table 3).
The preliminary CBB `Content´ contained `psychosocial advices´ and `personalised information´. After its verification, only some fitting was needed resulting in adding three practical elements to the mature concept: extending the
first counselling session with a personalised needs assessment, providing a first
aid check list, and using an information tool box.
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“However, the amount of grieving
around me was sometimes nearly
over-whelming. I felt that I need a
professional supervision.” [i, C]
“You need many social skills, such as
perspective adaption, active listening,
reflection, relationship building and
conflict solving skills to support the
caregivers.” [i, C]
Excellent internal and external
communication is essential for this
programme. [c, IWG & PAM]
A counsellor must be able to build
relations not only with the CG but
also with the professionals. [c, IWG]

“A process of constant learning is
required as the support system, laws
and regulations continue to change.”
[i, C]
“You need to be a strong and tough
person to do this job.” [i, C]

“Directly after stroke some CG are
not able to take decisions, appearing
like frozen. In this case I need to help
them make their decisions.” [i, C]

Example quotes

Observe

Social skills were
verified as crucial for
the counselling
process.

NEW component
emerged

Besides being a strong
personality, the wellbeing of the counsellor
must be maintained.

Building up a
relationship based on
trust and adequate
counselling time were
verified as key success
factors.
NEW component
emerged

Reflect

Social skills

Professional
supervision

Personality
traits

Continuous
capacity
building

CBB with
components
`HUMAN
RESOURCES´
Professional
support

Matured
Concept

(see table 4)

`NETWORK BUILDING´ emerged as NEW Conceptual Building Block

(see table 4)

`COMMUNICATION´ emerged as NEW Conceptual Building Block

Apply social skills in a
personalized manner.

Reflect of difficulties on a
regular base within the
team.
Participate in professional
supervision.

Reflect difficulties in the
daily work with the
research team.
Enable professional
supervision.
Plan to use social skills
in a personalized manner.

Use techniques to reduce
emotional pressure.

Invest in constant capacity
building activities.

Use techniques and
methods to give the CG
the ability to act.

Act

Plan actions to maintain
the work life balance.

Search for suitable
capacity building
opportunities

Be prepared for those
situations and have
techniques and methods
to support the CGs.

Plan

Iterative Participatory Action Research Cycle with 4 Phases

Abbreviations: CBB - Conceptual Building Blocks, i – individual perspective, c – collective perspective, CG – family caregiver, C – clinical social worker (Caregivers´ Guide
counsellor), P – professional, IWG – inter-sectoral working group, PAM – project advancement meeting
* bold letters indicate changes in the description of a CBB

Social skills

Personality
traits

CBB with
components
`HUMAN
RESOURCES´
Professional
support

Preliminary
Concept

Optimisation process: step 1

The stepwise development of a comprehensive family caregiver support programme.
Table 3: Verifying and fitting the preliminary Conceptual Building Block `Human
resources´ using PAR

Chapter 4

Before optimisation `Personal approach´ included four components: participation, outreach counselling, face-to-face communication, and focal person
system (annex 1 - left side), all were verified as important. However, outreach
counselling, face-to-face communication and participation had to be fitted to
the practice (annex 1 - right side).
Outreach counselling was refined by adding the word `flexible´, to accommodate differences in professional viewpoints and working attitude between the two
acute hospitals.
The component `face-to-face´ was broaden to `direct communication´. Both
co-researchers and the research team were convinced that face-to-face communication is the best counselling approach. However, they decided that telephone support should be offered when a face-to-face session is not possible.
Caregivers´ have shown limited personal manageability directly post-stroke,
which lead to adjusting the component `participation´ into `active engagement´.
`Timing´ contained `long-term support through all phases´, this needed to be
specified to fit to the practice. Co-researchers and the counsellor indicated that
caregivers need flexible long-term support, as the stroke rehabilitation trajectory differs from one case to the other. Professionals recommended that support
should not be provided prior to the fifth day post-stroke. The first counselling
session, requiring approximately 90-120 minutes, was perceived as the “most
important” by both the counsellor and stroke caregivers, whereas the following
sessions could be completed in 60 minutes.
Caregivers welcomed having the opportunity to decide when to end their personalized counselling process. However, it was verified that an average of seven-month counselling was needed in practice.
Before optimisation, `Setting´ included the component `flexibility´, which
meant offering caregiver support in a place of the caregivers’ convenience. This
component appeared to be “too general” for the professionals and the counsellor, and was improved to `flexible place of counselling´.
The preliminary CBB `Human resources´ described the Caregivers´ Guide counsellors’ requirements and included: `professional support´, `social skills´, and
`personality traits´, which were verified to be crucial. However, from critical
observation and reflection, important new insights emerged (table 3). Two additional components: `continuous capacity building´ and `ongoing supervision´, were detected, verified and fitted into the mature concept.
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Table 4: Detecting, developing, verifying and fitting the Caregivers´ Guide new
conceptual building blocks using PAR
PARTICIPATORY ACTION RESEARCH MERGED WITH QUALITATIVE RESEARCH

Example quotes

External
• Visibility

“Excellent communication and a transparent working approach is most
important for us.” [i, professional, rehabilitation phase, case manager]

• Transparency

The programme should be more promoted. [c, IWG]

• Marketing

“First I was checking on the internet who is behind this project!” [i, CG
13]

• Credibility

“If I have a problem, I need the chance to access my counsellor.” [i,
CG 39]

Internal
• Accessibility

“If caregivers needs my support they can phone me and in case I´m not
in office they must have the chance to leave a message, so that I can
track them back.” [i, C]
The counsellor should speak the language of the CG as well as that of
the health or social system. [c, IWG]

“We need to work on system development together.” [i, professional,
home care phase, nurse]
“After project presentation in the rehabilitative setting, we were invited
to join a regional interprofessional working group, called LAKIK.” [i,
C]
“After project presentation on national level, we were invited to join a
federal state informal caregiver oriented scientific working group.” [i,
C]

“It could be helpful if we can meet others who experienced the same.”
[i, CG 5]

• Adaptive communication
THEME
NETWORK BUILDING
Interprofessional

Scientific

THEME
SOCIAL SAFETY-NET
Peer group

On a long term, some CGs may profit from peer support. [c, PAM &
IWG]

“Although caregivers appreciate the intensive support system coming
to an end, they feel uncertain facing the future alone.” [i, professional,
home care phase, nurse]
Some caregivers need a security signal beyond the counselling process.
[c, IWG & PAM]
“It makes me confident to know, that I still reach my counsellor after
my counselling period.” [i, CG 37]
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Emergency assistance

Phase 2: reflect

Translation of the findings into practice

“A programme specific internet page, marketing in newspapers and
flyers, would be brilliant for us and the caregivers.” [i, professional,
acute phase, case manager]

Qualitative content analyses
(themes & subthemes)
THEME
COMMUNICATION

Investing in the internet page
was perceived as important
for CG and scientific
community.
Flyers distribution and press
releases were perceived as
important for transparency.
The implementation strategy,
focussing on communication,
may help to navigate the
communication.
Tracking system may support
the continuous counselling
process and provided a
security signal to the CGs.

Translation of the findings into practice

Phase 1: observe

PART

Individualised
communication may improve
mutual understanding and
reduced miscommunication.
Becoming a member of the
interprofessional practical
network may stimulate
participatory knowledge
generation and reflection in
practice.
Joining the scientific network
will stimulate research,
interdisciplinary exchange
and foster dissemination.

After the intensive
counselling process, offering
peer support may turn out to
be suitable as exit strategy
for some CGs.

To have the option to access
the counsellor may be
calming for most CGs.
Telephone support may be
sufficient in most occasion.

Chapter 4
Abbreviations: CBB – Conceptual Building Block, i – individual perspective, c – collective perspective,
CG – family caregiver, C – clinical social worker (Caregivers´ Guide), P – professional, IWG – inter-sectoral working
group, PAM – project advancement meeting

PARTICIPATORY ACTION RESEARCH

VE RESEARCH

ative content analyses
mes & subthemes)

Phase 2: reflect

ting

ility

ibility

ve communication

K BUILDING

essional

AFETY-NET

Translation of the findings into practice

arency

Phase 4: act

COMPONENTS

COMMUNI-

NICATION

ity

Phase 3: plan

New
CBB WITH

Investing in the internet page
was perceived as important
for CG and scientific
community.
Flyers distribution and press
releases were perceived as
important for transparency.

Plan to invest in external
communication such as
internet page, flyers, and
press releases.

Maintain the internet page with
CG relevant and scientific
information.
Distribute flyers.
Promote press releases.

The implementation strategy,
focussing on communication,
may help to navigate the
communication.
Tracking system may support
the continuous counselling
process and provided a
security signal to the CGs.

Select activities from the
implementation strategy,
to improve
communication.
Plan to install CG
tracking system.

Implement activities to foster
communication.

Individualised
communication may improve
mutual understanding and
reduced miscommunication.

Plan to adjust
professional and
personal communication
skills.

Communicate with different
stakeholders according to their
needs.

Becoming a member of the
interprofessional practical
network may stimulate
participatory knowledge
generation and reflection in
practice.
Joining the scientific network
will stimulate research,
interdisciplinary exchange
and foster dissemination.

Plan to become an active
member in the interprofessional working
group (LAKIK).

Acting as reflective and critical
member within the
interprofessional working
group (LAKIK).

Plan to become an active
member within the
scientific working group
focusing on informal
CG.

Acting as an official and active
group member.
Work on a joined federal state
proposal for informal CGs.

Explore the needs for installing
a regional stroke CG peer
group and establish the group.
Promote group to experienced
CGs.
Insert a link of the group´s
activities on the programme´s
internet page, and interlink it
with the self-help group
system.
Promote the option to further
support discharge CG.

p

After the intensive
counselling process, offering
peer support may turn out to
be suitable as exit strategy
for some CGs.

Plan to explore options
for establishing a peer
group within the
organized self-help
group system.

cy assistance

To have the option to access
the counsellor may be
calming for most CGs.

Plan to offer telephone
support to discharged
CG.

Telephone support may be
sufficient in most occasion.

Install and maintain CG
tracking system via telephone
and Email.

CATION

External

Internal

NETWORK
BUILDING
Interprofessional

Scientific

SOCIAL SAFETYNET

Peer group

Emergency
assistance

Offer telephone support to
discharged CG.

79

The stepwise development of a comprehensive family caregiver support programme.

Step 2
Further observation cycles resulted in detecting, verifying and fitting three new
CBBs (table 4). `Communication´ and `Network building´ were detected during
step 1 of the optimisation phase within the CBB `Human resources´ (table 3),
whereas `Social safety-net´ was first detected when the concept was verified in
practice.
The new CBB `Communication´ contains two components: external and internal
communication. The former involves activities necessary to augment visibility,
transparency, marketing, and credibility of the programme. The latter embraces
activities aimed at assuring counsellor accessibility to caregivers, and establishing a personalised communication within the caregiver-patient dyad. Communication was perceived by all participants as vital, since it enables, supports and
safeguards the programme on an individual, professional and societal level.
`Network building´ includes three components: professional-, interprofessional-, and scientific network. It provides the base for disseminating knowledge
and exchanging ideas. As well as safeguarding and connecting the intervention
programme with the system. The implementation of the `stakeholder-risk atlas´ (Krieger et al., 2018) was a helpful instrument in guiding the counsellor
during their day-to-day interaction with the multiple stakeholders.
`Social safety-net´ consists of two components: peer group and emergency assistance. It was perceived first by the caregivers, then by the professionals and
the research team as essential to provide caregivers with the security needed to
master their caregiving role. The possibility of establishing a stroke caregiver
peer group was explored, resulting in a group foundation. At the end of each
counselling trajectory, caregivers were encouraged to join this group.
After learning that caregivers were worried about the occurrence of a re-infarct,
we agreed that emergency assistance should be offered after the client´s discharge, f.i. via telephone counselling.
Step 3
Optimisation resulted in the mature concept, where all eight CBBs were prioritised by the professionals and the research team. `Content´, `Human resources´, `Personal Approach´, `Timing´, and `Setting´ were designated to
`Core blocks´, whereas `Communication´, `Network building´ and `Social safety-net´ were chosen to serve as facilitating blocks (figure 2).
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Discussion
Before implementing full-scale, an optimisation process was conducted in practice by applying iterative PAR cycles in order to verify the maturity of the preliminary concept. Optimisation included three steps: (1) verification and fitting
of the preliminary concept, (2) detection, development, verification and fitting
of new CBBs, and (3) prioritising the CBBs. This resulted in the mature concept,
comprising eight CBBs: five core and three facilitating.
PAR appeared to be the correct approach for optimising our concept. In four out
of the five preliminary CBBs, few alterations were made to meet the requirements
of both the system and the caregivers. The CBB `Human Resources´ had to be
adjusted by adding two new components: continuous capacity building and professional supervision. Whereas the components `Communication’ and `Network
building’ were moved from this CBB and developed into separate blocks, since their importance for the programme became increasingly apparent. `Social
safety-net´ emerged as a new CBB (table 4), resulting in establishing a stroke
caregiver peer group and offering emergency assistance for discharged clients.
Optimisation resulted in prioritising the CBBs, where the five preliminary CBBs
were considered to be core elements for the individualised caregiver support.
Furthermore, the three new CBBs were valued as `facilitating´ since they enable the counsellors´ work and safeguard the programme´s implementation within the intricate stroke support system (figure 2).

Adaptations in the components are illustrated using bold letters.
New CBBs and components are placed on a grey background and using bold letters.

Figure 2: The matured concept of the Caregivers‘ Guide
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Especially in public health, the implementation of a complex intervention in
practice is considered a `black box´ (Sermeus, 2015). Insufficiently developed
interventions, caused by conceptual weaknesses, may endanger the implementation and its effectiveness (Bleijenberg et al., 2018; Chalmers et al., 2009). However, due to the complex nature of the system, developing a mature concept
without implementation in practice is still challenging (Greenwood-Lee et al.,
2016). Our experiences during optimisation showed that developing a `stateof-art´ intervention concept in theory is not sufficient, and its feasibility and
completeness needed to be verified in practice, also suggested by Bleijenberg et
al. (2018). We benefited from in-vivo optimisation, not only by gaining real-life experiences and detecting “teething problems”, but also by improving and
completing the preliminary concept, resulting in a mature concept. It became
obvious that our preliminary concept was not considering the systems´ needs
sufficiently, which may be attributed to the fact that the Caregivers´ Guide
counsellor was not part of the current stroke support system. This resulted in her
having insufficient internal system knowledge needed to safeguard the intervention within the intricate stroke rehabilitation system.
However, investing in optimisation requires time, human resources, professional skills, and stakeholders´ commitment. Due to the evolving complexity of
our intervention, multiple iterative cycles were necessary. Twenty caregivers,
sixteen professionals and two researchers contributed, and the three optimisation steps with iterative PAR cycles were completed in a 20-months timespan.
The MRC guideline highlights the value of modelling and optimising (Craig et
al., 2008). Unfortunately, practical examples of complex interventions´ optimisation processes are rarely published (Bleijenberg et al., 2018), even though
they can add a clear value for the researchers, the professionals working in the
practice and the interventions´ end-users, e.g. stroke caregivers. Bleijenberg et
al. (2018) suggest to focus on prioritisation while modelling the intervention,
and Sermeus (2015) underlined the importance of “understanding the different
components”, however practical examples were not found in literature. This article provides a practical example of optimising a complex intervention.
Our experiences agree with those of Craig et al. (2008) in recognising the development of a complex interventions as an iterative process. The Caregivers´
Guide preliminary concept was designed in the development phase with a
top-down approach using a qualitative deign. We felt the necessity to verify
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the components in practice before full-scale implementation, which resulted
in optimising our concept early in the projects´ life-cycle. We used an in-vivo
optimisation strategy (Palmer et al., 2013), allowing us to observe conceptual
strengths and weaknesses (Levati et al., 2016) and to immediately respond to
inadequacies. Our observations indicate that in-vivo optimisation may be a suitable approach for public health interventions with non-experimental designs
(Spencer et al., 2013).
During optimisation, we gave much attention to the complex and dynamic stroke rehabilitation system, also suggested by Hoddinott et al. (2010). We applied
a holistic and systems-thinking approach (WHO, 2010; Waldman, 2007), since
a reductionist approach or silo-thinking (Quigley, 2002; Leischow et al., 2008)
may not be sufficient when dealing with complexity. Systems-thinking and holistic approaches in public health emphasise the importance of transdisciplinary
stakeholder engagement as well as relationship building between individuals
and organisations (Leischow et al., 2008).
Our stakeholders exhibited the power to hinder or facilitate the implementation
process (Caron 2014), we therefore invested in their engagement, which led to
mutual understanding and trust, as proposed by Jeffery (2009) and Pandi-Perumal et al. (2016). We were constantly engaged in intensive stakeholder dialogues, advocated as `best practice´ by Caron (2014). Moreover, we considered both
our stakeholders´ and organisations´ wants and needs (SWANS, OWANS, respectively) for the concepts´ optimisation (Jeffery, 2009). Stakeholders constantly
provided valuable feedback, which increased our perception of the dynamic and
intricate support system, also observed by Burton et al. (Burton et al. 2008).
Yet, engagement requires not only resources and skills from the researcher, but
also an open atmosphere (Jeffery, 2009). Moreover, the capability of critically
reflecting on the process is required from all participants, which may be incompatible with the rules of some organisations, societies or cultures (MacDonald,
2012; Hofstede, 2003).
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Methodological considerations
Participatory Action Research
PAR was experienced by both stakeholders and research team as interactive, encouraging, and leading to change, as suggested by Baum (2016). This methodology is increasingly used in public health and local projects (Koshy et al., 2011;
Ehde et al., 2013), it is however seldom reported in academic literature (Baum,
2016).
PAR requires participation from both stakeholders and researchers. Our professional stakeholders were actively engaged and were empowered to provide
critical feedback on the concept´s maturity (MacDonald, 2012; Meyer, 2000).
As professional researcher, we welcomed the opportunity to facilitate optimisation, allowing us to be involved as participants and learners, as suggested by
MacDonalds (2012).
We used Cornwalls´ participation model (1996) to indicate the different participation levels with our stakeholders during optimisation. Different modes of
stakeholder-involvement with the researcher generate different types of knowledge. In our study participation ranged between consulting and co-learning
(mode 3-5), depending on the stakeholder, e.g. caregiver or professional, and
PAR´s phase. A possible limitation is that the caregivers´ participation mode
was low (mode 3), since they were thought to be occupied with their new role.
PAR has several strengths, including bridging the gap between theory and
practice (Buul et al., 2014), providing the opportunity to generate new caregiver-specific, contextual and systemic knowledge in a co-creative way (Baum,
2016; Greenhalgh, 2016).
On the other hand, PAR is time- and resource-consuming (MacDonald, 2012;
Young, 2006). Moreover, this methodology requires to be sufficiently communicated within the system, and the professional superiors must be convinced
of applying PAR in a project, in order to guarantee stakeholder´s commitment.
Additionally, PAR-researchers need extended research abilities, interpersonal
skills and the courage to work outside their professional comfort zone (Meyer,
2000; Denscomber, 2005). Finally, PAR might be criticised for being a `soft´ research methodology (Young, 2006).
Methodological pluralism
During PAR, we merged top-down and bottom-up approaches. This “methodological pluralism” (Baum, 2016) helped us gain a greater understanding of the
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actual needs in practice and produced a more detailed, multi-perspective picture, as predicted by Thurmond (2001). Through the collaboration between `insiders´ - professional stakeholders - and the `outsiders´ - academic researchers(Anderson & Jones, 2000), we received critical and constructive feedback on
the concepts´ maturity.
For data collection, we applied a qualitative multi-methodological design
(Morse, 2010) using two different data collection methods: interviews and focus groups. Using more than one method enabled us to take advantage of the
strengths of both, as reported by Creswell (2009). Moreover, it augmented the
trustworthiness of our study (Philips et al., 2014).
By first analysing each dataset separately, and then integrating and the findings in the CBBs, we achieved data convergence and complementarity (Greene
et al., 1989). In order to assure rigor, we triangulated our data, which iprovided a multiperspective perception of the concept´s maturity, as advocated by
Morse (2010). Professional stakeholders were empowered to critically reflect
on different findings, also known as “member checking” (Meyer, 2000). Finally, our study achieved high democratic validity as a result of early stakeholder
engagement.

Conclusion
Our complex intervention concept benefited from the early and systematic optimisation process in practice. In-vivo optimization resulted in detecting “teething problems” in the preliminary concept, which needed to be addressed with
practical solutions, to finally result in a mature concept. Our optimisation was
guided by PAR, requiring stakeholders´ participation and engagement.
The mature Caregivers´ Guide concept contains eight CBBs: five core, focussing
on the individual caregiver counselling process; and three facilitating, safeguarding and connecting the programme with the current support system.
Methodological pluralism was compulsory to incorporate the different perceptions and counterbalance the weaknesses of each method. Using PAR and merging top-down and bottom-up approaches was suitable for translating findings
from theory into practice.
Disclosure of interest
All authors report no conflicts of interest.
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Personalized information

Psychosocial advices

DEVELOPMENT
PHASE
PRELIMINARY
CONCEPT
Conceptual Building
Blocks with
components
`CONTENT´

c: CG information needs differ due to their
affiliation, nationality, age, professional
background, access options [PAM]

Develop an
instrument for first
aid support.
Create an
information tool box
(flyer, brochures,
and self-made
materials).

Develop a priority plan
together with the CG.

Structure
counselling process.

i: CGs fear second stroke, especially in the early
home care phase. [SH]

Start the first counselling
with a personalized needs
assessment.

Provide First aid check list
for each CG in home care
phase.
Distribute context-specific
information materials
according to the needs,
depending on the
counselling content.

Address the topic `reinfarct´ proactively in the
counselling process.

Include specific
information concerning
loss and grieving in the
counselling process.

Gain specific skills
and knowledge
according to the
needs (loss and
grieving).
Develop an
instrument to assess
the specific needs.

Include the topic
`re-infarct´
proactively in the
counselling.

Conduct the first
counselling with most
flexibility (time,
participants).

(3) Act

Plan adequate time
for first counselling.

(2) Plan

i: Since my husband returned home, I often have
trouble sleeping, because I´m scared of a reinfarct. [CG]

c: Structured and early assessing CGs´ specific
needs and requirements is helpful for the client
and resource saving for the counsellor [PAM]

i: I perceived the first counselling like a black
box, requiring supreme attention from my side.
At times in the beginning, the entire family was
interested in participating in the first counselling.
[C]
i: As counsellor for stroke caregivers, I need
specific skills and knowledge concerning loss
and grieving. [C]

i: The first counselling was most important for
me. [CG]

(1) Observe

(4) Reflect

First aid check list was
perceived as a welcoming
and helpful instrument.
Information materials were
helpful when recalling the
counselling content or
informing other family
members.

A participative developed
personalized support plan
was helpful for structuring
the further personalized
support.
Proactive supply of
information provides the CGs
with safety and awareness.

Sufficient time for the first
counselling was crucial to
differentiate CG´s needs.

Proactively addressing the
topic `loss and grieve´ was
experienced as supportive.

If place and time frame were
suitable and all participants
felt safe and comfortable, this
approach was most
promising.

OPTIMISATION PROCESS: 4 STEP PARTICIPATIVE ACTION RESEARCH CYCLE

IMPLEMENTATION PHASE STEP 1: OPTIMISATION

Personalized
information

Psychosocial
advices

MATURE
CONCEPT
Conceptual
Building Blocks
with components
`CONTENT´
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Annex
Annex 1: Outcomes of the optimisation process of the preliminary concept´s
five conceptual building blocks using PAR.

i: However, the amount of grieving around me
was nearly over-whelming. I felt that I need a
professional supervision. [C]
i: You need many social skills, such as
perspective adaption, active listening, reflection,
relationship building and conflict solving skills to
support the caregivers. [C]
c: Excellent internal and external communication
is essential for this programme. [IWG & PAM]
c: A counsellor must be able to build relations
not only with the CG but also with the
professionals. [IWG]

i: Constant learning is required as the support
system, laws and regulations continue to change.
[C]
i: You need to be a strong and tough person to do
this job. [C]

I: Directly after stroke some CG are not able to
take decisions, appearing like frozen. In this case
I need to help them make their decisions. [C]

(1) Observe

Plan to use social
skills in a
personalized
manner.

Enable professional
supervision.

Be prepared for
those situations.
Have techniques and
methods to support
the CGs.
Invest in constant
capacity building
activities.
Invest in work life
balance.

(2) Plan

Build up a relationship based
on trustful and adequate
counselling time were key
success factors.

(4) Reflect

Social skills are crucial for
the counselling process.

Social skills

Professional
supervision

Personality traits

Continuous
capacity building

Professional support

MATURE
CONCEPT
Conceptual
Building Blocks
with components
`HUMAN
RESOURCES´

`COMMUNICATION´ emerged as NEW Conceptual Building Block
(see table 4)
`NETWORK BUILDING´ emerged as NEW Conceptual Building Block
(see table 4)

Apply social skills in a
personalized manner.

Reflect difficulties in the
daily work with the research
team was helpful to maintain
well-being.
Emerged as NEW component

Use techniques to reduce
emotional pressure.

Emerged as NEW component

Use techniques and
methods to give the CG the
ability to act.

(3) Act

OPTIMISATION PROCESS: 4 STEP PARTICIPATIVE ACTION RESEARCH CYCLE

IMPLEMENTATION PHASE STEP 1: OPTIMISATION

Abbreviations: i – individual perspective, c – collective perspective, CG – family caregiver, C – clinical social worker (Caregivers´ Guide), SH –
stakeholder, IWG – inter-sectoral working group, PAM – project advancement meeting
* bold letters indicate changes in the description of a CBB

Social skills

Personality traits

Professional support

DEVELOPMENT
PHASE
PRELIMINARY
CONCEPT
Conceptual Building
Blocks with
components
`HUMAN RESOURCES´
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c: Not all CG want to be involved in the decision
making process from the beginning, even some
may feel overwhelmed. [IWG]

Participation

Be flexible in
offering active
engagement.

Be flexible with the
mode of
communication.

Plan and promote
focal person
support.

i: For ethical and human resource reasons, we
have to decide who needs the specific
counselling. If we recognize a need, we will offer
the CG opportunity to participate in your
programme. [SH]
c: Context tailored support can only be only
provided if the caregiver is supported by the
same client. [PAM & IWG]

i: Face-to-face communication is very important
in the first counselling, if this is not possible, I
try to do if via phone. However, the relationship
building is not the same. [C]

Accept flexible
outreach
counselling.

(2) Plan

i: In one setting the classic outreach counselling
was not possible. Our stakeholders preselected
the difficult cases for our programme. [C]

(1) Observe

Empower CGs to
participate in the decision
making process.

Promote face-to-face
counselling in the first
meeting as first choice.

Guarantee the same
counsellor per family.

Work with two different
recruitment modes when
conducting outreach
counselling (preselected
and non-selected).

(3) Act

(4) Reflect

CG admire this approach. It
safeguards the information
flow with their personal
counsellor and emphasizes
empowerment.
Building up a sustainable
relationship based on trust is
most effective in a face-toface communication,
especially in the first
counselling.
When the acute phase passes
and CGs overcome their
emotional shock, most CGs
welcome participation.

If the counsellor is flexible
and an alliance between the
counsellor and the
stakeholders was built, this
approach was successful.

OPTIMISATION PROCESS: 4 STEP PARTICIPATIVE ACTION RESEARCH CYCLE

Face-to-face
communication

Focal person support

Outreach counselling

DEVELOPMENT
PHASE
PRELIMINARY
CONCEPT
Conceptual Building
Blocks with
components
`PERSONALIZED
APPROACH´

Active engagement

Direct
communication
(face-to-face as first
choice)

Focal person support

Flexible Outreach
counselling

MATURE
CONCEPT
Conceptual
Building Blocks
with components
`PERSONALIZED
APPROACH´
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Flexibility

`SETTING´

Long term support
throughout all phases

DEVELOPMENT
PHASE
PRELIMINARY
CONCEPT
Conceptual Building
Blocks with
components
`TIMING´

Plan follow-up session
with 60 min.

i: Due to my experience the follow-up
takes normally 60 minutes. [C]
Plan to offer all CGs in
Aachen region counselling
opportunity using different
methods.

Offer CG support
from day 5 after
stroke.

Plan first counselling from
day 5 after stroke.

i: Intensive support is needed in the
acute and home care phases, but not
before day 5 after stroke. [C]

c: Some geographic regions are very far.
It would take more than 45 min to visit
the CG. On the map, the team decided
where the face-to-face session can be.
CG living out of this scope can be
counselled face-to-face in a place of
their convenience or by phone. [PAM]

Allocate at least 7
months per family,
but remain flexible.

Plan to reduce our proxy
time from 9- 7 months.

i.: In the development phase we thought
that CG need a medium of nine months
support. Over the process it became
visible that in most cases support could
be accomplished after 7 months. [SH]

Support is offered to
all CGs in region
Aachen. Face-toface home visits are
offered within a 30minutes’ drive. CGs
living out of this
scope can be
supported in one
point of their
convenience within
this scope, or do
receive telephone
counselling.

Offer 60 min
follow-up sessions
on demand.

Match the first
counselling timely.

Remain flexible within the
counselling process.

i: CG need at least one counselling per
phase (acute, rehabilitation, home care).

Offer sufficient time
for the first counselling (90-120
min).

(3) Act

Plan sufficient time for
first counselling (90-120
min).

(2) Plan

i: The first counselling needs around 90
to 120 minutes. However, if I invest
time there the entire process goes
smoother. [C]

(1) Observe

(4) Reflect

Most CGs living within the scope like to
be visited at home.
CGs living outside the scope were
convinced to meet in one point of their
convenience within the scope
(counselling office, café, hospital).

Follow-up could be calculated with 60
min.

To start the first counselling 5 days post
stroke was helpful.

The flexible time investment in the first
counselling was much appreciated by
the CGs.
CG need at least one counselling per
phase. Most CG feel after 4-6 weeks
caregiving at home confident to be
discharged from the programme.

First counselling needs takes
approximately 2 hours.

OPTIMISATION PROCESS: 4 STEP PARTICIPATIVE ACTION RESEARCH CYCLE

IMPLEMENTATION PHASE STEP 1: OPTIMISATION

Flexible place of
counselling

`SETTING´

Flexible long-term
support parallel to
the patients´
trajectory

MATURE
CONCEPT
Conceptual
Building Blocks
with components
`TIMING´

Chapter 4
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CHAPTER 5
Evaluating a complex intervention for stroke
caregivers on individual and system level:
the Caregivers‘ Guide example

Krieger T, Feron F, Dorant E (2019) Evaluating a complex
intervention for stroke caregivers on individual and system level:
the Caregivers‘ Guide example (submitted).
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Abstract
Background. Caregivers are the backbone of the long-term support system. The
Caregivers´ Guide, a primary prevention support for stroke caregivers, was developed, optimised in three activities and implemented. Caregivers received personalized information and psychosocial support by a professional counsellor. The
programme invested in network-building and communication within the stroke
rehabilitation support system.
Purpose. In this evaluation we aim to gain a comprehensive understanding of
the interventions´ impact on individual and system level.
Methods. A multi-methodological approach was used. Two interconnected studies: (1) quant-QUAL, and (2) QUAL-QUAL, with two groups of participants were
conducted. Caregivers participated in a pre-post design with a quantitative
questionnaire and a post-intervention qualitative design with a semistructured
interview, reflecting on their individual experience with the support programme as end-user (individual level). Professionals participated ex-post with an
interview, reflecting on the impact of the intervention on the supported endusers (individual level) and on their perceived impact of the intervention on the
stroke support system (system level).
Results. Quantitative data showed that providing personalized information improved caregivers’ health literacy significantly, and offering psychosocial support improved caregivers’ psychosocial health. Qualitative data show health
literacy enhancements of knowledge, capability to act and individual empowerment, and psychosocial stabilisation of self-confidence, life balance and emotional well-being.
The professionals perceived that communication and network-building helped
optimising the system by positively influencing the daily work, institutional
support, quality of care and inter-institutional cooperation.
Conclusion. A comprehensive understanding of the interventions impact was
achieved on both levels. On the individual level caregivers´ health literacy improved and their psychosocial health stabilized, whereas on system the level the
support system was optimized by the intervention.
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Introduction
Stroke is the primary cause of disability worldwide (Thrift et al., 2014). After rehabilitation many survivors have to cope with significant physical, cognitive, and
emotional deficits (Bonita et al., 2004). In the everyday care of stroke survivors at
home family caregivers play a significant role (Bakas et al., 2014). Family caregivers are relatives, partners, friends or neighbours, who provide voluntary physical,
practical, and emotional care and/or support to a person with a chronic disability
in the home environment (adapted from Family Caregiver Alliance, 2006, p.5; Candy et al., 2011).
Stroke caregiver challenges and needs on individual and system level
Compared with other caregiving situations, such as in cases of dementia, the sudden presentation of a stroke in a family, with the abrupt onset of complex demands,
is challenging (Redfern et al., 2006; Legg et al., 2011). From the start caregivers
are challenged by managing individual, interpersonal and organisational issues
(Grant al., 2014). Moreover, they may experience emotional and social problems or
communication weaknesses with the support system (Murray et al., 2003). Especially new caregivers demonstrate low health literacy in stroke, e.g. unfamiliarity with the support system or lack of knowledge and skills to master the care at
home. Their needs are often ignored by the professionals within the system (Chen
et al., 2015; Sanders et al., 2014). Caregivers may feel thrown in their new role
without receiving training or having time to learn the necessary skills (Smith et
al., 2004). The complex demands of family caregiving may impact negatively on
the caregiver´s physical, psychological, psychosocial, social health or financial
situation (Adelman et al., 2014) and its well-being (Lutz & Young, 2010). Many
long-term stroke caregivers suffer from depression (Han & Haley, 1999) and social
isolation (Tooth et al., 2005). In addition, low educational attainment and the
lack of choice in being a caregiver are acknowledged (Adelman et al., 2014).
Family caregivers might also suffer from marginalisation by the support services,
insufficient communication with professionals from the system, lack of information provision, limited awareness of services and inadequate process involvement
during transferals (Pindus et al., 2018; Chen et al., 2015; Ng, 2009). They feel insufficiently prepared to cope with the patients´ impairment at home during the
hospital’s discharge management (Carlson et al., 2012), possibly fostering stroke
associated complications which may require rehospitalisation of the survivor (Perry & Middleton, 2011).
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Individual stroke caregivers require complex informational, emotional, psychological, psychosocial and peer support (Wilz et al., 2007; Li et al., 2017), as well
as coaching during patient´s transitions (Egan et al., 2010). Moreover, the provision of psychological first aid – PFA- seems to be essential (Gunderson et al.,
2012). On the system level, caregiver interventions may result in building-up a
professional support network, discovering new support offers and optimising
the quality of care for the stroke survivor (Visser-Meily et al., 2005).
Interventions for stroke caregivers
During the last two decades many preventive stroke caregiver interventions
were tested, and most of these interventions are complex, even though they are
not explicitly outlined as complex interventions.
In a systematic review, four types of support programmes were identified: providing specialist services, (psycho-)education, counselling, and social support
by peers (Visser-Meily et al., 2005). The authors could not confirm the efficacy
of these interventions, however counselling was reported as most beneficial for
caregivers (Visser-Meily et al., 2005).
Stroke caregiver interventions vary in content, approach, e.g. personalized or
group support; and frequency, e.g. one or multiple sessions. Caregivers´ support
time varies from short-term, e.g. two hours (Aguirrezabal et al., 2013) to longterm, e.g. 12 weeks (King et al., 2012). No long-term offer parallel to all stroke
care phase was reported. Some intervention do only provide information and
education to the caregivers (Aguirrezabal et al., 2013), however most interventions are multicomponent, including information, education and counselling
(Ostwald et al., 2013; Smith et al., 2012).
In the acute stroke phase, Foster et al. (2013) offered a structured caregiver
training programme containing 14 components, however, this intervention did
not impact on caregiver burden. During the rehabilitation phase, Aguirrezabal
et al. (2013) provided a two hour group information session to caregivers, and
participants were significantly more satisfied with the process of rehabilitation
and the transferal at home. After discharge Ostwald et al. (2013) offered a home
based personalized intervention containing information, skills training and
counselling for 6 months with 16 visits/70min per session, that was significantly improving caregivers self-reported health and coping and improved cognitive
functioning.
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Multiple instruments, e.g. Caregiver Burden Scale, SF-36, Frenchay Activity
Index, Quality of Life, are utilized to measure the impact, realigning comparison almost impossible. However, caregivers seem to benefit most from longterm support (King et al., 2012) and personalized interventions (Ostwald et al.,
2013). Bakas et al. (2014) reviewed 32 stroke family and dyad interventions.
They reported that support is predominantly provided face-to-face or by telephone and rarely via web, and the frequency differs from 1-more than 15 session.
In the majority of the interventions only the outcome on individual level was
measured, where significant changes on caregivers´ preparedness, knowledge, anxiety and depression, burden, stress and strain, quality of life, and social
function were perceived (Bakas et al. 2014). On system level only caregivers´
service use or satisfaction with the support were measured (Bakas et al. 2014).
The German stroke rehabilitation process
In Germany the current patient-centred stroke rehabilitation process is fragmented (figure 1).

ACUTE PHASE

PHASE A
medical acute
care

REHABILITATION PHASE

PHASE B
early
rehabilitation

PHASE C
further
rehabilitation

HOME CARE PHASE

PHASE D
follow-up
treatment

PHASE E
after treatment and
job-related
rehabilitation

PHASE F
activating longterm care

GERIATRIC
REHABILITATION

THE CAREGIVERS‘ GUIDE (new support programme)

Family Caregiver

Figure 1: The German stroke rehabilitation support system (adapted from BAR, 2014) and
the timing of intervention with the Caregivers‘ Guide
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It is characterised by multiple transition points and diverse bureaucratic, informational and logistical bottlenecks (Schuler & Oster, 2004), which poses challenges for the support system, the patient, and the caregiver. The current system lacks coordination, communication and navigation through the different
phases and affiliated services on individual and societal levels.
In Germany, since the year 2000 many regional stroke units have been created,
and most units implemented case management in order to support the discharge
from acute to rehabilitation care (figure 1). However, in general family caregivers are still insufficiently invited to actively participate in the transferals and
discharge process of the patient (Küttel et al., 2015). Even the good practice
project of the German Stroke Association - Schlaganfall-Lotse- , puts its attention only on the patient and not on the caregiver-patient dyad (Manteufel, 2014).
Some caregiver support is offered by health insurances, e.g. telephone counselling support (GKV, 2011) or the communal services, e.g. caregiver counselling.
Comprehensive stroke caregiver support programmes are missing (GKV, 2011).
The Caregivers´ Guide programme
The Caregivers´ Guide, a new primary prevention programme, was recently
developed and implemented by the multidisciplinary team of the Institute for
Health Research and Social Psychiatry (igsp) in the Catholic University of Applied Sciences North Rhine – Westphalia in Aachen, Germany (2012-2015). The
programmes´ objective was to provide professional needs- and process-oriented
support to stroke family caregivers (Jungbauer et al., 2014).
This multicomponent programme is a complex intervention (Craig et al., 2008).
Personalised information as well as psychosocial support were offered in order to
improve family caregivers´ health literacy and stabilize its psychosocial health.
Caregivers were approached via outreach counselling by a specially trained
counsellor, a clinical social worker, as early as possible after stroke and were
supported as long as needed.
The Caregivers´ Guide development phase was split into 2 steps: first, five preliminary Conceptual Building Blocks (CBB) were developed (Krieger et al., 2016),
and second, two implementation management instruments were based on the
input of a combined stakeholder and risk analysis (Krieger et al., 2018). Before
full-scale implementation, an in-vivo optimization process was initiated, based on principles of Participatory Action Research – PAR – (MacDonald C 2012).
This pre-implementation part resulted in a matured concept consisting of eight
CBBs. The five core blocks: `Content´, `Human resources´, `Personalized ap-
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proach´, `Timing´ and `Setting´; were essential for providing personalized
caregiver support. The three facilitating blocks: `Network building´, `Communication´, and `Social safety-net´, served as a “lifebelt” for the programme within the current support system (Krieger et al., 2018). The CBBs were appointed
as flexible and interconnected in order to address differences in individual and
system needs.
In this paper we report on the Caregivers´ Guide evaluation phase (figure 2) on
both the individual and the system levels.
On the individual level, an increase of caregivers´ health literacy and stabilization of psychosocial health is expected.
Health literacy - HL - is defined as `the cognitive and social skills which determine the motivation and ability of individuals to gain access to, understand
and use information in ways which promote and maintain good health´ (WHO,
1997). HL is a multidimensional concept (Batterham et al., 2016), which is considered as outcome in health promotion activities (Nutbeam, 2000). Stroke caregivers need HL for accessing and utilising services, interacting with health
care service providers, participating in decision making and caring for one´s
own and the health of others (Pasche-Orlow & Wolf, 2007; Nutbeam, 2008).
Increased HL may positively impact caregivers’ health and the quality of care
(Yuen et al., 2018).
Psychosocial health - PH - is complex, encompassing a state of mental, emo-

Figure 2: The Caregivers‘ Guide project life cycle with the inputs and focus on evaluation
on individual and system level
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tional, social, and spiritual well-being, and can be destabilized through a sudden event, e.g. stroke. Circumstances embracing “both psychological and social
factors” are described as psychosocial (Reber et al., 2009, p. 638), e.g. depression, stress. Psychosocial support is the provision of psychological and social resources to a person by a professional counsellor with the intention of increasing
the receiver‘s ability to cope with certain problems (Silver Cardoso & Chronister,
2009).
The Caregivers´ Guide intervention is expected to improve the current caregiver
support on the system level, which embraces all individuals and organisations
within the current stroke rehabilitation support system.
By exploring the individual and system impact in one study we aim to gain a
comprehensive understanding of the impact resulting from our intervention.

Methods
HL is a general, rather crude concept (Nutbeam, 2000) and PH is very complex.
Therefore, a multi-methodological design was chosen (Morse, 2014; Creswell et
al., 2004). Two interconnected studies were conducted, combining quantitative
and qualitative methods. The quantitative part was the starting point, providing a first indicator for change attributed to our intervention. However, we
aimed to gain a comprehensive understanding in the actual aspects of change
that are important for stroke caregivers. Consequently, a qualitative study part
was added: qualitative exploration the general HL concept for caregivers from

Figure 3: Research design of the Caregivers‘ Guide evaluation on individual and
system level
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two viewpoints, (1) caregivers´ perspective and support systems´ perspective
(figure 3).
Two groups participated: (1) the programmes end-users, namely the family caregivers (study 1); and (2) the service providers working in the stroke rehabilitation trajectory within the acute, rehabilitation and home care phase (figure 1),
namely the professional stakeholders (study 2).
In study 1, the interventions´ impact on individual level was measured and in
detail explored by combining a quantitative one-group pre-post design with a
qualitative post-intervention design (quant-QUAL design).
In study 2, the interventions impact on the individual and societal level was
explored by applying an ex-post qualitative design (figure 3).
The data collection instruments of both studies (questionnaire, interview topic list) were developed and piloted by participants from both groups regarding
their feasibility, e.g. length, textual understanding, and logical flow.
Both quantitative data (study 1) as well as qualitative data (study 1 and 2) were
collected by convenience sampling. All interviews were conducted by the first
author, who was not involved in the counselling process. The semi-structured topic list allowed a dialogical way of communicating with both participant
groups during the interview.
Quantitative data were analysed with statistical methods and qualitative data
were analysed by their content.
Study 1
Participants
Sixty-two family caregivers completed a pre- and post-intervention questionnaire, between T0 and T1 were approximately six months. Caregivers were aged
between 28-83 years (mean 56.4 years, SD=12.0), and the majority were females
(76%). They were spouses or partners (N=38), adult children or children-in-law
(N=19), parents (N=2), sisters (N=2), or a close friend (N=1). The majority of these worked either full-time or part-time (27% and 26% resp.), whereas 34% were
unemployed, and 13% were retired.
Thirty caregivers of this group participated additionally in interviews, lasting on
average 50 minutes. They were approached within one month after completing
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T1. Fifteen spouses or partners and 15 adult children participated. The spouses or partners were on average 59 years old, the majority of them were females
(73%), only 20% were employed, and they required on average 6 counselling
sessions. The adult children were on average 48 years old, 66% were female, 80%
were employed and required on average 5 counselling sessions.
Measures
First, the quantifiable impact (quant) of the intervention was assessed among
the family caregivers through a pre- and postintervention questionnaire. Caregivers self-reported once before the intervention commenced (T0), and again
immediately after (T1). The self-developed instrument contained 21-items on a
five-point Likert-type scale, from 1 as a very negative and 5 as a very positive result. The items measure two indicators: health literacy and psychosocial health
(see Annex 1).
We used Freebody & Lukes´s (1990) framework to measure caregivers´ HL: (1)
functional HL implies possessing the information to be able to function in the
day-to-day life, e.g. ability to gain health related knowledge; (2) interactive HL
refers to more advanced cognitive and literacy skills to actively participate in
daily activities and to apply new information to changing circumstances, e.g.
develop new practical skills, and (3) critical HL refers to most advanced cognitive skills which may be applied to critically analyse situations and to use these
information to have greater control over life, e.g. role adaption skills.
For measuring PH we targeted on self-confidence and life balance.
SPSS 22 (Chicago, IL) was used for analyses. The means of the five indices in T0
and T1 were calculated. The internal consistence of the indices was assessed
with Cronbach’s Alpha, which ranged between 0.84 – 0.66 (functional HL 0.84,
interactive HL 0.75, critical HL 0.66, sense of certainty 0.82, and life balance
0.78), what is a good result. The dependent T-test was used to determinate the
statistical significance and the significance level was set at p<0.05.
Second, the qualitative post-intervention design (QUAL) was applied in order to
gain a deeper understanding of the actual changes on family caregivers´ HL and
PH. Therefore, a caregivers´ subgroup was invited to participate in an additional semi-structured face-to-face interview with open-ended questions (Annex
2, topic list). They reflected retrospectively on their individual experiences with
the programme and stated their individually perceived impact.
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Study 2
Participants
Eleven professional stakeholders, affiliated with the stroke rehabilitation support system, were invited to participate in semi-structured interviews (table 1).
Measures
A qualitative ex-post analysis design (QUAL+QUAL) was used in order to reflect
on both the individual impact on the supported caregivers as well as on the system impact within the stroke support system. The first author interviewed the
professionals face-to-face or via telephone after the programmes´ intervention
phase was competed (Annex 3 topic list). The overall research question was:
How was the Caregivers´ Guide support programme perceived by the professional stakeholders regarding its impact on an individual and societal levels? On
individual level, professionals compared the caregivers receiving the interventions´ support with those not being supported by the programme, e.g. before
the programme started. On a system level, professionals reflected on their own
experience as being part of the system. The heterogeneity of the system needed
to be considered, which was possible by including multiple professions from different support domains.
Table 1: Professional stakeholder participating in the qualitative study
Support
system
domain
Acute Care

Setting & place

Department

Position & professional
background

University Hospital, Aachen

Stroke unit, Neurology
Neurosurgery

Rehabilitation
Care

Acute Hospital, Würselen
Inpatient Rehabilitation
Hospital, Bad Berleburg

Stroke unit, Neurology
Patient & caregiver
support services

Case manager
Head of department / MD
Case manager / nurse / social
worker
Social worker
Case manager / nurse

Psychological support

Psychologist

Home Care

Ambulant Rehabilitation
Clinic, Aachen
Home Care Service, Aachen

Home Care Service

Communal Social Services,
Aachen

Home adaption
counselling services
Care support and
counselling services
Medical supply

CEO / Nurse
Head nurse / Nurse
Social worker

External care

Medical Health Equipment
provider, Aachen

Nurse
Case manager / nurse
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Qualitative data analyses
The qualitative data from study 1 and 2 were analysed separately.
Data were examined top-down using qualitative content analysing. This method
is suitable for the subjective interpretation of text data content through a systematic classification process, by coding and identifying themes and subthemes
(Hseih & Shannon, 2005). Deductive and inductive content analysing approaches (Graneheim et al., 2017) were combined.
The interviews were digitally recorded and transcribed verbatim. All transcripts
were read line-by-line by the first author. The data were then analyzed by selecting and labeling themes emerging from the text.
Qualitative data reflecting on the individual level were analyzed by applying
both a deductive and inductive approach. First, qualitative data of study 1 were
initially analyzed with a deductive approach (Schreiner, 2012) using the indicators and indices of the quantifiable impact (table 2) as topics: `health literacy´
and `psychosocial health´, with corresponding subtopics. Next, we used an inductive approach for creating `subthemes´ with corresponding `themes´ from
the text material. An inductive approach was also applied when a new `subtheme´ emerged. Finally, `subthemes´ were illustrated with example quotes. The
qualitative data from study were using first the `themes´ and `subthemes´ of
study 1 (deductive), and if new findings emerged an inductive approach was
applied.
Qualitative data reflecting on the societal level (study 2) were only analysed
inductively (Krippendorff, 2013). After familiarizing with the data, an open
coding process started, resulting in an inductive topic development (Mayring,
2000). The resulting codes were sorted into the topic `stroke support system´
and its corresponding themes and subthemes, which were then illustrated by
example quotes. Data collection continued until no new themes were identified
from the different support domains.
In addition, the second author analysed the data and refined the codes and coding manual. The variation of coding were discussed between the two authors
until consensus was reached (Elo & Kyngäs, 2008). The results were then presented to the professionals in the project´s closing workshop for checking and
feedback.
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Findings were triangulated within each study (case triangulation). Triangulating methods and sources lead to a comprehensive understanding of the perceived changes on the different levels (Pattom, 2001). This finally resulted in
assessing the impact on both individual and system levels.
Ethics
Ethical approval was provided by the board of the University of Applied Sciences North Rhine Westphalia and the Ethic Committee of the University Hospital
Aachen (study 1). All participants received information about the study and
provided a written consent before data collection.
Study 2 did not fall within the scope of medical research in Germany and therefore no ethical approval was required, verbal consent was nevertheless obtained
from all participants.
The researchers had no prior relationship with the participants.

Results
The intervention´s impact was assessed on both individual and system level.
Caregivers’ perception (end-users) was collected with quantitative and qualitative instruments. Professionals´ perception (service providers) was gained only
qualitatively. The evaluation resulted in four outcomes: three outcomes on individual level, and one outcome on system level (Figure 4).

Figure 4: Evaluating the Caregivers‘ Guide outcome on individual and system level
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Outcome 1
The results of the quantitative part are presented in table 2.
As can be seen in table 2, HL improved during intervention on all 3 indexes. The
functional and interactive HL even showed high statistical significance. Both
PH indexes: self-confidence and life balance, improved. Caregivers´ self-confidence showed statistical significance, whereas on life balance only marginal
changes were perceived.
Outcome 2
The primary impact structure of findings of the quantitative part with HL and PH
(table 2) was in-depth explored in this qualitative part of study 1 (figure 4). An
overview of the results with corresponding quotes is provided in table 3.
Caregivers perceived a positive effect on their individual HL. Two subthemes
emerged: knowledge (functional HL), and capability to act (interactive HL), no
material was found corresponding to critical HL (table 2).
Due to the personalized information provision, which was provided by the Caregivers´ Guide counsellor, caregivers gained new and important knowledge. They
perceived a better understanding of the stroke and its consequences. Caregivers
felt familiarized with the fragmented stroke rehabilitation process, e.g. the German A-F Phase rehabilitation system (figure 1) and informed about the regional
stroke entire support system with its support options, e.g. communal services,
financial support (table 3).
As a consequence of understanding the disease, the rehabilitation process and
the support system, caregivers stated that their capability to act improved during the counselling process. Caregivers felt enabled to collaborate with the sysTable 2: Impact on caregivers´ health literacy and psychosocial health, a quantitative pre& post intervention study among 62 stroke caregivers supported by the Caregivers‘ Guide.
Indicator
Health literacy
Functional HL
Interactive HL
Critical HL
Psychosocial Health
Self-confidence
Life balance
SD: standard deviation
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T0
Mean (SD)

T1
Mean (SD)

T

p

3.7 (0.8)
3.3 (1.0)
3.0 (0.9)

4.2 (0.8)
3.7 (0.8)
3.2 (0.8)

-4.0
-3.7
-2.5

0.000
0.000
0.015

3.0 (0.8)
2.8 (0.9)

3.2 (0.7)
2.9 (0.9)

-2.6
-1.2

0.012
0.26
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tem for the patient´s and their own purposes, e. g. finding a suitable home care
service. They started to involve themselves actively in the rehabilitation and
discharge process and/or searched for further support option within the system. „She (counsellor) explained that we may apply for a disability card. I would
not think about this issue by myself“ [Caregiver 53]. An early preparation for
their new caregivers’ role was perceived as, e.g. attending a communal caregiver
course; personally approaching therapists in the rehabilitation clinic for handon training (table 3).
Findings indicated that providing psychosocial support stabilized caregivers’
PH. Three subthemes surfaced: self-confidence and life balance (table 2) were
further explored, and emotional well-being emerged as new subtheme (table 3).
Caregivers highlighted that counselling helped to retrieve their self-confidence.
They felt enabled to recapture their everyday life control and to take actions to
plan their “new life”, e.g. considering different future scenarios. Active listening
and the “first aid guide”, provided to each caregiver as a helpful instrument in
case of a possible re-infarct, were both perceived to reduce anxiety. Counsellor
accessibility was perceived to be crucial to feel tranquil within the intricate and
instable new situation.
Caregivers mentioned that the intervention helped them to re-balance their new
life. An awareness of overburdening due to new role was raised and practical
solutions were found together with the counsellor. Especially in the end of the
rehabilitation process, caregivers wanted to engage with peers. The programme
granted this wish by establishing a caregiver peer group. „The meetings with
other caregiver experiencing the same challenges give me so much power and
joy” [Caregiver 35].
Caregivers perceived their emotional well-being as an important factor to take
over their new role. „It was just too much. I guess if there is nobody to help, one
may easily get their head stuck in the sand” [Caregiver 35]. Directly post stroke,
the provision of psychological first aid, e.g. promoting hope, was perceived as
helpful to alleviate negative emotions. Personalized counselling helped to get
confidence to plan the future as a family. Caregivers felt supported during their
grieving process. “It is a completely different life…! How often do we sit here
and tell ourselves ` if we had our old life back…´; yes, the old life, we miss it
already” [Caregiver 5]. Caregivers felt supported in resolving conflicts caused by
having the stroke in the family.
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Table 3: Impact on caregivers‘ health literacy and psychosocial health, a qualitative
study among 30 stroke caregivers supported by the Caregiver’s Guide.
IMPACT ON INDIVIDUAL LEVEL
Topic 1: Health literacy
Subtopics*
(deductive)

Example quotes from caregivers

Subthemes
(inductive)

Themes
(inductive)

Outcome

Functional
HL

“She (the counselor) explained to me in
a way I could understand the effects
and consequences of the stroke.” [CG
6]
„She knew the process and clarified
what we could expect and how the
rehabilitation process will be“ [CG 49]

Stroke specific
knowledge gain

Knowledge

Health
literacy
enhancements

Interactive
HL

Critical HL
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„She provided me with the necessary
facts and told me who to approach
when I face a problem“ [CG 12]
„As a caregiver you have to get
involved in certain issues, you have to
be active and back-track things. The
Caregivers´ Guide counselor helped me
in this aspect.” [CG 55]
“The Caregivers Guide prepared me for
going to the communal social services
and applying for the necessary
support.” [CG 33]
“Sometimes the applications for the
health insurance contained too much
administrative language which was
difficult to understand. I asked her (the
counselor) to clarify them before
submitting the application.” [CG 3]
“She (the counselor) told me that there
is a caregiver training programme in the
rehabilitation clinic in Bad Berleburg,
and she assisted me to get admitted
there, which was just great for me.”
[CG 9]
No qualitative findings

Familiarization
with
rehabilitation
process
Support system
orientation
Proactive
process
involvement
Collaboration
with the support
system
Search for
further support

Early role
preparation

Capability
to act
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IMPACT ON INDIVIDUAL LEVEL

Topic 2: Psychosocial Health
Self“Every time she (the counsellor) was
confidence
here, she explained a lot to me and
answered all my sometimes confusing
questions. She was very patient and
overtime I gained confidence to manage
the situation at home.” [CG 22]
"In the acute phase, everybody takes
care of the patient. We as relatives with
our great fear and thoughts are not
taken in consideration. The Caregivers´
Guide counselor took time to listen to
me and my needs which reduced my
fears.” [CG 35]
"I always had the feeling, even at
midnight, that I can call her. This is not
like contacting an office with limited
opening hours, there was always
someone who can help me. That was
incredibly important.” [CG 49]
Life balance „I could not sleep well in the nights
anymore since my husband turned back
home. My head was spinning. The
Caregivers´ Guide counselor always
told me that I seriously need to take
time for myself. Finally, we involved a
home care service and I started to relax
a bit.” [CG 46]
„The meetings with other caregivers
experiencing the same challenges gives
me so much power and joy. [CG 35]
No
„In the beginning I was in a state of a
qualtitative shock. I was not able to think or to act.
findings
It was so important to get professional
help.” [CG 22]
“My counselor was actively stimulating
us to decide what do when my father
returns home. We focused on practical
circumstances and I could start to plan
an achievable future for our family.”
[CG 35]
„In counselling the most important part
was to talk about my grief and I
received professional grief processing.“
[CG 69]
„She resolved our conflicts in the
family.“ [CG 30]

Recapture of
everyday life
control

Selfconfidence

Psychosocial
health
stabilization

Anxiety
reduction

Accessibility
of support

Awareness of
overburdens

New social
contacts
(peers)
Emotional restabilisation

Life balance

Emotional
well-being

Future life
orientation

Grieving
process
support
Conflict
resolution

* topics affiliated to quantitative evaluation; CG: family caregiver
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The findings of the qualitative part suggest that the intervention was perceived
as a great benefit by the caregivers. „I did not know where my head was! I was
overwhelmed with fear and could barely think. Without the Caregivers´ Guide I
would have probably lost my head“ [Caregiver 24].
Outcome 3
The professionals perceived also a positive impact on the caregivers´ HL and PH
(figure 4, study 2). Findings were summarized in table 4.
In addition to the caregivers´ perception of the two HL themes: knowledge and
capability to act (table 3), professionals perceived additionally a positive impact
on individual empowerment.
Due to the personalized information provision by the counsellor professionals
observed that supported caregivers were better informed about the stroke and
its consequences, as information was provided to their needs, e.g. user-friendly language, use of recall questions. During the counselling process caregivers
were familiarized with the rehabilitation process, e.g. rehabilitation options,
after acute care. “Caregivers in the programme understood the different responsibilities of each player in the rehabilitation process. The roles of the different
professionals’ were clear“ [Case manager, rehabilitation care]. Supported caregivers gained a comprehensive orientation within the broader support system
and knew existing support offers, e.g. communal services.
Professionals observed that due to the valuable and structured information
provision by the counsellor, caregivers´ capability to act enhanced during the
process. Caregivers were perceived as collaborating with the support system.
“Caregivers started to understand why it is important to think about the future
situation already in the acute phase. Normally they are not ready for this and
we have our struggles with them” [Case management 2, acute phase]. During
the process professionals notified that caregivers increasingly intended to get
involved in the decision making, e.g. discharge, and were searching actively for
support. The home care services and the external support providers perceived
that caregivers prepared themselves earlier for their new role, which was attributed to the stimulation of the counsellor.
Professionals observed that supported caregivers were individually empowered,
which resulted in a better role adaptation. “Through the long-term counselling
process, caregivers were better equipped to understand and actively manage the
process” [Medical health equipment provider, home care phase]. Professionals
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also perceived an increased use of the support network, which may result in preventing overburden and social isolation. “Social isolation occurs often in family
caregiving. The Caregivers´ Guide counsellor assured with a systemic working
approach that the work is not done by only one family member” [Social worker,
acute phase].
Professionals equally perceived an impact on caregivers PH on three subthemes:
self-confidence, life balance, and emotional well-being.
Professionals observed that due to psychosocial support caregivers self-confidence was reinforced. Counselling helped to plan a realistic future and gain
control over the new life. Caregivers´ anxiety caused by the event was reduced
through having a focus person for personal conversation and support. “Caregivers had the counsellor as a frist contact person if something went wrong. They
felt they were not abandoned and therefore safe” [Nurse, home care phase]. The
accessibility of the counsellor via telephone or Email was also perceived as very
important.
Professionals observed an improved life balance. Caregivers who were supported
right from the start were more concerned of the possible risk of overburdening.
Consequently, they started to search for preventive actions, e.g. organisational
short-term care. Caregivers sustained their social contacts and appeared to be
less isolated, in addition to having new contacts through the peer group “In
the beginning it was so important that the Caregivers´ Guide counsellor was
available for personal support. Later in the process, some of the caregivers participated in the peer group and they were very content with it” [Social worker,
acute care phase].
Professionals perceived the provision of psychological first aid as key element for
the interventions´ success, whereby the counsellor provided knowledge and a
sense of security to the caregivers, which supported their emotional well-being.
“Some caregivers are emotionally frozen, unable to act or take decisions. Thanks
to the psychosocial support of the counsellor, caregivers were able to gain their
decision-making skills back” [Case manager 1, acute care]. “When being after
their shock status” (Case manager 2, acute care), caregivers started to plan their
life within their new role. Caregivers are often overwhelmed by emotional waves, therefore, the offer of professional grieving support was perceived as very
helpful. Caregivers´ emotional well-being was also stabilized through systemic
family counselling, resulting in conflict resolution.
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Table 4: Impact of the Caregivers‘ Guide intervention on caregivers´ health literacy and
psychosocial health, a qualitative study among 11 professionals working as service providers within the stroke rehabilitation system.

IMPACT ON INDIVIDUAL LEVEL
Themes*

(deductive/
inductive)

Example quote from professionals

Topic 1: Health literacy
Knowledge

Capability to
act

Individual
empowerment
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“The Caregivers´ Guide counsellor provided valuable
health-related information in a caregiver-friendly
language. They were therefore well informed.” [Head
of department, Neurosurgery, acute phase]
“Caregivers were informed about the process of
rehabilitation.” [Case manager, rehabilitation care]
“The structured information provision included issues
concerning financial infrastructural and caregiving
support. She (counsellor) explained everything and
distributed flyers which caregivers could read again.”
[Nurse, care support, communal social services]
“When a caregiver was supported by this programme,
they were more intrigued to be involved. They asked
focussed questions and wanted to be involved in the
decision making process.” [Nurse, home care phase]
“The way of working and communicating together
improved. We (families and services) were now
working not against each other, but more together in
order to find the best solutions for the patient and the
family. [Head of home care service, home care phase]
“They could contact the Caregivers´ Guide counselor
any time and took advantage of it, it provided them
with confidence. They started to be more active.”
[Medical health equipment provider, home care phase]
“Caregivers were stimulated by the counsellor to
participate in our training sessions already in the acute
phase. So they accompanied the patient during
rehabilitation and participated in this training. This was
very helpful for the patient, the caregiver and also for
us.” [Case manager, rehabilitation care]
“I had the impression that caregivers felt more
confident in their new role.” [Nurse, home care phase]
“Some of the supported caregivers were able to get
some time off in the day-care programme. Normally
caregivers are not aware that this time can be financed
by the health insurance.” [Nurse, home care phase]

Subthemes*

Outcome

Stroke specific
knowledge gain

Health
literacy
enhancements

(deductive/
inductive)

Familiarization
with rehabilitation
process
Support system
orientation

Proactive process
involvement
Collaboration
with the support
system
Search for further
support
Early role
preparation

Role adaption
Support network
use
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IMPACT ON INDIVIDUAL LEVEL
Themes*

(deductive/
inductive)

Example quote from professionals

Topic 2: Psychosocial Health
Selfconfidence

Life balance

Emotional
well-being

“As the counselling took place in their home
environment, caregiver were much more confident in
mastering the caregiving requirements.” [Case
manager, rehabilitation phase]
“They had confidence in the Caregivers´ Guide, who
offered a professional support to answer all their
questions. The initial anxiety was greatly reduced when
caregivers were engaged in the counselling process.”
[Case manager, acute care phase]
“Caregivers were aware of the possibility to contact
their professional counsellor at any time in case of
emerging issues, which was very comforting for the
caregivers.” [Head of home care services, home care
phase]
“Caregivers themselves stimulated the programme to
initiate a caregiver peer group. This was really great.”
[Psychologist, rehabilitation care]
“Overburdening is very frequent, especially for women.
I had the impression that the caregivers involved in the
programme were more aware of this problem and tried
to find individual solutions.” [Head of home care
services]
“Experiencing a stroke in the family is a traumatic
event. The Caregivers´ Guide counsellor provided
psychological first aid.” [Psychologist, rehabilitation
care]
“Due to the structured orientation process by the
counsellor, caregivers had realistic expectations.” [Case
manager, rehabilitation phase]
“There was time to grief and cry, time to live the
emotions. This was an important step for their
recovery.” [Case manager 1, acute phase]
“For some caregivers the interfamilial conflicts, even
with the patient themselves, were difficult to handle
and lead high levels of emotional stress. Here the
Caregivers´ Guide counselled the entire family and
found together suitable solutions.” [Case Manager,
rehabilitation care]

Subthemes*

Outcome

Recapture of
everyday life
control

Psychosocial
Health
stabilization

(deductive/
inductive)

Anxiety reduction

Accessibility of
support

Awareness of
overburdens
New social
contacts (peers)

Emotional restabilisation
Future life
orientation
Grieving process
support
Conflict
resolution

* Themes and subthemes from the qualitative caregiver study (deductive), bold letters indicate a new theme and subtheme
(inductive), CG: family caregiver
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Outcome 4
The impact on a system level was assessed by interviewing the professionals (figure 4, study 2), and resulted in a perceived `support system optimization´.
Four themes: (1) professionals´ everyday work, (2) institutional support, (3)
quality of patient care, and (4) interinstitutional cooperation, emerged from the
findings (table 5).
The intervention impacted positively on professionals´ daily work as it was attracting professionals´ attention to the caregivers´ needs. “We did not have
sufficient knowledge to provide a holistic caregiver support” [Case manager 2,
acute phase]. During regular meetings with the counsellor and the project team
the counsellor was also acting as a system coach, and therefore, professionals
expanded their overview of suitable support offers within the geographic region
and learned about other suitable instruments, e.g. good practice proxy of the
communal services.
Most professionals mentioned that they profited from the supported caregivers
and experienced temporally less time pressure during their interaction with the
caregiver. “As the psychosocial support and coordination was done by the caregivers´ Guide, I could concentrate on my duty” [Nurse, home care services,
home care phase]. However, the professionals in the acute care (case manager or
social workers) invested time on client recruitment. “We had to invest 15 minutes per week for preparing the recruitment list, and 20 minutes for the handover
to the Caregivers´ Guide. This was sometimes a problem in our strictly scheduled
working day” [Case manager 1, acute phase]. These professionals did not receive
a direct profit on their investment, but felt nevertheless that the intervention
was important for the caregivers.
Are the needs of the individual caregivers sufficiently addressed in the current
economized and patient-centered stroke rehabilitation system? This intervention was welcomed by all professionals as “filling an important gap” (social
services, acute clinic). “We do not provide a caregiver counselling offer in our
clinic. However, caregivers need clear and precise information to get not lost
or overburdened by the situation and someone who takes time for them from
the start, and this is what the intervention did” [Psychologist, rehabilitation
phase]. The necessary resources, e.g. time and staff, for long-term support were
provided by the intervention, which resulted in enhancing the support within
the institutions (table 5). “Many caregivers fear the situation when a patient is
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Table 5: Impact of the Caregivers‘ Guide intervention on system level, a qualitative study
among 11 professionals working as service providers in the stroke support system
IMPACT ON SYSTEM LEVEL
Example quote

“The Caregivers´ Guide coordinated and monitored all families
for a long time. She knew the system very well and helped us
orient ourselves in the dynamically changing system.” [Case
Manager 2, acute phase]
“Due to the early, professional and structured information
provided by the Caregivers´ Guide, I felt less time pressure
when receiving a new case.” [Case manager, rehabilitation
phase]
“A psychosocial support focal point was missing since we were
not trained for it, and the social services offered it only in
urgent cases. Therefore, this intervention was a strong
complement to our daily routine.” [Case manager 2, acute
phase]
“It was so helpful to have a focal person who knows the family
since the beginning. I was much better prepared when I took
over a new case.” [Medical health equipment provider, home
care phase]
“The professional, flexible, structured and needs-oriented
guidance was very much appreciated.” [Neurosurgical head of
department, acute phase]
“The caregivers were prepared mentally and infrastructural for
home caregiving. The transferal did not interfere with the
success of the rehabilitation.” [Nurse, home care services,
home care phase]
“I believe that the re-hospitalizion rate was lower as the clients
could approach the Caregivers Guide with their questions after
the acute phase.” [Case manager 1, acute phase]
“The transferal process was much different. We perceived a
better information flow about the rehabilitation process.
Consequently, patient security improved and we felt earlier and
increasingly involved.” [Nurse, home care phase]
“Caregivers were prepared for the next rehabilitation steps and
the programme reduced the transferal bottlenecks, which
resulted in an increased system confidence of both caregivers
and patients.“ [Case manager, rehabilitation phase]
“We were always in contact with each other which made us
feel as companions. Our communication was characterized by
high level of trust and transparency. [Social worker, home
adaption counselling services, communal social services]
“Through the targeted approach of stakeholders within the
network, we professionals got engaged with some cases when
needed. This network was very supportive for my daily
business.” [Social worker, home adaption counselling services,
communal social services]
“In many cases you can´t solve the problem alone. So we
worked in a team with a common goal of finding the best
solutions for both patient and caregiver.“ [Case Manager,
Rehabilitation phase]
“In complex cases during social and legal problematic
circumstances, the Caregivers´ Guide initiated the interaction
between the different actors, which was very effective.“
[Nurse, care support, communal social services]
“Without the Caregivers´ Guide, many caregivers would have
come much later to our services if any. We had the chance to
help them early enough.” [Nurse, care support, communal
social services]

Subtheme

Professionals´
development

Theme

Professionals´
daily work

Outcome

Support
system
optimization

Resource allocation

Filling the gap
(offering caregivercentred support)

Institutional
support

Providing resources
(time, staff)
Comprehensive
orientation and
information provision
Safeguarding the
rehabilitation
outcome

Quality of
patient care

Reduction of rehospitalisation rate
“personalized “
transferal
System reliance

Improved
communication
(quality and flow)

Interinstitutional
cooperation

Team & network
building

Support in the
transferal of complex
cases
Increased use of
service offers
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transferred from the rehabilitation phase to the home environment, which may
result in a rapid change of the situation to the worse. Therefore the continuous
support by the focal person until transferal to home was helpful for our work.”
[Nurse, Home care phase]. During hospitalization the Caregivers´ Guide invested in communication between all actors and providing feedback, which safeguarded the communication between the caregivers and the staff.
Professionals perceived an impact on the quality of patient care. A constant
information flow and good communication provided by the counselor helped
to prevent a loss of information or false information and helped to safeguard
the rehabilitation outcome, e.g. having the appropriate medical equipment at
home. Investing in caregivers´ knowledge and psychosocial health resulted
also in a perceived decrease of avoidable acute re-hospitalization. The “personalized” transferals and the trust of the patient-caregiver dyad in the support
system were perceived as positively impacting.
The intervention was a main driver to build up and maintain an inter-organizational professional network within the region at this time, which reduced bottlenecks during transferal. An interprofessional team building process started,
where feedback loops provided a stimulating and positive working atmosphere.
“Our communication was characterized by high level of trust and transparency.”

Figure 5: The Caregivers‘ Guide impacts and outcomes on individual and system level
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[Social worker, home adaption counselling services, communal social services]
The new network improved the flow and quality of the communications, which
was especially useful in the transferal of complex cases. “Many administrative
issues were solved by using shortcuts within the system, which was beneficial
for all” [Medical health equipment provider, home care phase]. The inter-institutional cooperation also resulted in triggering caregivers appropriate support
system use within the region.
The findings from both studies resulted in a comprehensive picture of the impact
on individual and system levels. We demonstrated that both caregivers and professionals within the system benefited from the intervention programme. The
neurosurgeon head of department (acute phase) summarized: „The structured,
practical, flexible and professional guidance of the caregivers as supplement offer to the current support system was a big advantage for us and the caregivers.“

Discussion
Concluding the results
The Caregivers´ Guide impact was evaluated on both individual and system levels. Stroke caregivers, being the programmes´ end-users, and professionals,
being the service providers within the stroke rehabilitation trajectory, participated. Our evaluation included two studies and each study contributed with
new knowledge based on their different perspectives and designs (figure 3). The
evaluation resulted in four outcomes (figure 5), three of which demonstrate the
positive impact on caregivers´ HL and PH on an individual level, whereas the
fourth outcome shows that the input of the Caregivers´ Guide initiated changes in the system that were perceived as positive. This evaluation provided a
comprehensive understanding of the complex stroke caregiver intervention´s
impact.
The results from the quantitative part of the caregiver study showed a significant increase of caregivers´ HL (functional, interactive, and critical HL) and an
increase on PH, with focus on self-confidence and life balance (table 2). These
findings were the starting point of exploring the perceived changes in HL and
PH deeper.
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The impact on HL and PH on an individual level was explored in-depth in the
qualitative part of caregivers´ study, which resulted in gaining a deeper understanding of the actual perceived changes from the end-user´s perspective (table
3). First, an enhancement on HL was observed, as caregivers perceived a knowledge gain regarding stroke and its consequences, the rehabilitation process
and the current support system. Moreover they noticed improvements on their
capability to act, such as proactive process involvement, collaboration with the
support system, search for further support, and early role preparation. Second, a
stabilisation of PH was observed. Caregivers perceived that their self-confidence
was strengthened by: recapturing their everyday life control, anxiety reduction
and accessibility of support. Additionally, having new social contacts and being
aware of the risk of overburdening due to caregiving helped to stabilize their
lives. `Emotional well-being´ appeared as a new subtheme and was considered crucial for their PH stabilisation. Providing psychosocial support resulted in
caregivers´ emotional re-stabilisation, future life orientation, grieving process
and conflict resolution.
The impact on HL and PH on an individual level was also explored in the professionals´ study (figure 4). This resulted in a deeper understanding of the perceived changes from the service providers´ perspective (table 4). Enhancements in
caregivers´ HL and stabilisation of PH was also observed by the professionals.
Interestingly they perceived an individual empowerment of the supported caregivers, which corresponds to findings of the quantitative part of study 1 of an
increase in critical HL.
The impact on the system level was explored by the professionals, being part
of that system. They concluded that investing in communication and network
building activities helped in optimizing the current stroke support system (table 5). Professionals perceived a positive change in their daily work, within their
own institution, the quality of patient care, and in the inter-institutional cooperation.
Impact on an individual level
On an individual level caregivers´ HL was improved and PH was stabilized.
We assume that enhancements in HL helped caregivers to better and earlier prepare for their new role. Receiving validated personalized information was perceived by both caregivers and professionals as fundamental for enhancing their
stroke related HL. In our opinion HL is crucial for caregivers´ empowerment
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as these knowledge and skills are required to meet the health-related goals of
both patient and caregiver (Institute for Medicine, 2004). First of all, caregivers
need a tailored timing of information acquisition as well as an adaption of the
information to their specific situation (Ghazzawi et al., 2016). Second, caregivers must develop new skills, e.g. practical skills, problem-solving, in order to
interpret and analyse health information, navigate the health care system, and
actively participate in encounters with the support system (Institute for Medicine, 2004). Finally, caregivers should develop critical HL skills, e.g. stress-coping
skills, to cope with the new life and its unpredictable challenges.
Carlson et al. (2012) reported that especially new caregivers lack information,
knowledge and skills needed to cope with the physical, cognitive and social
aspects of caregiving. Moreover, insufficient HL may result in role adaption problems, caregiver stress and strain (Yuen et al., 2018). Family caregivers have a
key role in exchanging health information and are requested to participate in
health decision-making (Adelman et al., 2014). Therefore, investing in caregivers´ HL will help them when communicating with service providers, co-ordinating support services, participating in health-decision and problem solving
(Yuen et al., 2018). When searching for instruments assessing the impact of
`personalized information provision´, we were attracted by the work of Freebody and Luke (1990), who described HL as a development process with three
levels: functional, interactive and critical.
In study 1, our statistical results show that caregivers´ HL was improved on all
levels, whereas the qualitative data suggest that only their knowledge and ability to act were enhanced. Moreover, the qualitative results of study 2 indicate
that the professionals´ perceived further enhancements on individual empowerment, which corresponds to the last level. This might be attributed to the
following reasons: (1) as caregivers´ reflect only on their own case and therefore
find it difficult to perceive an individual empowerment, (2) we should have reflected more on this issue in early interviews, or (3) the interviews were conducted approximately 4 weeks after the individual intervention was completed,
and this might have been too early for the caregivers to perceive an individual
empowerment.
Despite the fact that `information provision´ is almost an “obligatory ingredient” in all stroke intervention programmes, studies and instruments, assessing caregivers´ HL pre- and - post intervention were not found. Only two
studies examined the impact of inadequate caregiver´s HL on the adult cancer
care recipient (Bevan & Pecchioni, 2008, Sparks & Nussbaum, 2008). Moreover,
two studies reported HL post-intervention: the first concluded no HL improve-
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ments in caregivers who attended a diabetes class (Gibson, 2013), and the second stated that caregivers participating in an online hip fracture intervention
showed significant improvements in knowledge and eHealth literacy (Nahm et
al., 2012).
Our findings show that providing psychosocial support improved and stabilized
caregivers´ PH. From the start caregivers experience high emotional stress levels (Grant et al., 2014). Therefore, our intervention offered psychological first
aid (PFA), which entails a humane, supportive response to a fellow human being
who is suffering and who may need support (WHO, 2011). This element was perceived by both caregivers and professionals as a key element when starting the
counselling process. PFA was provided by a professional clinical social worker
(counselor), which was seen as obligatory by all participants. Moreover, we were
able to regain caregivers’ self-confidence by emphasizing the accessibility of the
available services, also advocated by Ng (2009). Counselling also assisted in developing stress-coping and problem-solving strategies, which is acknowledged
as important for caregivers´ well-being (Cheng et al., 2014).
Impact on a system level
We focused on improving inter-institutional cooperation by investing in network building and communication between professionals (figure 1). To support
caregivers, Cameron et al. (2008) promote interdisciplinary coordination within
an organisation. The German stroke units operate interdisciplinary (Hillmann et
al., 2017). However, they do not apply a system thinking approach as caregivers
lack to be systematically included in processes (WHO, 2009). Caregivers are not
perceived as an integral part of the support system and consequently they feel
“left in the lurch” and abandoned due to the lack of knowledge and skills (Pindus et al. 2018).
We perceived the stroke rehabilitation process with a holistic approach, also recently advocated by Chen et al. (2015). Therefore, we were intervening not only
on an individual caregiver level, but also on a system level in the current stroke
support system (figure 2) by invested in communication and network-building
since the beginning (Krieger et al., 2016; Krieger et al., 2018). As the intervention progressed, professionals involved in the service provision started to
perceive caregivers as part of the rehabilitation team, which was acknowledged
as a first step of the system optimization. The intervention supported the affiliated institutions and organisations by providing the necessary resources for
comprehensive caregiver support. Network-building activities initiated or enhanced interinstitutional cooperation, and communication strategies helped to
118

Chapter 5

safeguard the quality of patients´ care in the home care phase (figure 2). Due to
these circumstances, our additional support offer was welcomed by professionals in all phases of the trajectory.
Professionals did not feel sufficiently trained for providing caregiver counselling. Our findings agree with those of Ng (2009) that professionals could reduce
caregivers´ barriers of service use by improving their own system knowledge
and using their network for navigation, which in our case helped in facilitating
the professionals´ daily work.
The Caregivers´ Guide counsellor started her support by exploring caregivers’
individual needs, which was helpful for both caregiver, e.g. meeting caregivers´
expectations, and professionals, e.g. guarantee early service utilization. Coordinated discharge planning and case management with focus on the needs of both
patient and caregivers is important (Cameron et al., 2008). However, in Germany, caregivers´ needs are hardly assessed during the patients’ rehabilitation trajectory. Many caregivers experience organisational issues, e.g. identifying and
assessing services (Wetzstein et al., 2015). In our setting, case management and
social services focus on transferal and discharge under economic aspects. Ghazzawi et al. (2016) suggested providing an electronic system navigator, e.g. as
mobile application or assigning a case manager to improve communication and
coordination between the different actors. We agree with Lutz et al. (2010) that
the conduction of comprehensive caregiver assessment should be started early
by exploring caregivers´ needs, skills and resources to be of benefit for both
caregivers and the support system. Moreover, stroke rehabilitation guidelines
should also address caregiver needs on a long-term, (Grant et al., 2014).
Especially the professionals in the home care phase observed that the quality
and continuity of care in the home environment optimized due to “personalized”
transferals, e.g. getting detailed information of the caregivers´ needs. Pindus
et al. (2018) stated that the limited access to support, the lack of information
and communication may lead to a discontinuity of care for the survivor. We believe that through the caregivers´ enhanced HL and stabilized PH and openness from the professional supported system for caregivers´ needs facilitated
patients´ return home.
Reflections on the intervention
We offered long-term support to stroke caregivers, as recommended by Murray
et al., 2003; Visser-Meily et al.; 2005; Grant et al., 2014), which was compulsory
in order to achieve an impact on individual and system level.
On individual level our aim was to improve caregivers HL and stabilize their
psychosocial health. Therefore, a combination `personalized information pro119
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vision´ and `psychosocial support´ was offered, which is perceived as most promising (Wilz et al., 2007; Lutz & Young, 2010). Our outcomes show that this
combination improved caregivers´ HL and improved or stabilized PH. Bakas et
al. (2014) showed that combining `skill-building´ with ´psycho-educational´
strategies results in positive caregiver outcomes. Both elements were included
in our intervention, resulting in a multicomponent intervention, as advocated by Visser-Meily and colleagues´ (2005). However, we contemplate that our
intervention not only showed a positive impact on individual and system level
due to the delivery of the appropriate `content´, but also to the `who´ (human
resources), `when´ (timing), `how´ (personalized approach) and the `where´
(setting) CBBs (Krieger et al., 2016).
The Caregivers´ Guide was offered as an addition to the current system, which
was perceived as very helpful by both end-users and service providers. However,
on a long term achieving sustainability might be difficult with an “addition”.
We were able to offer an “exit strategy” for caregivers after the counselling process was finished. Our caregivers could join a peer group which was initiated by
the programme. This opportunity was perceived as important for maintaining
their PH.
In order to successfully implement the intervention on the system level, the facilitating CBBs `communication´ and `network building´ were crucial (Krieger
et al., 2018). Our findings indicate that these CBBs together with the core CBBs
lead to a comprehensive intervention which supported both caregivers and professionals needs.
Methodological considerations
In this evaluation we aimed to gain a comprehensive understanding of the Caregivers´ Guide impact on both individual and system levels, which is a non-pharmacological complex intervention in the field of public health. Therefore, a
multi-methodological design with two interconnected studies was applied
(Cresswell, 2004; Morse, 2010). We were consistent in searching for heterogenity, and therefore included the programmes end-users (the caregivers) and the
service providers (professionals working in the system) in our evaluation. In
the caregivers´ study we used a pre-post design for the quantitative part and a
post-intervention design for the qualitative part; and in the qualitative professionals´ study an ex-post design was applied (Leiber et al., 2015).
We used mixed methods data collection methods: quantitative data were col-
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lected with questionnaires and qualitative data were gathered via interviews,
which is required for complex interventions (Campbell et al., 2000) and triangulated our findings (Springett & Wallerstein, 2008). The methodological pluralism
(Morse, 2010) and combining a deductive-inductive approach (Graneheim et
al., 2017) during data analyses enabled us to explore the impact of the complex
intervention in-depth. The quantitative part of study 1 was the starting point
for further exploring the impact on individual and societal levels. Qualitative
data were analysed top-down using a qualitative content analysing approach
(Hseih & Shannon, 2005; Graneheim et al., 2017), which helped clarify on the
detailed outcomes and impacts on both levels in detail.
On the individual level we were aiming to assess changes on caregivers´ HL and
PH. As no instrument was available, we used a self-made questionnaire, what
may be seen as a limitation. However, it was tailored to the context, piloted and
validated through pre- and post-application. We agree with Nutbeam (2008),
proposing that a comprehensive measurement for assessing HL on different levels is needed. Comprehensive instruments, suitable for assessing HL in general populations, are available, e.g. Health Literacy Questionnaire (Osborne et
al., 2013), European Literacy Questionnaire (Soersen et al., 2013). Yuen et al.
(2014) developed a HL of Caregiver Scale Cancer, however it was not applicable for other caregiver groups. Moreover, Yuen et al. (2018) specified that the
current instruments do not capture the challenges within the current health
care system, e.g. lack of adequate communication. To our knowledge, a tool
for assessing family caregiver´s HL does not exist and we agree that there is a
need to develop adequate measures for caregiver HL, as proposed by Yuen et al.
(2018). Therefore, our current questionnaire could be perceived as a starting
point for assessing stroke caregivers´ HL. We believe that assessing caregivers´
HL pre-/post intervention may help to stimulate improvements in practice, e.g.
perceiving caregivers as part of the system, recently advocated by Batterham et
al. (2016).
In order to allow a comparison with other stroke caregiver intervention studies,
it might have been useful to include one of the frequently used instrument, e.g.
Caregiver Burden Scale (Zarit, 1980), Caregiver Strain Index (Robinson 1983),
Caregiver Reaction Scale (Qualls & Kenny, 2008), Caregiver Self-Assessment
Questionnaire (Epstein-Lubow et al., 2010). As coping skills are required for
achieving critical HL, the revised Scale of Caregiving Self-efficacy (Steffen et
al., 2002) or the Utrecht Coping List (van den Heuvel et al., 2002) might have
been worthwhile.
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Strengths and limitations
To our knowledge, this is the first evaluation of a caregiver support programme
exploring the impact of a stroke caregiver intervention on both individual and
system levels. However, the generalisation of the findings may be restricted due
to: the nature of the qualitative research in studies 1 and 2, the participant recruitment using convenience sampling, and the relatively small sample size in
the quantitative part. Moreover, as complex interventions are strongly context
dependent, and even within Germany, the stroke trajectory differs partly from
state to state, replication may be challenging.
An important prerequisite for enabling a comprehensive evaluation is the continuous stakeholder engagement during development and implementation,
which should be supported by funders and policy makers.
Our intervention was funded by the BMBF with an internal evaluation, which
had some advantages, e.g. internal system knowledge, time saving; and some
disadvantages, e.g. limited objectivity due to personal involvement.
Applying a multi-methodological approach and involving both groups: the programmes´ end-users (caregivers) and the stroke service providers (professionals in the support system) was important in order to answer out research question in detail.
It was innovative to assess the impact of providing `personalized information´
on caregivers´ HL with quantitative and qualitative measurements.
Psychosocial support was provided in order to stabilize PH. In the questionnaire only `life balance´ and `self-confidence´ was assessed, however `emotional
well-being´ was not considered.
Finally, the timing of the post-intervention interview might have been too early,
as individual empowerment was not perceived by the caregivers.

Conclusion
As complex interventions may have an impact on different levels, a comprehensive evaluation is required. This paper provides a unique and comprehensive
view of the interventions´ impact on individual and system levels, which includes the perceptions of both programmes´ end-users and the service providers.
Hereby, the qualitative studies added significantly to our understanding of caregiver and professionals experience with the new programme.
On the individual level, by providing personalized information (mean of 6 ses-
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sions during 7 months), caregivers´ stated that the intervention significantly increased their functional, interactive, and critical HL and enhanced their
knowledge and capability to act. Additionally, professionals perceived enhancements in caregivers´ individual empowerment. Moreover, providing psychosocial support was perceived by both caregivers and professionals as stabilizing the
caregivers´ PH by recovering self-confidence, strengthening its life balance and
enhancing their emotional well-being.
On the system level, by investing in communication and network-building, professionals observed that the intervention optimized the current stroke support
system. It had an influence on the professionals´ daily work, institutional support, quality of patient care and inter-institutional cooperation.
Including both end-users and professionals and applying a multi-methodological approach helped to gain a comprehensive understanding of our interventions´ impact.
Further research evaluating a caregiver interventions´ impact on both individual and system levels, is required to allow comparisons of results from different
settings and provide suggestion for improvements.
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ANNEX 1: Pre- and Postintervention questionnaire of the Caregivers‘ Guide (Adapted
English version)
Indicator
Health
Literacy
(functional,
interactive,
critical)

Index

Functional
HL
(3 variables)

Interactive
HL
(3 variables )
Critical HL
(5 variables)

Psychosocial
Health

Life balance
(4 variables)

Selfconfidence
(6 variables )

Questions (specific variables)

Regarding the stroke disease of my relative, I feel well informed.
I know what happens during my relative's treatment or rehabilitation and how
I can support the recovery process after stroke.
I know who to contact if I need help.
Lately, I feel like I'm powerless and helpless.
In the face of post-stroke problems, I feel totally overwhelmed.
I am confident that I am well prepared to meet the challenges related to my
relative's care and support after stroke.
To better cope with the situation after the stroke, I ask other people for
advice and help.
I thought in detail about what I can do to improve the situation.
I did something to relieve or distract myself.
I also try to find something good in what has happened lately.
I try to find hold in my faith.
My own needs are currently missed out.
Currently, I have too few opportunities for rest and relaxation.
At the moment I have barely time for social contacts and activities (friends,
colleagues etc.)
Despite all the problems caused by the stroke, I also experience positive
feelings in everyday life (for example joy, contentment, gratitude).
When I think about the future right now, I'm afraid of the worst.
I'm very worried that my loved one might need continuous help and care
after the stroke.
At present, I often ponder, and my thoughts turn in circles.
I also feel my fears and worries physically (e.g. shaking, palpitations,
abdominal pain).
I am afraid that due to the health situation of my relative we will face financial
bottlenecks.
I fear that my relative will change its personality a lot because of the stroke.

ANNEX 2: Topic list semi-structured interviews with stroke family caregivers
Warming up

Reflecting
on the
intervention

Closing down

Can you briefly describe the situation after the stroke happened for you?
(feelings, thoughts, questions)
What changed when the Caregivers´ Guide was approaching you for the first
time?
What did the Caregivers´ Guide offered you in the counselling, and what exactly
was helpful for you? (information, psychosocial support, emotional strengthening,
security, orientation)
How would you describe the work of the Caregivers´ Guide?
When did you require the most support from the Caregivers´ Guide? Why?
What could be improved in the future? (Scope, sustainability)
Would you recommend the Caregivers´ Guide?

ANNEX 3: Topic list semi-structured interviews with professional stakeholders
1
2
3
4
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How did you experience the work of the Caregivers´ Guide in your practice?
(critical reflection concerning the interventions´ conceptual building blocks: content, human
resources, timing, approach, setting, communication, networking, social safety-net)
What effects did the Caregivers´ Guide intervention have in your daily work?
(own profession, department, support system, stroke survivor)
What effects did you perceive on family caregivers when these were supported by the
intervention?
Are there any suggestions for improving the current intervention?

Chapter 5

125

The stepwise development of a comprehensive family caregiver support programme.

126

Chapter 6

CHAPTER 6
Contextual exploration of a new family
caregiver support concept for geriatric settings
using a Participatory Health Research strategy

Dorant E, Krieger T (2017) Contextual exploration of a new family
caregiver support concept for geriatric settings using a Participatory
Health Research strategy. International Journal of Environmental
Research and Public Health, 14:1467; doi:10.3390/ijerph14121467.
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Abstract
Background. Family caregivers are the backbone of the long-term care support
system within the home environment. Caregiver support programs require collaboration and coordination within the system. A new public health concept,
Vade Mecum, aims to harmonize and professionalize family caregiver support
initiatives in geriatric care settings in the Euregion Maas-Rhine. Exploration of
the new concept was recently started in Germany to gain in-depth insight into
current supports and needs of the geriatric care team and family caregivers.
Methods. Within the context of an exploratory qualitative study a Participatory
Health Research (PHR) strategy was applied to make optimal use of experiences
and knowledge from the system. Care professionals, engaged as co-researchers,
were responsible for decisions about the research question, data collection methods and procedures of engaging family caregivers.
Results. A research team representing all professions within the geriatric department was formed. Research objectives were formulated and an appropriate mix of qualitative data collection methods consisting of interviews, focus
groups and story-telling, was chosen. Needs and expectations towards the new
concept, and practical solutions for involving family caregivers, were discussed.
Conclusion. PHR strategy resulted in the start of a qualitative study in a geriatric care setting carried out by care professionals. Knowledge was generated in
a co-creative manner, and co-researchers were empowered. Comprehensive understanding of the system serves as starting point for advancement of the new
family caregiver concept.

Introduction
A vast majority of Europeans prefer to be cared for at their own home or the home
of their family when in need for long-term care (European Comission, 2007). Family caregivers are the backbone of the long-term care support system. Family
or informal caregiving is a `free of charge´ service, provided by a relative, partner, friend or neighbor to a person with a chronic disability (Family caregiver
Alliance, 2006).
Recent figures show that in Germany 69% of all people requiring long-term care
are cared for at home, with over 90% receiving care from family members. More
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than 70 percent of home care is provided by family members alone, without assistance of care professionals (Statistisches Bundesamt, 2015). Especially elderly people rely on their family for day-to-day care or support. In Belgium almost
10% of persons aged 15 or over provide informal care, with the most intensive informal care (more than 4 hours per day) concentrated in older age groups
(65+) most of who care for their spouse (Willemé, 2010). In The Netherlands
more than 50 percent of all adults over 75 years of age living in the community
receive care and support, 22% receive care only from a family caregiver (Putman
et al., 2014).
Although caregiving can have positive consequences as well, there is ample evidence that family caregiving has a negative impact on the physical, mental and
social well-being of the caregiver (Adelman et al., 2014; Broese et al., 2013; Garlo et al., 2010; Kummer et al., 2010). The scale of these consequences is related
to both the patient´s condition and the amount of time needed for their care,
as well as to their own needs. Caregiver’s characteristics, like their own age,
health, being employed, and presence of resources, influence the impact of caregiving (Adelman et al., 2014; Broese et al., 2013; Pinquart & Sörensen, 2007).
Caregivers can feel overburdened for different reasons, f.i. to be on “24 hours
on call” or to have to manage the bureaucratic work that is involved to get the
care organized and running (Adelman et al., 2014; Kunz & Wilz, 2011). When
family caregivers are not involved by care professionals as partner in the patient
care trajectory they may not have sufficient knowledge about practical aspects
of the care that has to be provided (Adelman et al., 2014). They may also experience that formal health care providers give little structured guidance to them
and their prospective role as caregiver (Burcher et al., 2001; Scherbring, 2002;
Schumacher et al., 2000), or that professional caregivers have not enough understanding regarding the next of kin´s worries and stresses towards caregiving
(Liedström et al., 2014).
Caregivers of older adults experience burdens different from those of other caregiver populations Ringer et al., 2017). Problem behavior of elderly care recipients may be the underlying source of increased burden (Broese et al., 2013).
Also, the high prevalence of multimorbidity among elderly persons may influence the complexity of the role of caregivers in the home environment (Giovannetti et al., 2012), and thus increase the support needs for their family caregivers
(Meranius et al., 2017).
Family caregiving for elderly persons at home may be especially demanding in
situations when the family member who is taking up the role as caregiver has
no experience, or when there is a sudden demand. They may feel unprepared for
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their role (Adelman et al., 2014; Lutz et al. 2011). In these situations the caregiver, at the same time, has to be prepared for the practical aspects of their caregiving task and to deal with the unexpected emotional strains resulting from
the care receiver’s condition. Family caregivers need personalized information,
psychological support, effective communication and financial and legal support
(Silva et al., 2013; Corry et al., 2015). Timing of support and the way of approaching caregivers is crucial (Cameron & Gigniac, 2008). Long-term support
and outreach counselling may be needed (Wetzstein et al., 2015). Remarkably
however, the overall effect of current tailored caregiver support programs for
elderly living in the community seems to be small, as was concluded in a recent
systematic literature review. This disappointing outcome was attributed to inconsistencies between the included studies, but the main recommendation was
that support for family caregivers of the elderly requires intense collaboration
and coordination between all stakeholders (Lopez-Hartmann et al., 2012).

Figure 1. Cross-border orientation of Vade Mecum: hospitals in three countries in the
Euregion Maas-Rhine joining the project
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In this article we describe an initial step in the advancement of a new and innovative family caregiver support concept for elderly persons called Vade Mecum. Vade Mecum is a complex public health intervention specially designed
to harmonize and professionalize current caregiver support initiatives in geriatric care situations, with special attention for cross-border continuity of support. Vade Mecum is situated in the Euregion Maas-Rhine (EMR), an area where
three countries (Germany, Belgium, and Netherlands) are closely connected and
health services operate cross-border. This specific geographical configuration is
adding to the complexity of family caregiver support in case of cross-border hospitalisation or rehabilitation of the care receiver. Nine hospitals with geriatric
departments spread over the EMR participate in the project (figure 1).
The Vade Mecum concept builds on prior knowledge and experiences from a recent innovation project, The Caregivers´ Guide, a professional stroke caregiver
support program executed from 2012-2015 in Aachen, Germany (Jungbauer et
al., 2016). The Caregivers´ Guide concept consists of eight conceptual building blocks: five core building blocks encompassing an individualized caregiver
counselling programme and three facilitating building blocks safeguarding and
interconnecting the program with the practical, real-world, system. One specially trained counsellor guides the family caregiver through the entire stroke trajectory of the care receiver and provides tailored family caregiver support from
as early as possible after stroke to as long as needed in the home environment.
The concept of the Caregivers´ Guide was aligned with the real-world system
before implementation using participative action research. The programme´s
stakeholders played a crucial role in this process (Krieger et al., under review
Krieger et al. under review).
The new Vade Mecum concept is based on the Caregiver’s Guide concept: care
professionals, employed in one of the hospitals joining the project, will receive
special training to become a specialized ‘Geriatric Family Companion’, a new job
profile. As a group they will form a cross-border network of support experts,
offering personalized counselling, information provision, empowerment and
resource allocation to first-time informal caregiver - geriatric patient dyads. Family caregiver support will start already in the hospital, as early as possible after
hospitalization of the care receiver, and will last until at least a secure situation
in the home environment is reached. The ultimate objective of Vade Mecum is to
sustain health and wellbeing, and prevent social exclusion and health inequality of geriatric patient-caregiver dyads. The focus of the primary prevention
support program is put on the family caregiver.
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Early engagement of the system in which Vade Mecum will be operating, is paramount to achieve the goals of this new complex public health intervention.
The Meikirch model of Health will serve as framework to keep focus on the interconnectedness in the system (Bricher & Kuruvilla, 2014). The management
of the entire project as well as all research associated with it, is guided by tools
from project management and a design thinking approach (Project Management
Institute - PMI -, 2013; Gruber et al., 2015). The project is divided in 5 consecutive steps: 1) 360 ° exploration, 2) concept and curricullum development, 3)
training of Geriatric Family Companions, 4) implementation and supervision,
and 5) evaluation.
For the first 360 ° exploration the Participatory Health Research (PHR) paradigm was considered as most appropriate, since it involves exploration of local
knowledge and perceptions from key stakeholders who are affected by the intervention or provide a service to the family caregivers (Cornwall & Jewkes, 1995;
Wright et al., 2013). PHR, which has its roots in participatory action research,
adult education, medical anthropology, agricultural and community development (Cornwall & Jewkes, 1995), is a research strategy broadly defined as “systematic inquiry, with the collaboration of those affected by the issue being studied, for purposes of education and taking action or effecting change” (Green et
al., 1995). The bottom-up PHR strategy is characterized by a reflective and open
minded attitude of the research team and an open process-oriented outcome
(Wright, 2013). It targets two goals: co-creation of knowledge towards a practical question and empowerment of the co-researchers (Cornwall & Jewkes, 1995;
Cargo & Mercer, 2008).
In this article we describe the initial step in the development of a new holistic
family caregiver concept applying a PHR strategy. The results of this first exploration will serve as starting point for further concept development.

Materials and Methods
Research design and strategy
Within the context of the first step in the development of Vade Mecum, the qualitative 360 ° exploration, a PHR strategy was applied to gain a deeper understanding of the current family caregiver support system and of the support offers
and needs in the geriatric setting.
PHR enables proactive stakeholder involvement and empowerment. ‘Information rich’ stakeholder groups who have a depth of experience towards family
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caregiver issues in a geriatric setting contribute to the research process, thus
ensuring that the research is conducted not just on, for and with people, but
also by people from this setting (Cornwall & Jewkes, 1995).
Setting and research team
The PHR started in February 2017 in the Rhein-Maas-Klinikum (formerly known
as Medizinisches Zentrum Würselen), Germany. Since 1998 this hospital has a
geriatric department. Today it contains 64 acute geriatric beds and 28 rehabilitation beds spread over three wards. The department has a high reputation
within the community.
Presently the multidisciplinary professional team on the geriatric department
consists of more than 70 members: 10 medical doctors, 44 nurses, 12 therapists
(ergo- and physio-), 2-3 neuropsychologists, 2 case managers, and 2 social
workers. Care and medical support is provided with a patient-centred approach
(professional-patient dialog).The department is characterised by a low staff
turnover.
In 2016, 1550 patients, on average 82.7 years old, were admitted at the geriatric
department with diagnoses varying from heart- and vascular diseases to neurologic disorders, severe accidents, pneumonia, Parkinson’s disease, and hip
fractures. Co-morbidity with dementia or delirium was estimated at 50%. After a
mean stay of 17.8 days, about half of the patients returned home where approximately 60-70% needed daily assistance. The rehospitalisation rate within 3
months after hospital discharge is estimated at 10%.
Members of the multi-professional care team working at the geriatric department, as well as professionals with a broader perspective working elsewhere in
the hospital will be engaged as co-researchers. The research project is supported
by two external impulse providers: 1) a critical friend with experience as nurse
and health manager, and 2) an academic research impulse provider facilitating
and stimulating the research process and providing the scientific and technical
knowledge.
Project realization and data collection
The project life cycle for this early 360° exploration contains six consecutive
phases: 1) orientation, 2) setting-up, 3) planning, 4) data collecting, 5) analysing & concluding, and 6) reporting (figure 2).
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Care professionals will be engaged as co-researchers in all phases of the study.
They will define the research problem and the project goals, formulate the research question, choose the methods of data collection, conduct the research
and analyze the data. The type of participation of the co-researchers, defined
using an adaptation of Cornwall´s participation model (see figure 1), will change
through the process of active engagement and empowerment while the project
is progressing.
The perceptions, insights and experiences of the professional care team (as service provider), the family caregivers (as service receiver) and a broader perspective from the co-researchers working in the hospital will create the projects´
knowledge base’. To enable triangulation a mix of different data collection and
analysis methods will be used.

Results
Results of this ongoing PHR study will be presented for the first four phases of
the 6-phase PHR life cycle (see figure 2).

*: Type of participation (Cornwall, 1996]: 1- co-option, 2 - compliance, 3 – consultation, 4 – cooperation,
5 – co-learning, 6 – collective action

Figure 2. Project management life cycle and type of participation
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Phase 1: Orientation - March 2017
The orientation phase started with a brief inspection of the literature to gain
insight in current state of knowledge concerning caregiver support initiatives
in geriatric settings.
Next, two explorative conversations with the head of department were held by
the external impulse provider followed by a two-day field visit (TK, second author), both with special focus on family caregiver support. Initial personal impressions were that care professionals perceive family caregivers as important
for the rehabilitation process, but that their role was not specified within the
current rehabilitation process. Support offers were perceived as fragmented,
uncoordinated and lacking a holistic approach. A trialog, involving caregivers
as partners in the care process, was offered on request but was principally patient-centred. Caregiver burdens or needs were not assessed systematically. However, family caregivers might have received some support within the system
from different professionals on the department, e.g. nurses, physiotherapists,
or from external support providers, e. g. from communal social services (Pflegestützpunkt), if they requested this support.
Next, an impulse lecture was offered by the external impulse provider, where
the idea of conducting a PHR project with focus on family caregivers of geriatric
patients was presented to members of the current multidisciplinary care team as
Table 1. Participation type, stakeholder involvement and research relationship*
Participation
type
1. Co-option
2. Compliance
3. Consultation
4. Cooperation
5. Co-learning
6. Collective action

Character of stakeholder involvement

Token; representatives are chosen, but no real action
Tasks are assigned, with incentives; researchers decide
agenda and direct the process
Stakeholders´ opinions are asked, researchers analyse and
decide on a course of action
Stakeholders work together with researchers to determine
priorities; responsibility remains with researchers for
directing the process
Stakeholders and researchers share their knowledge to create
new understanding, and work together to from action plans
with researcher facilitation
Stakeholders set their own agenda and mobilise to carry it
out, in the absence of outside researchers or facilitators

Relationship
(researcher
and
stakeholder)

On
For

For/with
With
With/ by
By

*: Adapted from [Cornwall, 1996)
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prospective co-researchers. The professionals present at this first meeting were
actively invited to take part in the project as co-researcher. Nine professionals
expressed their interest spontaneously and joined the research team. To further
expand the team, and to make sure that all professions will be represented in the
research team, a form for completion was placed centrally in all three wards for
three weeks, accompanied by a flyer.
Phase 2: Setting-up – April 2017
The second phase started with setting-up the project research team. Eventually,
the research team consisted of 16 members: medical doctors (n=2), case managers (n=2), social workers (n=2), therapists (physiotherapy, logo-therapist)
(n=2), and nurses (n=4). Moreover, one nurse teacher from the nursing school,
and the pastor working for the geriatric department decided to join the research
team. The two external impulse providers facilitate the research process. All
team members were experienced in their own field, expressed open-mindedness
and interest in the topic and the participatory working approach.
In a first workshop the research team contemplated on: 1) the problem statement, 2) the goals and expectations concerning the family caregiver support
facility, and 3) the research question.
1) Problem definition. Using the brainstorming method, all team members reflected upon their daily challenges in providing caregiver support. This interactive process resulted in formulating the problem statement. System-related problems, such as knowledge gaps, lack of resources, coordination deficits, as well as
caregiver-related problems, such as non-compliance, overburdening, and communication deficits, were identified. Important individual contributions from
members of the research team concerning potential problems were combined in
a word cloud and presented as overview to the research team (figure 3).
2) Expectations. The expectations concerning the new job description of Geriatric Family Companion were explored for the professionals as a group as well as
for each individual team member personally, and for the caregiver-patient dyad
as perceived by the care professionals. Discussions took place in small groups
of 3-4 professionals (“Murmelgruppen”) after which the results were presented to the entire research team. The team then structured and prioritized the
findings. Individual care professionals expect to: have more time personally to
support caregivers individually according to their different needs when support
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is scheduled in the normal working hours and not in extra time, benefit from
task simplification, make personal improvements and get appreciation. For their
own profession they also expect improved time-allocation, a better infrastructure, and improved competence. The project might help to give caregivers and
patients more consultation time, individualized and improved support, as well
as more satisfaction with the services.
Expectations were listed per group in a table, which was send to the entire research team after the workshop (table 2).
3) Research question. As most participants indicated to be inexperienced in
formulating a research question, they asked for moderation by the external impulse providers. Triggering questions such as: Who is in the focus of interest?
What do we want to know? Where takes the study place?, helped the research
team in formulating as research question: “How does the multidisciplinary research team of the Rhein-Maas Klinikum currently supports family caregivers,
and what is needed to provide tailored support to caregivers?”.

Figure 3. System and caregiver problem identification in the geriatric setting: word clouds
as presented to the research team (German language)
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Table 2. Overview of personal and group expectations of participation in the PHR project
time
Personal
coresearcher
personal
development
individual
appreciation

Service
provider
(professional
group)

time

resources
professional
improvements
(knowledge, skills)
communication

structured
caregiver support
(concept)

Service
receiver
(caregiverpatient
dyad)*

obtain
professional
satisfaction
time

individualized and
improved support
resources
communication
improvements
satisfaction

*: as perceived by care professionals
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• to provide the adequate caregiver support in the time it
needs
• to do no over-time, when supporting caregivers
• to improve skills in communication, stress and conflict
management
• to develop further social skill (empathy)
• to gaining societal appreciation for working in the
geriatric ward
• to do something to improve the situation
• to Foster the individual awareness and intrinsic
motivation
• to understand the counselling needs of different
caregivers
• to offer structured support (individual information,
empowerment)
• infrastructural resources (counselling room)
• adequately trained and sufficient staff
• communication skills
• practical skills transmission to informal caregivers
• capacity building for all staff focusing on caregiving and
home care
• structural understanding and concept development
• to improve the work within the multi-professional team
• to improve the interdisciplinary teamwork
• to foster the professional image
• to improve the public image
• early caregiver needs assessment
• professional caregiver support focus person
• synergize and structure individualised support
• caregiver guideline (clarified responsibilities)
• structured information flow
• to experience the professional efficiency when supporting
caregivers
• to understand the process of the rehabilitation timely
planning to get clarification on own responsibilities
• to identify the right person in charge in the different
settings (acute-, rehabilitation- , home care)
• psychosocial preparation for the new role
• early inclusion in planning and treatment processes
• training regarding the key competences of informal
caregiving
• adequate counselling facility and fixed counselling hours
• personalized information and information material (flyer
informing about patient care trajectory)
• clarification on medical terminologies
• due to adequate, empathic, and professional support
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Phase 3: Planning – May/June 2017
In the planning phase, first a decision had to be made concerning data collection methods suitable for the care professionals as service providers, and for the
caregivers as service receivers. The team had also to decide on the timing of the
actual data collection within their respective settings.
At the start of the second workshop the external impulse provider briefly presented five frequently used qualitative data collection methods, addressing
their advantages and disadvantages: interview, focus group, structured interview matrix (O´Sullivan et al., 2014), story-telling (Labonte et al., 1999), and
community mapping (Amsden & v. Wynsberghe, 2005). It was recommended to
choose a mix of different data collection methods to enable triangulation. Next,
the presented data collection options were discussed with regard to their feasibility and potential for knowledge generation for each professional group. Since
in this planning phase of the PHR process family caregivers were not included
yet, it was contemplated who best to approach and which data collection method would be suitable to use. One of the nurses proposed to invite “returners”,
i.e. family caregivers with experience as caregiver on the geriatric ward, to join
in a story-telling activity. The social worker suggested that new, i.e. first-time,
caregivers may be open for an interview. The group agreed with these ideas.
Finally, it was decided by the entire research group to use interviews, focus
groups, and story-telling for generating new knowledge (figure 4).

Figure 4. Qualitative data collection methods per participating professional group
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In a third workshop (June 2017) the timing of data collection was scheduled,
responsibilities were clarified within the geriatric department, and a plan of action was drawn. All information was inserted in a Gantt chart and distributed to
the entire research team. An example of this chart is provided in table 3.
It became apparent that it was necessary to structure, guide and synthesise the
process of data collection, and to empower the co-researchers for gathering the
data. For this a ‘question catalogue’ including 53 questions was developed by
the research team and the external impulse providers. It targets the themes caregiver needs, information, knowledge, skills, resources, mandate, and support
offers in 28 status quo and 25 needs questions. This instrument can be used by
each profession and adapted to the needs of the group of participants when conducting interviews, focus groups, and storytelling. The questions were tested
for their general understanding in a team discussion led by the external impulse
provider. The external impulse provider also provided a `checklist´ for preparing and conducting interviews and focus groups in a participatory manner. One
professional group (case management) needed further explanation before starting their data collection process, the other groups felt empowered with these
two instruments.
For recruiting the service receiver group a flyer was developed and distributed
to potential caregivers within the geriatric department.
Table 3. Gantt-chart presenting the data collection process in the geriatric department in
2017
Month
June
Week 25
26
Multidisciplinary team (service provider)
Medical doctors
Nurses
Therapists (physio-, ergo-, speech-)
Neuro-psychologist
Social workers
Case Managers
Family caregiver (service receiver)
Experienced caregivers
New caregivers
Broader perspective (hospital-intern)
Nursing students
FG
Pastor
I
Head nurse

Year 2017
27

Note. FG: Focus group; I: Interview; ST: Story telling
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28

July
29

30

31

32

August
33
34

35

FG

36

September
37
38

FG
FG
I

I
ST
I

I
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Phase 4: Data collection – June/September 2017
The participatory data collection process is planned to be conducted by the
co-researchers between June and September 2017 (table 2). The family caregiver perspective will be gained in September 2017. The perspective beyond the
geriatric ward (nursing students, pastor, and head nurse) will be explored by
the external research impulse provider between June and September 2017.
Phases 5: Data analyses and conclusion – October/November 2017. For this part
of the research project co-researchers will be assisted by the critical friend and
the external research impulse provider. Qualitative data will be analysed using
thematic content analysis
Finally, in Phase 6 (December 2017) findings will be disseminated internally by
members of the research team within their own geriatric setting, and externally
e.g. through scientific publications or on conferences.

Discussion
Two important goals were reached in this first exploration of the current family
caregiver support system in the German geriatric setting applying a PHR strategy: knowledge was generated in a co-creative manner, and co-researchers were
empowered within their setting. In PHR researchers are assigned to two roles:
facilitators and learners (Cornwall & Jewkes, 1995). In our 360° exploration the
two researchers, both external impulse providers, supported the co-researchers
to grow in their new role, build up confidence as well as knowledge to be able to
conduct PHR, and facilitated, structured and guided the entire process.
In our study the application of PHR as research strategy had several advantages:
the problem was illuminated from different perspectives, research objectives
were developed from the real-live experiences of the professionals within the
setting, and data collection methods were chosen on the basis of feasibility
and requirements within the setting. Also, co-researchers already came up with
practical solutions for unforeseen problems (e.g. how to approach the caregivers). PHR gave us the insight in local practices and possibilities for change.
PHR concentrates on knowledge for action with emphasis on a bottom-up approach (Cornwall & Jewkes, 1995). Participation requires reflexive stakeholder
engagement, which can help identify problems, and systematically implement,
monitor and reflect the outcome of change Meyer, 2000). PHR must be understood as a process, requiring time to build up relationships and trust, which are
necessary to work in a creative way. Investing in communication and informa-
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tion sharing is a key requirement for success (Cornwall & Jewkes, 1995; Wright
et al., 2013). Throughout the course of our project’s life cycle we could increase
our grades of participation from consultation to co-learning (Cornwall, 1996).
A ‘deep’ participatory process engages different participants in all stages of a given activity, from identification to decision-making. However, this is time consuming as we experienced in our PHR project. Since our approach was used for
the first time in this geriatric department, the newly appointed co-researchers
needed time to adapt to their role.
Compared with conventional top-down research we also experienced that PHR
requires extra time investment from the researcher’s side (Cornwall & Jewkes,
1995). The co-researchers also needed to invest considerable time, which was by
some described as “on top of the other work”, as the research activities were not
perceived as priority in the department.
PHR also requires the ability for critical reflection and knowledge about research
methods. As most of them had no experience and were not involved or trained
earlier in research, they needed extra guidance and facilitation by the external
impulse provider.
The open-ended, less controllable outcome, typical of a PHR project, may have
tested some participants as well. However, in our case the co-researchers felt
not stressed by the chosen methodology of the study and could work with an
open mind. As the decision process in PHR is democratic team dynamics can
appear to be challenging as well (Seidel & Fixson, 2013).
During our research we took the validity criteria of the ICPHR as guidance, acknowledging participatory, intersubjective, contextual, catalytically, ethical,
and empathic validity (Wright et al., 2013).
We decided to start in one of the larger hospitals joining the Vade Mecum project
by consulting those people, i.e. key stakeholders, that work with and experience on a daily basis the family caregiver – geriatric patient dyad. We felt that it
is important to obtain the commitment of the organisation´s management although this was only partly reached in this project. Despite multiple attempts the
head of nurses could not be involved in the study. Overall, establishing a stable
research team in a setting of scarce resources took perseverance. Nevertheless,
we were able to show that applying a PHR methodology was feasible in the hierarchical setting of the participating hospital.
We have chosen to show, in detail, the outcomes of a first explorative step using
PHR in the advancement of an innovative complex public health intervention,
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Vade Mecum. In our view it demonstrates the feasibility and values of taking a
systems approach and include key stakeholders as collaborative research-partners. Recent examples of research applying similar methodologies show the
potential benefits of starting with a participatory methodology in the exploration phase of a new (public) health intervention. For instance, a family-support strategy for family members of people with traumatic brain injury was developed using participatory methods (Forster et al., 2012). In their article the
researchers provide a thorough description of the participatory process they
used to develop their program by involving clinical teams, hospital management
teams, and a large number of client-family groups. Co-creation resulted in an
eight-tiered approach to change support practices for family members (Forster
et al., 2012). In another innovation project, about inpatient mental health services for young people with psychosis admitted to a mental hospital, a detailed
description was given of the successful identification of areas for service improvement by incorporating practical knowledge and expertise of service users,
carers, community, inpatient staff as well as management (Larkin et al., 2015).
While planning the development, implementation and evaluation of our new
complex geriatric caregiver support concept in the EMR, we acknowledged the
importance of contextual exploration as a distinct first step in the process of
service development, as it allows requirements and specifications to emerge
(Atkinson et al., 2006). The Meikirch model we chose as guidance enables us
to deconstruct and make sense of the different levels of the health care system
around the family caregiver - geriatric patient dyad, and to be aware, on forehand, of the potential interactions between the different levels (Bircher & Kuruvilla, 2014).
Recommendations of first explorative steps in the development of new complex
interventions in public health sometimes lack a focus on systems thinking. Prominent guidelines on development of complex interventions like the Medical
Research Council UK – MRC Craig et al., 2008), or textbooks on the subject (e.g.
Richards, 2015), primarily build on knowledge from Evidence-Based-Medicine,
and focus almost entirely on translation of already tested, mostly under highly
controlled conditions, interventions for implementation in public health settings. However, conventional approaches commonly used in medical research to
design and evaluate interventions may not be advanced enough to understand
the context and connections between the parts, the actors and the processes of
the system (Cornwall & Jewkes, 1995; De Savigny & Taghreed, 2009). Integration of expertise from the field is crucial to the success of innovation (Lenfle,
2008), and collaboration with key stakeholders, forming joint and equal wor-
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king partnerships, is critical to build the political context in which the project
will develop (Eskerod et al., 2015). Partnerships with stakeholders can also
bring alternative perspectives as we experienced in our project. Stakeholders
may own personal skills, knowledge, experiences and abilities complementing
the expertise of the researcher, which can contribute in the divergent generation phase of concept development as well as in the convergent selection phase
of new interventions (Seidel & Fixson, 2013).
We decided to apply conventional project management tools for operational
planning and control, in combination with a design thinking approach as an innovation strategy. Traditionally, project management is a performance oriented
practice aiming at the constitution, coordination, and control of activities within a project (Blomquist et al., 2010). Design thinking refers to a human-centred approach to innovation that puts the observation and discovery of human
needs at the forefront of an innovation process and starts with observing the
users and the system’s context and constraints (Gruber et al., 2015). Design
thinking, with its emphasis on learning and knowledge creation, can be viewed
as a novel methodology and a potentially valuable practice for improving innovation outcomes, whether those outcomes are products, services, or strategies
(Seidel & Fixson, 2013). Combining project management with a design thinking
approach can provide significant contributions with respect to problem as well
as solution formulation encountered in complex projects (Seidel & Fixson, 2013;
Ben Mahmoud-Jounini et al., 2016).

Considerations
Composition and social dynamics of the team engaged in PHR may have influenced the results of this first exploration. It is not clear to what extent reflections on the group’s objectives, strategies and processes took place and how that
influenced the outcomes of their task. However, it is uncertain if this has led
to a different perception of the problem or a different problem statement. Furthermore, participants in the system, such as our participating hospital, need
adequate resources, also long-term, to be able to make sustainable changes.
They also need to build capacity to deliver the intervention. Time, effort and
resources, and staff skill development need to be secured, which may be a challenge. During the research process a stable team without member turnover, as
well as organizational commitment is required to maintain effective research relationships. Mutual respect and partnership working, effective communication,
financial support and accessible information are important ingredients for continued stakeholder engagement (Read & Maslin-Prothero, 2011).
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Further challenges in the future of the Vade Mecum project will be the identification and engagement of other or new relevant stakeholders to sustain the
project’s realization and advance the large and complex Vade Mecum project.
However, we are encouraged by this first exploration using PHR and feel that
this approach will lead to in-depth contextual understanding and engagement
of all stakeholders before moving to the next phase of Vade Mecum, the concept
and curriculum development.

Conclusion
During this first exploration applying a PHR strategy we reached high degrees
of participation, our co-researchers were empowered, and new knowledge was
generated in a co-creative manner. In this early explorative step in the development of the innovative family caregiver support concept, individuals of the
multidisciplinary geriatric care team became co-researchers; the problem statement, goals and expectations as well as the research question were formulated;
practical solutions for getting access to the support receivers were found; suitable data collection methods were chosen in a democratic way. In forthcoming
steps in the current PHR process data will be collected by the co-researchers,
analyses will be conducted by the entire research team, and the co-researchers
will be empowered to disseminate their findings.
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This chapter discusses the main outcomes of the Caregivers´ Guide programme´s development and the preliminary steps of the Vade Mecum programme. In
addition, it provides methodological considerations and recommendations for
future research and policy development.

Aims
The aims of the studies included in this dissertation were: (1) to contribute to
scientific knowledge with regard to family caregiver support within an actual
support system, and (2) to provide a practical example of the stepwise development of a new and comprehensive family caregiver support programme, by reflecting on the entire project management life cycle (initiation, development,
implementation and evaluation).
In order to achieve these aims, two projects were incorporated: the Caregivers´
Guide and Vade Mecum. The purpose of the Caregivers’ Guide was to develop a
new stroke-specific family caregiver support programme, whereas Vade Mecum
was intended to develop a new support programme that assists family caregivers
of elderly people. A practical and thorough example on how the new support
programme was developed, optimized and evaluated has been given in the Caregivers´ Guide (chapters 2-5). An example on the very first step of the Vade
Mecum project´s management life cycle – the initiation phase - was presented
in chapter 6.

Outcomes of the stepwise development process
The new and comprehensive stroke caregiver support programme is the product
of a systematic, multiperspective and methodologic development process.
The Caregivers´ Guide project management life cycle contained three phases:
development, implementation and evaluation.
The development phase included two steps: 1) development of the preliminary
Conceptual Building Blocks (CBBs) (chapter 2), and 2) design of implementation management instruments (chapter 3).
First, the needs for a family caregiver support programme in the Aachen region
(Germany), were explored (chapter 2). Prospective end-users (experienced stroke family caregivers) and actual service providers (professionals) representing
the different rehabilitation phases of the current stroke support system, e.g.
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acute phase, participated in this exploration. The need for a personalized, holistic and multicomponent caregiver support programme emerged in both groups.
The proposal´s initial conceptual ideas: professional diachronic support through
all phases of rehabilitation, individual support with outreach counselling option, and information and psychosocial support; were: 1) explored regarding
their feasibility, and 2) adapted to the context-specific needs for comprehensive
caregiver support. This resulted in the Caregivers´ Guide preliminary concept
containing five CBBs: `Content´, `Human resources´, `Timing´, `Approach´,
and `Setting´, which focussed on the individual caregiver-counsellor interaction (individual level).
Second, project management techniques were applied to systematically analyse the new programme´s stakeholders and possible implementation risks in
the actual stroke support system within the Aachen region (chapter 3). Two
implementation management instruments were designed on the basis of these
findings,: (1) the general project implementation strategy, emphasizing communication, transparency, network-building and professionalism; and (2) the
comprehensive `stakeholder-risk atlas´ containing individual stakeholder information: role, access, contribution, power & interest, expectations, perceived
risks, and specific engagement activities.
The preliminary concept was optimized in practice before full-scale implementation (chapter 4). Using Participatory Action Research (PAR) strategy: (1) the
preliminary CBBs were tested, verified, and adapted, (2) new CBBs were developed, and finally (3) all CBBs were prioritized in order to achieve the overall
goal of the intervention. Optimization resulted in a matured concept with eight
CBBs, addressing the needs on both individual (end-user) and system (service
provider) levels. The five preliminary CBBs, `Content´, `Human resources´,
`Approach´, `Timing´, and `Setting´, were fine-tuned and prioritised to be the
`core blocks´ for providing individual caregiver support. The three new blocks,
`Network building´, `Communication´, and `Social safety-net´, were selected
to serve as `facilitating blocks´, intended to integrate and interlink each individual intervention within the actual support system, and to safeguard the new
support programme within the complex everyday working environment.
The Caregivers´ Guide was evaluated on both individual and system levels (chapter 5). On an individual level, quantitative data showed that providing personalized information and offering psychosocial support improved the caregiver´s
health literacy and stabilised psychosocial health; whereas qualitative data demonstrated health literacy enhancements in terms of knowledge, capability to
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act and individual empowerment. Psychosocial stabilisation enhanced self-confidence, life balance and emotional wellbeing. On a system level, professional
service providers perceived a positive impact of the efforts in communication
and network-building (facilitating CBBs) on the actual stroke support system,
as the programme enhanced their routine interaction with caregivers, quality of
care, support within their own organisation, and inter-institutional cooperation
within the region.
The Caregivers´ Guide was followed by Vade Mecum´s initiation phase (chapter 6). The current caregiver support and the needs for comprehensive caregiver support in the geriatric department were explored with the Participatory
Health Research (PHR) strategy. The preliminary steps of this process resulted
in: (1) discussion of the needs and expectations of the new support concept, (2)
formation of a research team representing all professions within the geriatric
department and involving them as co-researchers, (3) formulation of research
objectives, (4) exploring practical solutions for involving family caregivers in
the study, and (5) selection of an appropriate mix of qualitative data collection
methods consisting of interviews, focus groups and story-telling. Co-researchers underscored that family caregivers would benefit from systematic caregiver support that is offered by the geriatric multidisciplinary support team.
However, they postulated that in order to provide comprehensive support the
team must be equipped with the resources, e.g. training material, and the skills,
e.g. counselling skills (chapter 6, table 1). In Vade Mecum´s initiation phase,
participation degrees were achieved (chapter 6). In the closing-down workshop
of the initiation phase both co-researchers and external impulse providers declared that PHR contributed to their individual and professional empowerment.
The key outcomes of the development process of a new caregiver support programme are illustrated per project and phase in Figure 1.

Reflections on the outcomes
The Caregivers´ Guide contains eight CBBs that address the context-specific
needs for caregiver support on both individual and system levels (Figure 1,
centre). This new caregiver support programme was developed with a stepwise approach that includes: the initial exploration of the context-specific needs
and the multi-stakeholder setting (Chapter 2 & 3); the maturation in practice
(Chapter 4); and the confirmation (Chapter 5). This programme is based on both
international scientific and actual context-specific knowledge and experience.
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Our new programme answered in detail the essential conceptual questions for
providing stroke caregiver support at an individual level (Figure 1, centre). The
five core CBBs respond to the following questions: What support will be offered?
(`Content´); Who will support the end-user? (`Human resources´); When and
how long will support be offered? (`Timing´); How end-users will be approached
and supported? (`Approach´), and Where support will be offered (`Setting´).
The research team experienced that both end-users and service providers benefited from explanation of the complex support offer at an individual level with
the core CBBs.
To the best of our knowledge, this is the first stroke caregiver support programme
applying a systems thinking approach early in the programme, which helped to
address the programme´s complexity (WHO, 2009). The needs of the system are
addressed in the three facilitating blocks: `Communication´, `Network-building´, and `Social safety-net´ (Figure 1, centre). These blocks are compulsory
in order to support, integrate, safeguard and interconnect the new individual
caregiver support programme with the actual support system, and therefore may
be perceived as the programme´s `lifebelt´.
Designers and researchers of complex intervention programmes may profit from
the `block´ approach, subsuming detailed components. This approach may support teams in systematically addressing the needs at individual and system level, and to reflect on the programme´s completeness. Moreover, explaining the
complex programme with the ‘block‘ approach to caregivers, service providers
or outsiders was experienced as convenient and helpful.
A conceptual review was conducted in order to critically reflect on the concept
of our stroke-specific caregiver support programme. Detailed conceptual information from the existing scientific knowledge from other stroke caregiver programmes was compared to the Caregivers´ Guide CBBs.
Up until now the only existing scientific reports are based on two German stroke-specific caregiver support programmes: 1) a psychosocial support programme
that was offered to spouses in the home-care phase in Saxony (Wilz & Barskova,
2007), and, 2) a problem solving programme offered to caregivers directly after
rehabilitation discharge in Baden-Wuerttemberg (Pfeiffer et al. 2014). However, neither of these were developed and executed in the federal state of North
Rhine-Westphalia and neither reported specifically on the development of the
programme.
Unfortunately, only a few programmes have described their development phase
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in detail, e.g. Cameron et al. (2013). Recently, Forster et al. (2015) intended to
describe the development of the TRACS programme, yet, it remains unclear from
which knowledge base the different elements of the individual caregiver training course (curriculum) were evolved. None of the reviewed articles reported
in detail on the entire project´s life cycle. However, some information was found
concerning our five core CBBs: `Content´, `Human resources´, `Approach´,
`Timing´, and `Setting´ (Fig 1, centre). None of the stroke support programme
publications reported on any of our facilitating system blocks: `Communication´, `Network-building´ and `social safety-net´.
The Caregivers´ Guide CBB `Content´ includes two elements: `personalized information´ and `psychosocial advice´ (chapter 4). In the scientific literature
`Content´ is considered as `support type´. Four main types were recognized by
Visser-Meily in 2004 (see general introduction), and if two or more of these types
are combined, they are considered as `multicomponent´ (Wilz & Böhm, 2007).
Most of the reviewed programmes applied a multicomponent approach. Bakas et
al. (2009), for example, combined information provision with counselling, and
Schure et al. (2005) combined education with counselling. Some programmes
have offered a single component, e.g. Larson et al. (2005) provided education.
Forster et al. (2014) and Cameron et al. (2008) have shown, in agreement with
our results (study 2 & 4), that both of the elements: `personalized information´
and `psychosocial advice´ are necessary to address the various needs of caregivers. The reviewed programmes vary in content, and have a varying number
of elements, which might be attributed to the context, e.g. availability of other
programmes.
The CBB `Human resources´ containing `professional support´, `social skills´,
`personality traits´, `continuous capacity building´, and `professional supervision´, emphasizes the characteristics and needs of the professional for providing support. All reviewed programmes offered professional support, which is
typically provided by professionals with a medical or therapeutic background:
e.g. (specialized) nurses, medical doctors, psychologists, physiotherapists,
occupational therapists or speech therapists (Bakas et al. 2009; Wilz & Böhm,
2007). Some programmes provided multidisciplinary support (Forster et al.,
2013; Ostwald et al., 2013), and in two programmes social workers were part of
the multidisciplinary team (Glass et al. 2004; Marsden et al. 2010). In our programme, a clinical social worker was appointed as the support provider (chapter
2 & 4). This was found to be practical, as a clinical social worker possesses the
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knowledge (health and support system) and the skills (counselling and network
building) to fulfill this new job profile.
Only one earlier publication has reported on a combination of professional and
peer support in a web-based support (Smith et al., 2012) that resulted in a better understanding of the emotional needs of both the caregiver and the stroke
survivor. This is not comparable with our programme, which offers face-to-face
support and peer support as `add-on´ element.
No publication has yet emphasized the `skills´ and `personality traits´, which
emerged as one the outcomes in our study seen as necessary for offering adequate support to the caregivers. Both components were considered by the caregivers to be fundamental in offering adequate `psychosocial advice´ (Chapter
4). Moreover, it became evident during the optimization phase that providing
stroke caregiver support is also professionally and emotionally demanding for
the counselor. In order to prevent overburdening, `continuous capacity building´ and `professional supervision´ seems to be necessary, and should be
offered. None of the reviewed publications have reported on these issues. However other German support programmes for pediatric family caregivers have
used these components successfully to protect and empower their professional
counselors and support teams (Bunter Kreis, 2017).
The CBB `Approach´ includes `flexible outreach counseling´, `focal person
support´, `direct communication´, and `active engagement´ (chapter 4). During the optimization phase, both end-users and service providers highlighted
`flexible outreach-counselling´ as a fundamental component. This proactive
and personalized component encouraged caregivers to seek and receive support, and likewise contributed in early detection of and support for the most
vulnerable caregivers, which is a public health concern. None of the reviewed
stroke programmes applied `outreach counselling´ that is otherwise seen in
public health programmes, e.g. HIV/Aids prevention, where it is frequently and
successfully applied for the same reasons (Ahmeda et al., 2013). We are convinced that stroke support programmes will also benefit from this approach.
In our programme, continuous support to the caregiver is offered across the
stroke survivor´s rehabilitation by the same counselor (focal person support)
trajectory. During the maturation process, this component was especially appreciated by the end-users, as it allows the development of a stable relationship
and augments their sense of security. The system benefited from the maintenance of the communication flow during transitions that was guaranteed by this
component.
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We have identified four modes of support provision in the literature: 1) faceto-face in an individual meeting, e.g. Lincoln et al. (2004); 2) face-to-face in
a group meeting, e.g. Foster et al. (2013); 3) indirect support via web-based
/telephone in an individual session, e.g. Bakas et al. (2009); and 4) indirect
support via web-based /telephone in a group session, e.g. Smith et al. (2012).
Most programmes approached caregivers face-to-face in individual or group sessions. Our programme applied the term `direct communication´ (mode 1), as in
the optimization phase individual face-to-face support was promoted as being
most effective, an approach also advocated by Bakas et al. (2014). However,
we promoted flexibility regarding the mode, as for a variety of reasons, such as
geographical distance, face-to-face support might be difficult at certain times.
During optimization, caregivers and the counselor stated that `direct communication´, including personal communication via telephone or mail, was also
experienced as supportive.
As outlined in Chapter 2, caregivers requested to be more involved in the transition and discharge processes of their patient, and this has also been reported in other research, for example Creasy et al. (2013). As a result `active engagement´ was included in the CBB. However, during optimization one of the
outcomes in the PAR process was that caregivers presented very different views
regarding the degree and the moment of engagement and that the desire for
participation in the caregivers was enhanced during its emotional stabilization
process. We would, therefore, promote flexibility in regard to the degree of participation (Cornwall, 1986).
The CBB `Timing´ specifies that flexible caregiver support should be offered
`through all phases´ and `as early and for as long as needed´, which might be
the best possible support in our setting. In the literature, we observed variation
regarding the onset, duration and intensity of the support. Some programmes
already supported caregivers in the first month post stroke, i.e. the acute phase
(e.g. Forster et al., 2013), but in all of them support lasted no longer than the
second month post-stroke. In most publications the programmes started in the
second month post stroke, which can be considered as the rehabilitation phase
(e.g. Ostwald et al. 2013), or even later. For instance Schure et al. (2006) and
Lincoln et al. (2004) started a support programme from month six post-stroke,
in what might be considered as the home care phase. The shortest intervention
only lasted for two hours (Aguirrezabal et al., 2013), whereas the longest interventions lasted twelve months (Ostwald et al., 2013). The intensity varied from
a single session (Aguirrezabal et al., 2013) up to 15 bimonthly sessions, each
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lasting 90 minutes (Wilz & Barskova, 2007). A long-term intervention, offering
flexible support across the entire rehabilitation trajectory of the patient (acute,
rehabilitation and home care phase), has not been presented in the literature.
On our case the CBB `Setting´ promotes a flexible place for counselling in a
trustful, private and convenient atmosphere. Both end-users and service providers have emphasized that additional support should be offered in the home environment (chapter 2). End-users in particular appreciated home visits when the
patient returned home, as it helped them to feel certain with the new situation
(chapter 5). Service-providers valued the home visits of the counselor as it helped to assess the actual home environment and to better prepare transition, for
example by initiating adaptations in the bath room. In the reviewed programmes, support was mostly offered in counseling or training rooms which belonged
to the organizational setting (Forster et al., 2013), and only some programmes
offered individual home visits as a follow-up to the original group support (e.g.
Schure et al., 2006). In telephone support (e.g. Bakas et al., 2009) or web-based
support (e.g. Lutz et al., 2009) the `setting´ was not of concern. We discovered
that offering at least one counselling session in the caregivers´ home environment during the PAR part of the development was perceived as enhancing the
counselling process by caregivers and service providers, as well as by the counselor. Therefore, it was decided that the aspect of flexibility should be integrated
in the matured concept.
In our matured concept the facilitating CBB `communication´ contains two
components: external and internal communication, and promotes activities
necessary to augment visibility, transparency, marketing, and credibility of the
programme (Chapter 4). `Communication´ is the connecting CBB of the entire
program, which was perceived as vital, since it facilitates, supports and safeguards the programme at the individual and system levels. Investing in different
`communication´ activities helped to ensure accessibility to the counsellor for
the caregiver, and established clear communication lines with the different service providers during the trajectory, resulting in ensuring a constant communication flow at all levels. Effective `communication´ is a key element for enabling
change in complex systems (Grol et al., 2013). In order to manage the multilevel communication needs, we developed a general implementation strategy
(Chapter 3). However, for a complex intervention in health a communication
plan would be an asset, as advocated by the Center for Disease Control (2018).
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The CBB `Network building´ includes three components: professional, interprofessional, and scientific networking, which built the fundaments for knowledge exchange and dissemination (Chapter 4). The service providers appreciated
`Network building´ as an important factor in connecting and safeguarding CBB
within the system. Investing in building up personal relationships between different stakeholders also resulted in understanding the complexity of some cases
and resulted in improving communication during transferals. Sustainable networks may impact positively on the service provider’s intrinsic motivation and
quality of support (Grol et al., 2013). As caregiver support programmes do not
operate in a vacuum, new programmes in particular will profit from building up
networks, as this helps to generate new context-specific knowledge and experience.
As a final step the CBB `Social safety-net´ was added to the concept. This consists of two components: emergency assistance and peer group. Both were considered as necessary to safeguard the family caregiver in their role after discharge from our programme. In the optimisation phase, the opportunity to receive
emergency assistance after discharge was highlighted as emotionally stabilising
for the caregiver by both the caregivers and home care service providers. Some
caregivers specified their interest in peer support. In general, peer support is a
potentially low cost way to enhance well-being (Kessler et al., 2014), by offering
an opportunity to socialize with, learn and listen to others (NSA, 2018). Contrary to, for example the UK, the benefit of peer group support is not as widely acknowledged in the German society, especially amongst the older generations. As
a consequence stroke caregiver groups are scarce. However, some stroke caregivers may benefit from peer support, especially in the home care phase (Cameron
et al. 2008, Visser-Meily 2004). On the basis of these preconditions, the possibility of establishing a stroke caregiver peer group was explored, and an actual
peer group was founded in the Aachen region. At the end of each counselling
trajectory, caregivers were encouraged to join this group. The final CBB `Social
safety-net´ interlinks the individual caregiver and the system, for example by
referring caregivers to the communal caregiver support services.
Reflections on the research process
The development process of this new stroke caregiver programme differed from
that of other programmes. Our programme´s development implied four research
highlights: 1) the new programme was considered as `complex´ from the begin-
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ning, and therefore a systems thinking approach was applied; 2) the project management approach and affiliated techniques were utilized for the development
process; 3) the matured concept is based on a comprehensive context-specific
understanding and optimization in practice; and 4) both end-users and service
providers contributed in the programme´s development over the entire project
life cycle.
Complexity and systems thinking
The needs of family caregivers are complex (Bakas et al., 2014). In order to address these needs different components, intervention levels and stakeholders
might be involved, and therefore the caregiver support programme might also
be complex. In order to achieve the Caregivers´ Guide overall aim, namely to
maintain the quality of life of stroke caregivers and reduce their burden, the research team was attracted by the UK framework for complex interventions that
considers the complexity of an intervention (Craig et al., 2008). The Caregivers´
Guide is the first (published) stroke caregiver support programme that was developed from the start with a complexity perspective (chapter 2).
Caregivers support needs are context-specific and depend on the availability of
support (Redfern et al., 2006). Caregiver support programmes are not implemented in a vacuum but within an operating system. Consequently, achieving
an in-depth contextual understanding was considered as compulsory for the
development of a new stroke caregiver support programme within the Aachen
region (Germany). Through the Caregivers´ Guide experiences in all phases,
it became apparent that comprehensive caregiver support programmes are interlinked with the system, requiring the collaboration with the system. We demonstrated how complex caregiver interventions could benefit from a systems
thinking approach. Systems thinking elements were addressed in all phases of
the programme by promoting stakeholder´s participation (chapter 2-6), network-building, communication and feedback loops (chapter 4), and by applying
the complex system perspective during research (WHO, 2009; Arnold & Wade,
2015; Waldman, 2007). Systems thinking helped the team to develop the eight
CBBs, addressing the needs for caregiving support not only at an individual but
also at a system level. Early consideration of the importance of the support system and application of the systems thinking approach seems to have a positive
effect on the comprehensive development of a new programme.
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The stepwise development approach used in the project management life cycle
qualified the team to specifically address potential complexity and contributed
to the concept development, finally resulting in a matured concept. We demonstrated that carefully developing and testing the CBBs in practice resulted in
meeting the needs of both the individual caregivers and the system (chapter
4), as confirmed in the programme´s impact evaluation (chapter 5). When initiating Vade Mecum, the complexity of the problems regarding the current caregiver support was also addressed at both caregiver and system levels (chapter
6). Understanding and addressing the complexity early in the project life cycle
might be diminish “teething problems” during the programme´s progress and
enhance the outcomes at both individual and system levels.
Redfern and colleagues (2006) reported that interventions in stroke care are
complex. Surprisingly, none of the publications we found on this subject that
have appeared since then have reported on the incorporation of a systems view,
or even mention the complexity of the system. Our research team considered the
importance of the actual support system for the new support programme early
in the project´s life cycle. Besides focusing on the individual level, the system,
with its stakeholders, was also explored, and needs were assessed and addressed in the facilitating CBBs (Chapter 3 & 4). This was perceived as positively
impacting on the actual support system (Chapter 5). Due to our investments, the
research team was qualified to evaluate the programme´s impact on both levels.
Translating knowledge from the project management
When aiming to develop, implement and evaluate a complex intervention such
as the Caregivers´ Guide, it would appear indispensable to have a profound understanding of its complexity regarding the multi-stakeholder landscape within
the stroke rehabilitation trajectory and possible factors jeopardizing the implementation of the programme. My previous working experience in the field of
Humanitarian and Development Aid triggered me to recognize this complexity
and its challenges and to search for possible solutions that help in achieving
contextual readiness, as well as in navigating and assisting the intervention´s
implementation and evaluation phases. Tools originating from the project management - PM-, that is “the application of knowledge, skills, tools, and techniques to project activities to meet the project requirements”, were considered
to be a good choice to achieve our requirements (Project Management Institute
- PMI, 2013). The new programme´s development was framed in a PM life cyc-
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le, which helped to structure, monitor and control the necessary steps (PMI,
2013). Exploring in detail the new programme´s stakeholders and the possible implementation risks, both well-known techniques in project management
(WHO, 2009; Dogherty & Estabrooks, 2015), was integral part of the development (Chapter 3).
Stakeholder and risk analyses helped to gain insights into the characteristics of
the current care provision and involved organisations within the Aachen region,
which can be considered as crucial for the development of a complex programme
(Campbell et al., 2007). The research team benefited from identifying the primary stakeholders and considering these as main contributors, possessing the
power to promote or hinder implementation, which resulted in their systematic
engagement in the further development process (chapter 4, chapter 5). Furthermore, analyses helped to identify and include all the important stakeholders
in the programme, for example the University Hospital Aachen, with its stroke unit and specialized neurosurgery department. As result, all acute hospitals
were included as primary stakeholders in the new programme. End-users, service providers in the system, and also the research team all reported that including all acute care providers had a positive influence at both the individual and
system levels (chapter 5), as caregiver support aimed to start in the acute phase.
Nowadays, stakeholders are recognized as an important factor in the field of
complex public health interventions, implementation sciences and health system development (Dogherty & Estabrooks, 2015; Wensing et al. 2013, WHO,
2009), and our experience confirmed this.
Furthermore, we invested in achieving a clear understanding of possible implementation risks, as advocated by Dogherty & Estabrooks (2015). For this purpose the programme´s stakeholders were engaged in the risk analysing process,
resulting in the gain of an insightful, context-specific and multi-perspective understanding. Risks were identified and categorized in project-related and stakeholder-related risks, and further assessed on their likelihood (table 2, Chapter
3). This process enabled the team to develop context-specific risk mitigation
strategies.
The new programme´s stakeholders and potential implementation risks were
explored early on and systematically, as recommended by Möhler et al. (2012)
and Hawe (2015). Systematic analyses enabled the team to design two project
management instruments: the general implementation strategy and the individual stakeholder-risk atlas (chapter 3). Both instruments helped to plan the
general activities and enhance the projects team´s capability in managing the
implementation process within the existing support system structured through
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systematic stakeholder engagement, as promoted by Jepsen & Eskerod (2009)
and Handley et al. (2016).
Optimization in practice and design thinking
During the development of the new programme we invested in a optimization
phase, as Semeus et al. (2015) have reported ‘implementation of a complex intervention is often a black box’, as it remained up until this moment unclear if the
preliminary CBBs were mature enough and complete enough to addressing the
comprehensive needs. Therefore, we expressly applied PAR that is considered to
bridge the gap between theory and practice (Buul et al., 2014). Iterative PAR
cycles (Baum, 2016) and three optimization steps, including: (1) verifying and
fitting the preliminary concept, (2) detecting, developing, verifying and fitting
new CBBs, and (3) prioritizing all CBBs, were applied to mature the programme
in practice (Chapter 4, Fig 1). By doing this we were attracted by the design
thinking approach (Brown & Wyatt, 2010), where trying out and improving the
prototype is considered as obligatory for the development of a new programme.
New knowledge was generated in a co-creative way, as advocated by Greenhalgh (2016) and Baum (2016). The needs of the system became more evident
through practical trial, and resulted in three new CBBs: `Communication´,
`Network-building´ and `Social safety-net´ (Figure 1, centre). Both the endusers and system providers stressed that new caregiver support programme´s
teams would benefit from investing in `Communication´ and `Network-building´. These will help in awareness of possible obstacles within the system, for
example staff turnover or modifications within the support system, such as new
support providers. Both elements were considered as important in initiating
change within the system, for example the inclusion of caregivers in transferal activities. Stakeholders advocated that the new programme should offer an
`exit strategy´ for caregivers after programme discharge. A `Social safety net´,
including emergency response and creation of a peer group, was part of this process. All in all, our optimization resulted in maturing the programme on both
individual and system level, which possibly enhanced the impact at both levels.
Participation of end-users and service providers
We included both groups of stakeholders: end-users (stroke caregivers) and current service providers (e.g. nurses, social workers), in the development process
of the Caregivers´ Guide. They contributed with context-specific knowledge and
experience from different perspectives, resulting in an in-depth contextual un-
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derstanding of the actual needs.
In our case an early and personal engagement with these stakeholders, who
have face-to-face contact with family caregivers in their daily work (service providers), was compulsory. This was because in the project´s initiation phase in
2011 only the heads of the departments of some support stroke organizations
within the system were approached and asked for their commitment, which did
not prove ideal. Subsequently, when starting our new programme at the end of
2012, we noticed that professionals at the periphery of the departments, e.g. social workers or case managers, were not informed of the new initiative, resulting
in uncertainty and resistance within the system. Retrospectively, it would have
been better to involve some representatives, of, for example, the nurses or social workers, in the initiation phase, for example via focussed discussion. Based
on my experiences in initiating other public health programmes, e.g. maternity
health, as well as on Vade Vecum´s initiation phase, complex health programme teams will benefit at this moment from stakeholders internal system-knowledge, institutional memory and experience. Moreover, expectations, possible
implementation risks and contributions can be clarified and will contribute to
the quality and feasibility of the project proposal. Investing time to personally
explain in detail the project´s scope to the potential contact persons within the
organization, and at the same time inviting service providers to actively participate in the development process resulted in a proactive working atmosphere,
professional relationships and network-building, as we experienced during the
development of the preliminary concept. Moreover, early engagement with the
service providers (chapter 2, & 3) resulted in contextual readiness for the new
programme within the system. This, we found, was fundamental, as the Caregivers´ Guide team members, including the clinical social worker offering personalized caregiver support, were not a part of existing stroke support system, but
all affiliated with the external academic research institute (KatHO). These conditions implied a potential for conflicts between both professional groups, the
system´s service providers and the external counselor, which might negatively
affect the implementation of the new support programme. Early and systematic
stakeholder engagement may enhance the feeling of ownership and the acceptability of a new support programme within the support system, as was suggested by Caron (2014). Exploring the ground with stakeholders´ engagement
will help lead to a multi-perspective and detailed contextual understanding.
Moreover, high participation grades may lead to the individual and professional
empowerment of both co-researchers and professional researchers (chapter 6).
In the optimization phase, participation empowered stakeholders to provide cri-
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tical information, and internal system knowledge to better fit the new programme into the existing system and to give constant feedback during the maturing
process. Participation of external stakeholders was found to be a crucial to the
research team for the development of the new programme. It was the base for a
supportive, transparent and positive working atmosphere between the research
team and the service providers. Moreover, participation enhanced the communication flow, enabled the early access to the end-users, helped to establish professional networks, and encouraged the foundation of the peer support group.
End-users and service providers were both included in the Caregivers´ Guide
programme evaluation. Results were presented in the project´s closure workshop, and this was especially appreciated by the service providers within the
support system.
In contrast to the approach used in the Caregivers´ Guide initiation phase,
which took place before the start of the actual project presented in this dissertation, the second project, Vade Mecum, started with a PHR-based initiation
phase (chapter 6). Professionals from the multidisciplinary team were engaged as co-researchers from the beginning. Our findings show that working with
high levels of participation leads to professional and personal empowerment of
the research team (co-researchers and professional researchers). Participation
of the different professions helped to gain a rich picture of the actual needs.
Working with high participation degrees seems to be promising when initiating
a new, complex support offer in an intricate and fragmented multi-stakeholder
landscape, for example in geriatric care (Cornwall, 1996).
Service providers and end-users felt appreciated in their role. The explicit involvement in the new programme´s development was perceived by the end-users as
a “privilege”. The service providers considered participation as “necessary feedback-loop” for improving the quality of support for the patient-caregiver dyad.
Only a few publications have reported on the inclusion of the caregivers´ perspective in the development of the stroke caregiver support programme(Brereton et al., 2007; Funk & Stajduhar, 2009), and only recently have the service
providers´ views been gathered for the programme´s development (Cameron et
al. 2013; O´Brien et al. 2014). Only one qualitative study from Canada (Cameron
et al., 2013) has reported on the inclusion of end-users and service providers
during the development of the `Timing it Right´ stroke family education programme. Our findings show that research teams can benefit from stakeholders´
participation during all phases of the project´s life cycle. However, participation
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requires flexibility in terms of time, resources, and the willingness of all participants to learn from one another.

Methodological considerations
Design
A variety of research designs were applied for the development of the new and
complex caregiver support programme, most of which were qualitative. The Caregivers´ Guide´s project management life cycle encompassed four sub-studies
with different designs: (1) a QUAL-QUAL design was applied in order to gain a
context-specific understanding and to build on this for the preliminary concept
(Chapter 2); (2) systematic stakeholder and risk analyses, followed by a qualitative design, were used to understand the multistakeholder landscape and
to develop implementation management instruments (Chapter 3); (3) a qualitative research design with integrated PAR strategy was applied to optimize
the preliminary concept in practice (Chapter 4); and finally (4) an integrated
quant-QUAL and a QUAL-QUAL design was applied to evaluate the outcomes of
the programme at both individual and system levels (Chapter 5). In the Caregivers´ Guide the same organisational groups and, in part, the same participants (service providers) were involved in different steps of the programme´s
development. This was helpful as researchers were aware of their expectations
and therefore addressing their needs was possible.
In the Vade Mecum´s initiation phase PHR strategy was applied to explore the
context-specific needs and to empower co-researchers for qualitative data collection and analyses within their setting.
Using more than one data collection method was stimulated by the positive experience of the primary researcher when exploring other complex public health
issues. For instance in 2004, in West-Darfur (Sudan) during the humanitarian
crises, it appeared to be insufficient to only conduct quantitative surveys when
monitoring the nutritional status of certain refugee populations. In order to
gain an in-depth understanding of the nutritional situations of the vulnerable
groups, qualitative methods where applied: focus groups, qualitative household
surveys, observation, security walks. The combination of different qualitative
data collection methods, so-called methodological pluralism (Morse, 2003),
achieved a rich and comprehensive understanding of nutritional situation in
these refugee camps. This knowledge qualified our teams to adapt the nutritio-
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nal support programmes according to the real needs, e.g. changing the schedule
for food distribution for malnourished children. Finally, this investment enhanced the outcomes of our programme: reduced U5 mortality, decline in rehospitalisation in the Therapeutic Feeding Programme, and increased food security for
vulnerable groups.
In the Caregivers´ Guide the application of methodological pluralism (Morse,
2003) resulted in the gain of an enriched and more complete picture of the stroke caregiver landscape in Aachen. Collecting mixed methods data might be considered by the research team to be overwhelming or time consuming (Stange et
al., 2001). However, our findings illustrate that methodological pluralism contributed in gaining rigorous understanding of the complex needs, as predicted
by Borglin (2015) and Phillips et al. (2014). Gathering knowledge from different
perspectives assisted in gaining a more holistic understanding of the complexity, as predicted by Morse and Cheek (2014) and Graneheim et al. (2017), which
was considered as crucial for the new programme´s development in the Caregivers´ Guide and Vade Mecum.
The impact of the Caregivers´ Guide programme at an individual level was evaluated using quantitative and qualitative evidence (quant-QUAL), which has
been promoted as obligatory by Campbell et al. (2000). The relatively small and
limited quantitative part served to navigate the further exploration with more
extensive qualitative research on an individual level. Utilizing quantitative instruments at a system level was considered as unsuitable for the purpose of the
research question on methodological grounds, for example because of the diversity of participants on different levels, e.g. acute care or home care support.
Qualitative research aims to gain a complete and detailed description of a phenomenon (Denscombe, 2005). It is increasingly used in health care development
and nursing sciences. In the public health domain, however, it is difficult to find
examples of qualitative research. Qualitative methods may provide several advantages: 1) it is `grounded´ on reality and flexibility, e.g. in terms of setting
and timing; 2) it provides a `thick description´ of a phenomenon which helps
to understand and deal with complex and intricate circumstances; 3) it implies
the space for alternative explanations from different perspectives, e.g. endusers and service providers; 4) it may help to explore possible implementation
risks or reflect on a intervention´s maturity (Denscombe, 2005, p. 281; Campbell et al., 2000; Anderson 2010). Its disadvantages may be that: 1) data may
be less representative for all caregiver groups, due, for example, to its strong
context-dependency, 2) its interpretation is bounded with researcher´s identi-
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ty, background and beliefs, the so-called researcher bias, and 3) data analyses
and interpretation is time consuming (Denscombe, 2005; Silverman 2005; Anderson 2010). Our findings demonstrate that the entire development process of
the Caregivers´ Guide programme benefited from qualitative research. Through
qualitative research we gained a comprehensive understanding of the complex
issues attributed to family caregiving. Qualitative research helped to manage
our data without destroying complexity and context, as predicted by Atieno
(2009). It enabled the data collection and analysis of rich data from different
perspectives and on different levels. However, it was resource consuming and
required advanced methodological skills.
Qualitative research outcomes depend on the participants of the study. In our
case, sampling was determined by the aim of study, and therefore both endusers and service providers were invited to contribute their knowledge and experience in each step of the development. Maximum variation sampling and
convenience sampling was applied with the service-providers in order to gain
a multi-perspective and in-depth understanding. Professionals from the health
and social services, representing the real world support system, including the
acute, rehabilitation and home care phases, were included, and this was experienced as helpful.
Convenience sampling was applied with the end-users for ethical reasons, as
some caregivers felt emotionally overburdened in the beginning of the counselling process and therefore did not wish to participate in the research. Participants with different caregiver affiliations, e.g. partners or adult children, were
included. The sample sizes of the different studies were relatively small and saturation may not have been reached. Nonetheless, in qualitative research sample sizes are not determined by fixed rules or duration of an interview (Patton,
2001), but concern a multi-perspective and context-specific understanding of
the phenomena.
The quality and rigor of qualitative data allows reflections on its trustworthiness
and authenticity (Guba & Lincoln, 1985) Qualitative research is still criticized
by some part of the scientific community as being biased, anecdotal, and for
lacking rigor, however the opposite is the case if it is conducted with high quality (Anderson 2010). In our study trustworthiness was achieved by careful reporting and long-term engagement (Phillips et al. (2014), resulting in credible,
confirmable and defendable data. Credibility and confirmability benefited from
applying bottom-up approaches during data collection, as promoted by Sprin-
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gett & Wallerstein (2008). However, transferability is provided to some extent
only due to its context-dependency. We triangulated our findings from different
levels: individual level vs systems level; from different perspectives: service
providers in the acute, rehabilitation, home care phase vs end-users; as well as
within different methods: interviews vs. observation. Triangulation helped to
achieve a balanced perspective of the results and gained a rich picture, which
resulted in enhancement of the trustworthiness (Morse, 2009).
We consider our data as authentic because: (1) multi-perspective information
was gathered (fairness), (2) participants were given a true `voice´ (ontological
authenticity), (3) preliminary and final outcomes were discussed and disseminated (educational authenticity); (4) our research stimulated change on individual and system levels (catalytic authenticity), and finally, (4) participants felt
empowered though the research (tactical authenticity).
The role of the researcher in qualitative research can be both a strength and a
weakness, as it is strongly dependent on the skills, experience, intellect, and
creativity of this person (Patton, 2002). In our case, the skills and experience, as well as critical thinking, increased during the programme´s development
process. In order to reduce interviewer bias results were cross-checked by an
independent researcher, and member checking was applied when interpreting
focus group results (Chapter 3, Chapter 4, and Chapter 6).
Qualitative research is an umbrella term (Silverman, 2005), which incorporates
different methodological approaches, for example PAR, that focus on co-creation of knowledge. In our study PAR was found to be helpful in testing and optimizing the preliminary concept in practice, before full-scale implementation,
resulting in a matured concept (chapter 4). The research team benefited from
engaging with stakeholders in order to generate new knowledge, as promoted
by Meyer (2000) and MacDonald 2012. Feedback from participants was requested in iterative cycles, which also led to change in practice, e.g. improved communication between different organisations, as promoted by Meyer (2000) and
Baum (2016).
Due to its cyclic nature, insider knowledge can be generated in a co-creative way
with the stakeholders. Potential conceptual weaknesses might be detected and
options for improvement can be explored and tested in practice. Participants
and researchers benefit from professional development, and participation might
lead to greater respect, acceptance and a better working atmosphere (Denscombe, 2005). On the over hand PAR is time consuming, context-dependent and
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therefore has limited representativeness, and often involves extra work for the
participants (Denscombe, 2005). In our case stakeholders´ motivation to contribute with their knowledge and experiences was high, as this process impacted positively in their daily work. However, true participation requires power
sharing, and therefore research teams must be skilled and open to new thinking
(Baum, 2016).
PAR is growing in popularity in social sciences, organisational development and
health and social care (Descombe, 2005). However, PAR is not often reported in
public health´s academic literature, despite reporting on small, context-specific programmes, for example a preventive obesity study (Baum, 2016; Oen &
Stormark, 2013). Research teams and practitioners may benefit from PAR when
aiming to systematically test and optimise a new family caregiver support programme.
Modes of knowledge generation
We utilized both top-down and bottom-up modes of knowledge generation, also
labeled as mode 1 and mode 2 research (Gibbons et al., 1994). In the Caregivers´ Guide project the contextual needs for caregiver support were explored
top-down, the preliminary five CBBs were developed top-down (study 1, Chapter
2), and stakeholders were analyzed top-down., Implementation risks, however,
were analyzed bottom-up, whereas implementation management instruments
were designed top-down (study 2, Chapter 3). The preliminary CBBs were optimized in practice bottom-up by (study 3, Chapter 4), while the impact in the
evaluation phase of the study was evaluated top-down (study 4, Chapter 5).
When initiating Vade Mecum, Participatory Health Research, a bottom-up working strategy was applied (study 5, Chapter 6).
In public health both approaches of knowledge generation: top-down and bottom-up, can be applied and each working approach has its strengths and weaknesses (Pearce, 1996). Traditionally, new knowledge is generated by `ballooning
over´ the scientific (international) landscape without getting involved with the
people who would be actually affected by the research or the programme. The
top-down approach is predictable in terms of required time and resources. However, is likely to generate mono-perspective knowledge, which limits the indepth understanding of the specific context obligatory for complex interventions (Campbell, 2007).
Bottom-up approaches are increasingly applied in health system development
and nursing sciences (Baum, 2016; Oen & Stormark, 2013). Bottom-up is `engaging with´ the people and involving them in a democratic manner, for example

168

Chapter 7

in research activities or programme development (Cornwall & Jewkes, 1995).
In the new generation of project management, bottom-up approaches are considered as flexible, for example in terms of methods or team compositions, and
collaborative, involving, for instance, different organizational levels (Cordella,
2018). However, bottom-up approaches of knowledge generation require flexible research and communication skills and more openness from both participants and researchers. Bottom-up research is less predictable but provides
the context-tailored solution. We benefited from the top-down approach when
exploring the general needs, developing the preliminary CBBs and in evaluation of the programme (Chapter 2 & 5). Applying bottom-up strategies helped
to gain multi-perspective understanding, increased motivation of the participants and assisted in reducing the gap between theory and practice (Cornwall,
2008; Baum, 2016; WHO, 2009). In the development of the Caregivers´ Guide
programme on an individual level, bottom-up strategies helped to understand
the complexity of the problem in the real world, to assess the implementation
risks and to optimize the CBBs (Chapter 3 & 4). On the system level, bottom-up
strategies enhanced the feeling of ownership and acceptability. Combining both
top-down with bottom-up approaches seems worthwhile during the development of a new caregiver support programme.
For initiating Vade Mecum we explicitly decided to apply PHR strategy. In PHR,
a bottom-up direction and active participation are acknowledged as central
elements. Participants from the service provider group were engaged as co-researchers and during the project´s live cycle high participation degrees were
achieved (Cornwall & Jewkes, 1995). PHR has a flexible nature, for example
in terms of time, resources and outcomes (Wright, 2013), which enables the
team to choose data collection methods that met the context-specific requirements for each professional group, e.g. resources or professional´s group size;
and to develop from this their schedule for data collection. However, PHR was
perceived as time-consuming, for example in data collection and analyses, and
unpredictable in its outcomes. In our case, meeting with co-researchers were
scheduled during their working hours, although some homework was necessary for each co-researcher, for example in preparing the next research steps.
But overall, PHR led to generation of new, context-specific and practical based
knowledge from different perspectives, which was based on real-life experience,
as predicted by Wright (2013). Each professional group contributed to the mosaic of the context-specific needs. Moreover, co- researchers were empowered
by PHR strategy, which impacted on their intrinsic motivation and professional
development.
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In the Vade Mecum project time was invested in team-building activities, with a
focus on building trust, mutual understanding and development of a collective
goal. On the one hand this was found to be helpful for equipping and empowering co-researchers for their new role, which was especially important because
of the fact that the German health system is organized top-down. None of the
co-researchers had been engaged in research with a bottom-up strategy before, and consequently it took some time to grow into this role. While the study
progressed, the participation degrees (Cornwall, 1996) could be increased from
consultation (degree 3) to co-learning (degree 5). Co-researchers felt appreciated by their professional peer group, the head of the department and the external impulse provider, which resulted in a high intrinsic motivation and feeling of ownership. As a consequence, the professional impulse provider gained
detailed contextual understanding of the actual geriatric support system with
its strengths and weaknesses. Overall, PHR was perceived as a very interactive,
creative and effective strategy for generating new and practical based knowledge in this specific setting. However, as the decision making process is democratic (Seidel & Fixson, 2013), PHR requires tolerance and critical reflection skills
when aiming to initiate bottom-up change within the system.
Most published stroke caregiver programmes apply traditional top-down designs,
and no programmes have reported on the application of bottom-up approaches
during their development phase (see, for example, Ostwald et al. 2013). Reports
on initiating a new programme with PHR were also not found.
Measurements
Interviews, focus groups, and observations were used as qualitative measurements. These instruments were adapted to the context and the background of
the participants.
However, in the evaluation phase, only one quantitative instrument, a self-developed questionnaire focusing on HL and PH, was used to assess the impact
on individual caregivers (Chapter 5), which may be seen as a limitation. However no context-specific instrument focusing on caregivers´ HL and psychosocial support was available in the German language. General instruments for assessing HL in populations are existent, e.g. the Health Literacy Questionnaire
(Osborne et al., 2013), or the European Literacy Questionnaire (Soersen et al.,
2013). In order to allow a comparison with other stroke caregiver programmes,
it might also have been useful to include one of the frequently used instrument
to measure burden, e.g. Caregiver Strain Index (Robinson 1983), or a resource
oriented instrument Utrecht Coping List (van den Heuvel et al., 2002). However,
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these would first have to be translated and validated, which was unfortunately
not foreseen in our project.
Data analyses
Qualitative content analyses were used for examining the qualitative data. The
structured and systematic approach was experienced as being helpful for gaining an in-depth understanding and for developing the new programme, as promoted by Hseih & Shannon (2005), Graneheim (2017) and Krippendorff (2013).
Content analyses is a relatively cheap, low tech and fast method to analyze data,
and is considered as highly reliable due to its systematic analyzing process,
which allows replication. Moreover, it is important to present trustworthiness
by reflecting on the credibility, dependability, confirmability, transferability and
authenticity of the findings (Graneheim & Lundman, 2004; Elo et al., 2014).
Therefore, content analyses benefits from an independent coding process, for
example by a second researcher that may diminish methodological weaknesses.
In addition, efforts on systematic reporting on the data analyzing process are
crucial.
The limitation would be that our programme is, to the best of our knowledge,
the first published complex caregiver programme operating at both individual
and system levels, and therefore our findings are foundational and exploratory.
Comparison with other caregiver programmes was impossible due to its unique
and complex nature, as well as to its context-dependency.
The flexible CBBs are tailored to the actual needs of caregivers and the system
in the Aachen region, and therefore transferability to other settings or other
caregiving groups is limited, which is normal for complex programmes.

Implications for further research, funders and policy makers
Further research
Complexity
Caregiver support programmes fit the definition of complex interventions (Craig
et al., 2008), and consequently, exploring and addressing complexity seems to
be obligatory for the development of a new programme. Our findings show that
it was fundamental to invest in activities, which assist in gaining an in-depth
understanding of: 1) the context-specific needs, 2) the current support system
with its stakeholders, and 3) possible levels of interactions.
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We have shown that investing time and efforts in understanding the needs for
a new programme at individual (end-user) and system (service provider) levels
was worthwhile. This new generated knowledge qualified researchers to address
the context-specific needs in the new concept. Although we did not measure
this directly, it might possibly contribute in reducing “teething problems” during implementation and might enhance the programme´s transferability and
sustainability. Our stroke specific caregiver support programme was the first report to address the needs on both levels in one programme. Further research on
addressing the needs on both individual and system levels is required, in order
to enhance the outcomes of a program on both levels.
We applied project management techniques (e.g. stakeholder & risk analyses),
system thinking and design thinking approaches to address complexity, which
proved to be very helpful in our situation. Other researchers might also benefit from knowledge and skills stemming from other disciplines than health or
public health. Additional approaches to explore and address complexity would
contribute to enhancement of the scientific knowledge and in-depth understanding of the complexity in caregiver support programmes.
In public health there if a requirement for more practical examples and guidelines, explaining in detail stakeholders´ identification, classification and assessment. These would equip researchers with the required knowledge and skills to
understand the multi-stakeholder landscape as well as to manage and engage
with the programme´s stakeholders. Henceforth, academic institutes may offer
capacity building activities for researchers, e.g. stakeholder and risk analysis
workshops.
In the Caregivers´ Guide programme we addressed the different needs of the
individual caregivers and the system in eight CBBs: five core CBBs on the individual needs and three facilitating CBBs, interconnect and safeguard the programme within the system. Using a `blocks´ approach was considered adequate
for explaining the different components in a structured order to stakeholders
or outsiders, e.g. public relations, and is also used in industrial development
(Dahmen, 1989). Other researchers at conferences, for instance Forschungswelten 2018, have pointed out that the `block´ approach was a structured way to
comprehend the programme´s complexity on both levels. Therefore, the actual
block approach might be valuable for other researchers as a methodology from
the project management field.
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Stepwise and iterative development process
The development of a complex caregiver support programme should be not considered as a linear process (Richards, 2015). Our findings illustrate that the maturity and appropriateness of the new caregiver support programme benefited
from an iterative and stepwise development process. Obviously a stepwise development requires resources and skills, however the outcomes are promising.
Our programme was the first explicit report on the stepwise development of a
stroke caregiver support programme. More public health examples using this
approach, might contribute to scientific knowledge of complex programmes.
Systems thinking
We applied system thinking during the new programme´s development process,
as it seems imperative to consider that individual caregiver support programmes are not implemented in a vacuum but within an existing system. The World
Health Organization (WHO, 2009) promotes system thinking in order to strengthen health systems. However, this approach does not seem to be frequently
applied in caregiver support programmes. We found no publication reporting on
or promoting the application of systems thinking for the development of a new
caregiver support programme. Our experiences during the programme and also
when presenting our work at scientific conferences, for example the European
Conference for Public Health (EUPHA, Stockholm 2017) showed that many researchers are probably unfamiliar with system thinking, and consequently also
lack the required skills. However, complex program researchers and designers
may benefit from applying systems thinking skills (WHO, 2009) when aiming to
understand and engage with the system.
Context-specific and practice-based understanding
As caregiver needs are context-specific, the impact of a programme is dependent
on how far the real needs were understood and addressed by their designers
(Campbell et al., 2007). Our new programme is based on multi-perspective context-specific insights and in-depth practice-based understanding of the complex contextual needs within the existing multi-stakeholder support system.
As indicated by our findings and my previous experience in other programmes,
it is almost impossible to gain a comprehensive context-specific understanding
from a desk study alone. Our programme benefited from physically exploring the
intricate multi-stakeholder support system and engaging personally with key
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stakeholders (end-users, service providers). Other research teams may benefit
from this approach.
One other stroke caregiver support study (Cameron et al. 2008) has reported
a similar approach, which was considered as helpful in their new programme
development. Further research and critical reporting on how a context-specific
understanding can be achieved and how it contributes to the development of
the new programme would be advantageous.
Multiperspective knowledge and participation
The development of most caregiver support programmes involves more than one
profession, (see, for example, Forster et al. (2013) and Ostwald et al. (2013)),
which is also the case with the Caregivers Guide and Vade Mecum. In our case,
as was shown in the chapters (2-6), the different professional backgrounds,
experiences, perspectives and advanced multi-methodological research skills
contributed in the programme´s development process and impacted on its maturity. So, in general, complex programmes would benefit from a research team
with multidisciplinary professional composition. However, our findings in chapter 4 and 6 promote the idea that instead of applying the traditional pathway
of a top-down concept development by professional researchers alone, the use
of bottom-up approaches might be advantageous. We included end-users and
service providers early on and continuously in the new programme´s development process. Both groups contributed with insightful knowledge, for example caregivers individual needs vs system needs, as well as with individual and
system experience, for example barriers within the current support system. We
benefited in particular from the practice-based knowledge of the professionals
(service providers), which are routinely involved in caregiver interactions, for
example in exploring the approach and timing of caregiver support (Chapter 2, 4
& 6). Investing in the generation of multi-perspective knowledge might possibly
guide the research team during the entire project management life cycle of a new
programme´s development. We used both approaches of knowledge generation
for the development, and sometimes even merged these in one study (chapter
4), which enriched the picture. Researchers might benefit from combining topdown and bottom-up modes of knowledge generation during the development
of a new programme.
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Methodological pluralism
We chose a multi-methodological approach (Morse, 2009) in the different steps
of the development process, which helped to answer the research questions in
detail and from different perspectives. This approach, especially when combining different qualitative designs, as, for example in chapter 2 and 5, was considered by both the research team and the professionals (service providers) to
be reasonable, although it is time- and resource consuming. However, in the
Caregivers´ Guide and Vade Mecum the advantages of methodological pluralism
were evident, as we have reported in earlier chapters, and thus may also be useful for other researchers in the field. Researchers and designers of caregiver support programmes might benefit from methodological pluralism in each phase of
the project´s management life cycle.
Optimization
For the research team one of the `eye-opening´ moments was when the preliminary concept was tried out in the everyday working environment (Chapter 4).
Optimization helped to identify and address potential weaknesses and mature
the concept. Our findings illustrate the value of investing in testing and verifying the concept´s feasibility and completeness in practice, as recently promoted
by Bleijenberg et al. (2018). In domains other than public health, an optimization phase is an obligatory part of the project life cycle, e.g. product development.
With hindsight, in our case investing in optimization was not considered as waste of time or resources. All involved players: professional researchers, service
providers and end-users, benefited from this important step before full-scale
implementation, as it resulted in a matured concept. We are certain that especially complex programmes, operating on different levels with multi-stakeholder
settings, will gain from investing in an optimization phase.
Participatory approaches
In order to optimize the preliminary concept we applied Participatory Action
Research (PAR) methodology, which turned out to be adequate due to its iterative and systematic character. Other researchers may use other methods for this
purpose and further research on different optimization approaches for health
or public health programme might be worthwhile. PAR requires continuous
stakeholder engagement, and sharing power (Baum, 2016), which may be perceived as disadvantages. In our case, the collective knowledge and stakehol-
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ders´ critical feedback acted as a `compass needle´ for fitting the programme in
practice. Continuous engagement fostered stakeholders´ feeling of ownership,
which is important for transferability and sustainability. PAR is frequently used
in small-scale public health research in development aid, mostly at community
level in Latin America or Africa (Springett, 2017; Wallerstein & Duran, 2008). In
Europa PAR is acknowledged in educational research. However, in public health
PAR is applied only in some programmes that aim to empower minorities, e.g.
Roma people (Baum, 2016). Our findings show that PAR might be a good alternative during a new public health programme´s optimization phase. Increased
awareness for the strengths of PAR might be helpful for European public health
programmes.
When initiating our second new programme (Vade Mecum) we applied Participatory Health Research (PHR), requiring the engagement of practitioners as co-researchers and aiming to achieve high levels of participation. This proved to be
an adequate strategy. PHR enhanced the utilization of practical skills within the
setting and provided insightful knowledge. Moreover, using PHR resulted in the
empowerment of both co-researchers and professional researchers. PHR strategy is relatively new in Germany. In the recent years a network (PartNet) and
a position paper for PHR research has been developed (Wright, 2013). The PhD
candidate is part of this network and participated in a capacity building activity
(Catholic University of Applied Sciences, Berlin) in order to gain the necessary
skills and knowledge for using this strategy. More experience from different public health settings and critical reflections on the strengths and weaknesses of
using the PHR strategy would be mandatory. However, in general public health
researchers might learn from the gap in using PAR and may use PHR earlier for
their purpose.
Reporting
In general, complex programmes in health care often fail to report systematically on their development process (Möhler et al., 2012). We reported on each phase of the new programme´s development (chapter 1-6). Systematic reporting
would clearly contribute to scientific knowledge and enhance the transparency
and credibility of the work, and therefore such efforts are worthwhile. Moreover,
researchers and practitioners would benefit from practical standards or guidelines for reporting. The adapted CReDECI 2 (Möhler et al., 2015) guideline with
checklist provides good guidance at an individual level, but does not sufficient-
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ly address the needs at the system level. Elo et al. (2014) propose a checklist,
with focus on the preparation, organization and reporting phase, which might
also be helpful to researchers in complex programmes.

Policy makers, health system planners and funders in Germany
In Germany, the quantity of people requiring long-term care and support after
rehabilitation is constantly increasing due to over-aging and medical advancement (Wetzstein et al., 2015). Family caregivers are considered as the backbone
of long-term support, as they play a prominent and consistent role in the provision of care and support in home environment. It is imperative to prepare caregivers for their new and complex role, to strengthen their emotional, social and
financial wellbeing, as well to protect them against the negative consequences
of caregiving.
Family caregiving is a critical public health issue and unaddressed needs can
develop into a crisis for the patient-caregiver dyad, the support system and our
society. For that reason, policy makers, health system planers and funders ought
to join forces and concentrate more on addressing family caregivers´ complex
needs.
In Germany, some caregiver initiatives and projects exist on different organizational levels, however these are fragmented, uneven in different federal states,
or inaccessible for the end-users, or unknown to the caregivers, for example
`Familiale Pflege´. No comprehensive caregiver-caregiver support programmes,
operating through all phases exist.
Our Caregivers´ Guide programme aimed to fill the support gap for stroke caregivers. It was developed in Aachen (Germany) within the system existing at the
time (2012-2015) and was perceived by the end-users, service providers and the
research team to be helpful at an individual and a system level. However, after
the funding phase, all attempts of the research team, the acute hospitals and
the communal service providers to sustain this programme at a regional level
failed on administrative grounds, for example unclear cost regulations in the
Präventionsgesetz (2015). Other funding attempts, for instance Interreg, also
failed. Meanwhile the need for support increased, especially in the geriatric departments. In 2017 Vade Mecum, a caregiver programme for elderly people was
initiated in one geriatric setting in the Aachen region. However, at this moment
in time no comprehensive caregiver-centered support programme is available.
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End-users, service providers and researchers have raised the question of what
policy makers need in order to offer comprehensive, accessible and professional
support.
The recent decisions and laws in health politicals do frame the legislative conditions for financing comprehensive caregiver support programmes, for example
the Präventionsgesetz (2015). Our findings in the `micro-cosmos´ Aachen may
help policy makers and health system planners in their attempts to support family caregivers. Political decision makers may actively request proposals for filling this frame with practicable, comprehensive and assessable solutions. From
2013-2015, the Caregivers´ Guide research team contributed their knowledge
in a North Rhine-specific overview of family caregivers (NRW-sÜPA, Jungbauer
et al., 2015) that had been requested by the federal Ministry of Health, Emancipation, Nursing and Ageing (MGEPA). However, how are the suggestions of the
different research institutions to be integrated in policies and activities that are
accessible and suitable at a grassroots´ level? What is necessary to make change
happen for family caregivers in the near future? Do we need more knowledge and
research or is political power to initiate comprehensive support required?
Developing, implementing and maintaining comprehensive caregiver support
Our findings show that in new caregiver programmes it is imperative to perceive
the complex needs for caregiver support at an individual and system level. The
complex needs might be addressed more holistically when shifting from the linear perception of problem solving and the conventional silo thinking towards
systems thinking (WHO, 2009). Our findings illustrate that a comprehensive caregiver support programme, which addressed the needs for caregiver support at
both individual and system levels, impacted positively on both levels. Programmes such as the Caregivers´ Guide or Vade Mecum may serve as interconnecting
elements in the fragmented support system, as they interact on both levels. We
believe that policy makers, funders, programme designers and practitioners
would benefit from gaining the necessary skills for systems thinking in all phases of the project life cycle.
Our findings show that the development of comprehensive caregiver support
requires an in-depth understanding of the complex multi-stakeholder support
system. In our case, systematic stakeholder and risk analyses contributed to
multi-perspective understanding and identification of implementation barriers.
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What would change in the development of a new public health programme, if
policy makers and funders would encourage researchers and designers to use
these techniques in the early development phase? Would we gain or lose, when
exploring systematically the stakeholders and possible implementation risks?
As has been suggested in the literature (Bakas et al., 2014) and was experienced in our research, caregiver support programmes are most likely to address
the actual support needs if their development process is step-wise, iterative and
multi-perspective. Exploring the status-quo and assessing the actual need for
caregiver support at an individual and a system level seems to be advantageous:
through this process policy makers will gain an in-depth and multi-perspective
understanding, and may also detect possible implementation barriers early in
the project’s lifecycle. Applying PHR strategy or working with high degrees of
participation by primary stakeholders may serve this purpose. What does this
“lesson learnt” indicate for policy makers in terms of resource provision, timing
and participation of end-users and service providers?
Complex caregiver support programmes are strongly context-dependent. Therefore, when transferring a good-practice programme that worked in one setting to another, for example TRACKS, it would seem important to invest in an
optimization phase. Referring to the changes in the preliminary concept of the
Caregivers’ Guide in our optimization phase, health system planers may use PAR
or other participative approaches for this purpose.
Caregivers as part of the current German support system
According to the perception of family caregivers, service providers and the research team, up until now the needs and roles of family caregivers are still insufficiently addressed in the current patient-centered national policies or guidelines in Germany. Consequently, professionals may not thoroughly consider
family caregivers as part of the patient’s support team and fail to include them
in transferal or discharge activities. How might health policy makers initiate
and promote a mind shift from patient-centered to a more family-centered view?
Who might be included in this process and what would be the benefit of a family
centered approach?
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Conclusion
A new, comprehensive stroke caregiver support programme was developed,
operating on both individual and system levels. This programme contains eight
flexible CBBs: five core CBBs, necessary for individual caregiver support; and
three facilitating CBBs, interlinking and safeguarding the programme within
the support system. At an individual level the programme impacted in improving caregivers’ health literacy and stabilizing their psychosocial health. At the
system level, service providers perceived improvements within the actual stroke
support system. This programme is based both on international scientific as well
as on actual context-specific knowledge and experience. It is the product of a
systematic, multi-perspective and -methodological development process, which
was characterized as a stepwise and iterative approach.
Developing a new and comprehensive family caregiver programme is not `simple´ or `complicated´ but, rather, a `complex´ task. Consequently, understanding and addressing complexity of the multiple components, stakeholders
and levels in all phases of the project´s life cycle seems to a requirement. For
this purpose, transferable skills from project management, design- and systems-thinking approaches are especially helpful. Systematic stakeholder and
risk analyses can assist in exploring the multi-stakeholder setting, and may
enable research teams to develop adequate instruments.
Moreover, caregiver support programmes are not implemented in a vacuum but
within an existing system. Consequently, developing a new programme based on
scientific knowledge alone and not investing in gaining actual context-specific
knowledge will possibly result in an incomplete or immature concept. Our findings show that it is valuable both to invest time and effort in generating context-specific knowledge, as well as to test and optimize the preliminary concept
in the real-world. As caregiver support programmes impact on both individual
and system level, evaluating the change on both levels will be useful.
Bottom-up research strategies and stakeholder participation resulted in the
development of a comprehensive, matured and needs-driven concept. Especially the development of a new programme would benefit from increased use of
participative working approaches with a high level of participation. End-users
and service providers can contribute insightful, practical based knowledge and
experience from different perspectives. When initiating a new support programme for a different target group, PHR strategy and early stakeholder engagement
appeared to be very promising.
The development process requires a multidisciplinary and experienced research
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team, possessing the confidence and the resources to: (1) apply innovative research designs, (2) utilize new data collection strategies, and (3) share their
power by actually engaging with the end-users and service providers.
Family caregivers are the backbone of long-term support in the home care phase. As researchers, it is our societal responsibility to strengthening caregivers´
role in the actual support system and to prevent caregiver burden. With this
study we reported on the entire project life cycle of a new caregiver support
programme´s development that was conducted in Aachen, Germany. The new
programme was experienced to be helpful on both individual and system levels.
However, due to administrative reasons, sustainability within the region was
not achieved. Therefore, as of now (2018) a comprehensive caregiver-centered
support programme is still absent in the Aachen region. Moreover, transferability to other regions and caregiving groups was not achieved. Consequently, the
majority of the 4.7 Million Germany caregivers would possibly not profit from the
“good practice” example (NRW award, good practice programme 2014). At this
moment the influence of researchers stops. Is this the right moment to hand
over the stick to the regional and federal health decision makers? Undoubtedly,
it is time to move ahead and to protect and strengthen our backbone, the family
caregivers. They deserve it!
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In Germany and internationally, the complex needs of (stroke) family caregivers
are often insufficiently addressed due to fragmented, unsuitable, invisible, delayed or even missing support offers within the existing support system. Moreover, during transferal and discharge of the patient, caregivers frequently experience inadequate involvement and lack of preparation for their new role by the
system. It is worth mentioning that family caregivers are the key contributor
of the long-term support in the home environment, as they provide individual
care, emotional support and health navigation assistance to the patient voluntarily (adapted from Family Caregiver Alliance 2018).
Right from the beginning of the patient´s hospitalisation phase, caregivers have
complex support needs which continue to change during the patient´s rehabilitation trajectory. Caregivers may require informational, emotional, psychological and/or peer support. Therefore, insufficiently addressing caregiver’s needs
may pose negative consequences on their physical, psychological and social
health and may reduce the quality of life substantially.
From the public health point of view it is important to invest in the careful development, implementation and evaluation of comprehensive caregiver interventions, in a way to respond to the complex needs of both the individual endusers of the intervention, f.i. family caregivers, and the needs of the system´s
service providers, f.i. health professionals. Complex interventions which contain
different components and involve multiple stakeholders are most promising.
A personalized and long-term stroke-caregiver support programme, starting
early in the acute phase, is missing in Germany. In the Aachen region (Germany), an innovative, multicomponent primary prevention programme for stroke
family caregivers - the Caregivers´ Guide - was initiated in 2012 and was continuously developed, implemented and evaluated until 2015. Its purpose was to
maintain stroke caregivers´ quality of life and to reduce their burden by offering
professional support parallel to the existent patient-centred stroke rehabilitation trajectory. In Chapters 2, 3, 4 and 5 of the dissertation a detailed report is
given on: (1) how the Caregivers´ Guide was developed and implemented; and
(2) what the perceived outcomes of the intervention on both the individual and
the societal levels were.
After completing the Caregivers´ Guide, a new programme for family caregivers
in the geriatric setting, so-called Vade Mecum, evolved as a spin-off (2017).
Here, we completed the project life cycle of the initial caregiver intervention
with this new project initiation phase in a large geriatric hospital setting In
Aachen. It was initiated by applying the participatory health research (PHR)
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strategy, which was innovative for the public health domain. The purpose of this
new study was to: (1) assess the existing caregiver support offers provided by
the multidisciplinary team, and (2) explore professionals´ needs for providing
comprehensive caregiver support.
The development phase in the lifecycle of the Caregivers´ Guide included two
steps: (1) developing the preliminary concept which resulted in five `Conceptual Building Blocks´ (CBB), and (2) designing of implementation management
instruments.
Chapter 2 describes the development of the Caregivers´ Guide where we applied
a naturalistic inquiry approach. A qualitative mixed-methods design was used
for data collection. First, three separate, explorative, inductive, qualitative
sub-studies were conducted: (1) seven explorative interviews with experienced
stroke caregivers, (2) six semi-structured interviews with professionals working
within stroke rehabilitation, and (3) seventeen participant observations with
focus on professional – caregiver interactions. Regional stroke units, rehabilitation centres, outpatient services, and the home care providers were included. By
means of a four-step qualitative content analysis, all three datasets were coded,
categorized and subsequently condensed into subthemes. Second, outcomes
were merged in one overarching qualitative study, clustered into main themes,
and finally translated into preliminary CBBs. In all three sub-studies the need
for a personalized, holistic and multicomponent caregiver support intervention
emerged. The newly developed concept consisted of five flexible CBBs: `Content´, `Human Resources´, `Personalized Approach´, `Timing´, and `Setting´.
The CBB´s development was based on the actual contextual needs of stroke caregivers within the existing support system. The application of mixed-methods
helped to comprehend the complexity from different perspectives and enabled
the context-tailored development the preliminary concept with its CBB´s.
Chapter 3 concentrates on the second step of the development phase, the design of instruments, aimed to facilitate the implementation of the complex stroke caregiver intervention in the real-life support system. First, different project management techniques were used to systematically analyse the projects´
stakeholders and possible implementation risks. Stakeholders were identified,
classified and assessed using a top-down approach, while implementation risks
were identified and assessed applying a bottom-up approach. Second, stakeholders and risks specific knowledge was applied to develop context-tailored
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implementation management instruments. This top-down process resulted in
developing two instruments: (1) a comprehensive `stakeholder-risk atlas´ providing individual stakeholder information, and (2) an overall `project implementation strategy´. Systematic analyses enabled the research team to develop
context-tailored implementation management instruments. Through stakeholder involvement and engagement insightful system knowledge was generated.
Implementation management instruments can facilitate the implementation
process and may positively impact the intervention´s outcome.
Chapter 4 illuminates the conceptual optimisation process of the Caregivers´
Guide preliminary concept with its five CBB´s when implementing in practice.
Optimisation comprised three steps: (1) verifying and fitting the five preliminary
CBBs, (2) detecting, developing, verifying and fitting new blocks, and (3) prioritizing all blocks. Participatory Action Research (PAR) which includes iterative
cycles of four phases: observe, reflect, plan and act, was applied. A multi-methodological design was chosen to collect data. Optimisation resulted in the Caregivers´ Guide matured concept, containing eight CBBs. The five preliminary
CBBs: `Content´, `Human resources´, `Personalised approach´, `Timing´, and
`Setting´, were improved and prioritised to be the core blocks, providing the
base for individual caregiver support. The three new building blocks: `Network
building´, `Communication´, and `Social safety-net´ were selected to serve as
facilitating blocks, safeguarding the intervention within the complex everyday
working routine in the support system. PAR helped to early detect conceptual
weaknesses, adapt the concept to the actual needs of both the end-users and
the system, and improve the programme´s feasibility. Hereby, stakeholders´
participation was crucial and their early engagement enhanced the interventions´ acceptance in the system. Optimisation may improve the interventions´
effectiveness.
Chapter 5 describes the evaluation of Caregivers´ Guide intervention. We aimed to gain a comprehensive understanding of the interventions´ impact on
both individual and system levels. A multi-methodological approach was applied for data collection. Two interconnected studies with two groups of participants were conducted: (1) new caregivers participated in a pre-post design with
a quantitative questionnaire and a post-intervention qualitative design with
a semistructured interview (quant-QUAL), here they reflected on their individual experience with the intervention as end-user (individual level); and (2)
stroke care professionals from different parts of the support system participated
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ex-post with an interview (QUAL-QUAL), reflecting on the impact of the intervention on the supported end-users (individual level) and on their perceived
impact on the current stroke support system (system level). Quantitative data
showed that providing personalized information improved caregivers’ health
literacy significantly, and offering psychosocial support stabilized caregivers’
psychosocial health. Qualitative data clarified health literacy enhancements regarding knowledge, capability to act and individual empowerment, and psychosocial stabilisation of self-confidence, life balance and emotional well-being.
The professionals (system perspective) stated that communication and network-building helped improving the system by positively influencing the daily
work, institutional support, quality of care and inter-institutional cooperation.
A comprehensive understanding of the interventions´ impact was achieved on
both levels.
Chapter 6 describes the initial step of the project cycle of assessing the actual
situation of the caregiver support provided by the multidisciplinary team in one
geriatric department in the Aachen region, and the exploration of professionals’ needs for providing comprehensive caregiver support. Participatory Health
Research (PHR) strategy was applied in a qualitative study design.
Multiprofessional members from the department were engaged as co-researchers. By the facilitation of an external impulse provider (professional researcher – PhD applicant), a research team was formed and its members were
enabled to develop the research question, choose appropriate data collection
methods, develop data collection instruments and decide on suitable procedures of engaging family caregivers. Needs and expectations towards the new
concept were discussed and research objectives were formulated. A suitable mix
of qualitative data collection methods consisting of interviews, focus groups
and story-telling, was chosen. Practical solutions for involving family caregivers
were discussed. PHR strategy resulted in initiating a qualitative study in the
geriatric care setting carried out by their own professionals. High levels of participation were achieved. Knowledge was generated in a co-creative manner, and
co-researchers were empowered. Comprehensive understanding and insightful
knowledge of the system serves as a starting point for developing a context-tailored new family caregiver concept.
Chapter 7 provides a summary of the main outcomes and a reflection of the entire study as well as some methodological considerations and implications for
future research.
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Valorisation
This thesis focuses on the stepwise development of a comprehensive caregiver
support programme, which was conducted in Aachen, Germany. The current
work provides new insights concerning the requirements for a holistic support
programme. Parallel to the prevailing patient-centred support system, a system-centred support offer for family caregivers was developed.
The new programme, the Caregivers’ Guide, operates on two levels: on the individual family caregiver level as well as on the support system level, which were
interconnected with each other from the start of its development. On the individual level, a specially trained social worker offers personalized information
and psychosocial support to family caregivers. On the system level, the new
programme is interlinked with the existing care and support system by organising activities that enhance network-building and communication between
the different support providers, e.g. in workshops, and provide social safety-net
opportunities for the involved family caregivers after discharge.
Furthermore, Vade Mecum, a new programme to support family caregivers of elderly in the geriatric department in Würselen, was initiated. A multiperspective
understanding of the needs on the individual caregiver and the system level was
achieved.
This chapter highlights how the results of this thesis could be beneficial for those who contributed as key stakeholders. In addition, it highlights how the study
could contribute on societal level and to the field of public health.
This study aimed to enhance the societal impact by creating value from knowledge by making it suitable and available for societal use as well as translating
that knowledge into services (adapted from Drooge & Jong, 2016). Both the
programme´s end-users, being the family caregivers, as well as the organisations and their individual practitioners, being the service providers within the
system, were involved in the new programme´s development process. From the
start, the whole study was valorised with the participation of both groups of key
stakeholders. Productive interactions, collaboration with knowledge users as
well as involvement of knowledge users led to new, context-specific and practice-based knowledge. This was subsequently translated it into the final product:
a holistic caregiver support programme. During the programme´s life cycle,
members of the broader society and the research team also valued the collaboration and productive interactions.
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Family caregivers
In Germany, the offer of a holistic caregiver support programme like the Caregivers’ Guide would be of great value for family caregivers as it will assist them in
preparing for and coping with their new role.
Offering needs-driven and personalized information and psychosocial support
as focal part of the holistic programme resulted in improving caregivers´ health
literacy and helped to (re)-stabilize caregivers´ psychosocial health as well as
safeguard continuity of support within the system.
For being holistic, a programme needs to consider not only the `content´, e.g.
informational and psychosocial support. Other elements turned out to be crucial for the programme’s success. During its development and pre-implementation
phase, we illustrated that it is possible to develop such a complex programme
within an existing care system, with the following elements: early start and for
as long as needed (timing), outreach counselling, personalized support mode,
professional support, and own choice of place where the counselling is offered
(Chapter 2 & 4). We also specified that all these elements need to be interconnected in a flexible manner.
Our results underline the importance of offering one holistic and flexible support programme developed with the participation of both key stakeholders:
end-users and service providers. Their contribution was imperative for gaining
a multiperspective understanding and for achieving conceptual maturity, feasibility and acceptance in practice. The service providers contributed in the development of the two management instruments, which aim to guide implementation on programme level and to facilitate the day-to-day interactions with the
stakeholders (Chapter 3).
Throughout the entire project life cycle, caregivers were valued by having direct
contact with the research team and giving them a voice. Productive interactions
between the caregivers and the research team helped to exchange information
and experiences, which contributed in gaining a comprehensive understanding
of the complex caregiver needs. The appreciation of caregivers´ knowledge and
the consideration of their expectations shaped the programme from the start of
the first contacts with experienced caregivers. During the optimisation phase,
family caregivers contributed by critically reflecting on their experiences with
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the new support offer. Their input assisted the team in tailoring the programme
to caregivers´ actual needs.
The need for early and long-term support along the stroke care trajectory was
addressed by the new programme, which was much valued by both the family
caregivers and the service providers (Chapter 2 & 4). Existing support offers in
the geographic region Aachen are fragmented and do not proactively engage
with family caregivers. However, services, e.g. Kommunaler Pflegestützpunkt,
state that most caregivers ask for support too late. Applying an outreach counselling strategy was considered as very valuable by both family caregivers and
service providers (chapter 4).
Opposed to common counselling offers in organisational settings, e.g. in the
hospital, the opportunity to obtain counselling in a safe environment, e.g. at
the caregivers´ home, was much appreciated by the programme´s end-users.
Caregivers specified that this element was especially important in the beginning, when they felt destabilized, e.g. emotionally (chapter 4).
The new programme is interconnected with the actual support system. For that
reason, caregivers and professionals within the support system were encouraged by the programme to interact which each other on an individual case level,
e.g. during transferals. The knowledge transfer in two directions was valued by
both end-users and system providers. It helped to reduce the communication
gaps and weaknesses caused by the fragmented support trajectory and helped
to understand and address the needs of both caregivers and service providers
during transitions.
The programmes´ internal and external communication activities, e.g. website
and press releases, and network-building activities, e.g. participation in the caregiver symposium, were valued by both caregivers and service providers. On the
one hand, the multiple direct and indirect interactions were time-consuming.
On the other hand, both activities were perceived as crucial to arouse attention within the society, to facilitate early programme access for caregivers and
to interconnect the programme with other support offers within the region, e.g.
with practical caregiving courses for the health insurance providers.
The new programme valued caregivers´ desire for interacting with peers. We facilitated the establishment of a stroke caregivers-specific peer group within the
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region. Engagement with this group was proactively offered to caregivers in the
end of each counselling trajectory. This opportunity was much valued by the
caregivers.
The caregiver-focussed programme offers flexible and personalized support by
considering different caregiver groups, e.g. spouses, adult children. Moreover,
it addresses the various support needs, e.g. emotional support or informational support (Chapter 4). Although this is speculation, our programme might
also have had a beneficial effect on the patient. Service providers contemplated
that the holistic support might prevent rehospitalisation of the care receiver by
equipping the caregiver better for the new role, e.g. with knowledge and skills.
However, our way of developing the programme was aiming to address the needs
of the caregiver and not of the patient.
Practitioners
From the start and throughout the entire project life cycle, this holistic caregiver support programme was highly valued by the multiprofessional practitioners, being the service providers within the fragmented support system.
The added support for family caregivers by a professional counsellor was perceived as positively impacting on practitioners´ professional performance, the
institutional support, the interinstitutional cooperation, the quality of patient
care, and the health system development.
The new programme was developed with the participation of practitioners with
different professional backgrounds working in the acute, rehabilitation and
home care support. These efforts led to a multiperspective understanding of the
needs of both the caregiver and the system. Professionals´ knowledge and extensive experiences were valued in productive interactions, e.g. weekly reflections within the case managers and social workers in the acute care hospitals.
Professionals contributed in the participatory transdisciplinary research during
PAR (Chapter 4). Based on their input, three facilitating blocks were added to
the core blocks, addressing the system needs: network building, communication and social safety-net.
The new programme sensitized practitioners within the multidisciplinary support team regarding the complexity of caregiver needs and helped to develop a
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`pro-caregiver´ climate within their setting. As consequence, caregivers were
more and more included in transferal or discharge activities, which was valued
by the professionals as securing the quality of care of the patient in the home
environment. The `caregiver-specific information box´, which was developed
by the programme, may be further utilized by the professionals, e.g. by social
workers (Chapter 4). The different documents, written in `caregiver-friendly´
language, may assist caregivers in recalling the information given in the personalized counselling session.
High participation modes (Cornwall, 1996) were achieved in the Caregivers´
Guides optimisation and Vade Mecum´s initiation phase. In both settings and
opposed to the common resistance to modifications, our investments, e.g. in
time and resources, resulted in triggering change within the system on individual, professional and system level (Chapter 5 & Chapter 6). Participation was
valued by the professionals as it was perceived by improving their professional
performance, e.g. improved collaboration with other service providers.
The programme enabled interprofessional exchange and interinstitutional collaboration. It fostered the process of developing a professional caregiver-focused network within the region. These long-term professional relationships
caused synergy effects between the different service providers, e.g. facilitating
early contacts between acute clinics and communal services, so called “kurzer
Dienstweg” interactions, which was valued as most effective by some professionals. They specified that this interprofessional network augmented their intrinsic working motivation, as especially in difficult cases practical solutions were
found in a co-creative manner (Chapter 5).
Professionals in the acute and rehabilitation support system welcomed the option of counselling in the caregiver´s home for more practical, patient-centred
reasons. Professionals in these settings are currently not allowed to conduct
home visits. Therefore, the opportunity to professionally assess the feasibility
of home caregiving and the specific needs was considered as safeguarding the
quality of care of the patient after transferal (Chapter 5).
Today in Germany, the dynamic and economically driven changes within the
health and support system require the further development of the health system, e.g. creation of new job profiles. In the course of the Caregivers´ Guide life
cycle, the requirements for a special caregiver counsellor were developed in a
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co-creative manner and tested for its feasibility (Chapter 2, Chapter 4). This job
description, specifying tasks, competences, experiences, social skills and personality traits, may be useful for professionals in management positions.
Societal level
During the second part of the Caregivers´ Guide funding phase, more than a few
valorisation strategies were applied on societal level. The communal decision
makers and the governmental health insurance providers were valued by providing information regarding the programme and its outcomes. In different productive interactions we exchanged caregiver specific information and augmented the consciousness for the complex and long-term needs of family caregivers.
The role of the governmental health insurance providers and the communal social services was taken into account by exploring the scope for the programme´s
transferal into the current support system on regional and communal level in a
collaborative manner.
We applied also indirect interactions for valorisation. On federal level, we contributed an “advisory transdisciplinary research” activity, which was aimed at
supporting political decision makers in their attempt to improve caregivers’ role
and to offer appropriate support. This work, together with the other academic
contributions, was much appreciated by the commissioner (MGEPA-NRW, Ministry for Health, Emancipation, Nursing and Ageing in North Rhine-Westphalia).
Scientific community
Apart from generating new and context-specific knowledge regarding family caregiver support in Germany, our study is, to our knowledge, the first published
study addressing the complex needs of caregiver support on two interconnected
levels, both on individual as well as system level, in one holistic support programme. The approach may set impulses for further research in the field of public health. It may stimulated knowledge users, e.g. researchers or health system
developers, to consider the complexity of such programmes in terms of the required components, staff, resources or research resigns.
Our study showed that applying methodological pluralism and investing in including both end-users and service providers resulted in gaining a multiperspective understanding of the actual situation and the needs. This comprehensive
approach may assist complex intervention planners and researchers during the
initiation, development, implementation and evaluation of a new programme.
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During the programme, the efforts made to achieve high participation levels
(Cornwall, 1996) resulted in overcoming the gap between theory and practice.
Consulting the programme´s key stakeholders, cooperating with the professionals and asking for their active voice (mode 4) lead to achieving a co-learning
atmosphere (mode 4), which was very supportive for the new programme. In
Germany, participation modes beyond consultation are still seldom in the field
of public health. Public health approaches can be potentially valorised, when
high participation levels were achieved during their development.
In our study, applying the Participative Health Research (PHR) strategy resulted in an in-depth understanding of the complex needs of both the caregivers
and the system (Chapter 6). The study´s outcomes may motivate other colleagues to invest in early stakeholder engagement and apply different participation
strategies during the project´s life cycle. This practice-based knowledge may
assist researchers and planners in the challenging task of the development of a
needs-driven, feasible and acceptable new public health programme.
Transdisciplinary knowledge was applied in both studies. Techniques and strategies from the project management, e.g. stakeholder and risk analyses, as well
as from systems- and design thinking, were introduce in a public health programme (Chapter 2, 3 & 6). It was considered as helpful for the development of
this holistic caregiver support programme. Public health researchers may benefit from these techniques and strategies in all phases of a programme.
During the study, dissemination efforts resulted in direct and indirect productive interactions. The new knowledge was disseminated within the scientific community by publishing in international, peer-reviewed journals, contributing on
the debates in international conferences as well as by enabling web-based discussions, e.g. via research gate. Likewise, knowledge was directly distributed
also to practitioners within the system. Two interprofessional capacity building
workshops, focussing on caregiver needs, and two methodological workshops,
regarding the Participatory Health Research strategy, were conducted. Both direct and indirect interactions may provoke constructive feedback, which supplements to researchers´ knowledge base and contributes in empowering the
researcher professionally and individually.
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