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Abstract

An integrated care model for people living with Parkinson’s disease (PD) offers the promise of meeting complex care
needs in a person-centered way that addresses fragmentation and improves quality of life. The purpose of our research
was to co-design a care delivery model that supports both social and medical care from the perspective of patients and
care partners. In the first step of our co-design approach, participants from five countries were invited to share their
experiences of living with PD during a narrative interview. A qualitative analysis of these narrative interviews based on
the Corbin and Strauss model was done to map out patients’ trajectories. Three typical trajectories were identified: (a)
the “unpredictable” trajectory, (b) the “situated” trajectory, and (c) the “demanding” trajectory. Based on the analysis of
these trajectories, we were able to integrate various patient experiences into the design of an integrated care network.
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Introduction

Parkinson’s disease (PD) is a progressive neurodegenera-
tive condition with complex motor and non-motor care
needs. The intrinsic complexity of care in PD (like in
many neurodegenerative diseases) requires that a variety
of health care professionals are involved in its manage-
ment, including different medical specialists, allied health
professionals (PD nurse, physiotherapy, occupational
therapy, speech and language therapy), and other com-
munity resources. The multiple needs of patients with PD
are a challenge to health care systems composed of mul-
tiple silos, and “sustainable multispecialty care is cur-
rently an unmet need in PD” (Fabbri et al., 2020, p. 21).
Several studies show that current models of care have
many drawbacks, such as a lack of multidisciplinary col-
laboration, a lack of access to care delivery at home or in
the community, and a failure to take the social needs of
patients and families into account (Dorsey et al., 2016;
Rajan et al., 2020; Tenison et al., 2020; van der Eijk et al.,
2011). There is a need to address these gaps in care deliv-
ery by designing sustainable tailored integrated care net-
works together with people living with PD (Kessler et al.,
2019). In other words, it is time to develop new ways of
working by offering a set of methods and tools to improve
communication, coordination, continuity, and efficiency

in the delivery of health and social services at home and
in the community for people living with PD.

To address the gaps identified in care delivery, various
integrated care models or networks have been developed
worldwide with different clinical, organizational, and
professional levels of integration (Bloem et al., 2020;
Gray et al., 2016; Rajan et al., 2020). Integrated care is
more than coordinated care because “coordinated care is
provider- and payer-centric, helping patients and their
families navigate our complex and disjointed health sys-
tem; whereas, care integration is more person-centric,
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endeavoring to fundamentally restructure the way care is
delivered to support better outcomes and experiences”
(Poku et al., 2019, p. 1906). The majority of integrated
care networks focus on care coordination involving a
point of contact for PD patients and interprofessional
teamwork, improving patients’ education or training for
specialized staff, developing various management tools
and standardized processes (Prell et al., 2020; Radder
et al., 2020). Integrated care is designed around patients
and care partners and is tailored to their multidimensional
needs. The main challenge of building integrated care
networks, however, is the need to adapt them to various
local contexts and care priorities (Kessler et al., 2021; van
Munster et al., 2020).

People living with PD travel along a complex, unpre-
dictable, and fluctuating journey as the disease progresses
and their medical and social needs change (Prell et al.,
2020; Tenison et al., 2020). The goal of integrated care is
to take this complexity into account. Consequently,
designing an integrated care network optimized for peo-
ple with PD and taking into account the heterogeneity of
the disease, the complexity of the illness trajectory, and
the multiplicity of medical and social care necessitate a
bottom-up approach leading to concrete patient-sensitive
solutions (Kessler et al., 2019). In other words, such an
approach empowers patients and care partners and takes
into account their experience of living with PD by consid-
ering them as equal partners in the design process. But
one question remains: How could patients’ experiences
inform the design of an integrated care network?

The aim of this article is to provide a better under-
standing of how patients’ trajectories could inform the
design of an integrated care network for people living
with PD. We will present a research consortium
“Integrated Parkinson’s Care Networks” also known as
iCARE-PD and a co-design approach conducted in five
countries using narrative interviews to understand
patients’ experiences and describe patients’ trajectories.
The analysis of the narrative interviews allowed us to
identify three main trajectories that reflect the multiple
experiences shared by people living with PD and the
complexity of the illness trajectory. We will also discuss
the relevance of the trajectory analysis and highlight its
contribution in the co-design process of an integrated
care network for people living with PD.

Method

ICARE-PD Project and a Co-Design Approach

The main purpose of the iCARE-PD project' is to develop
a sustainable care model shifting from “(in)outpatient
care” to a “home and community-based model” that
focuses on care integration, self-management support,

and technology-enabled care using a patient-centered
approach. To achieve patient-centeredness, we used a co-
design approach whereby patients’ and care partners’
experiences were embedded into the design process of
the integrated care model.

Our co-design approach is largely informed by the
field of Participatory Design (Bowen et al., 2013;
Grosjean, Bonneville, & Marrast, 2019a; Simonsen &
Robertson, 2013; Smith et al., 2017) and Experience-
Based Co-Design (EBCD) where the patients’ experi-
ence is seen as a central component to the design process
(Bate & Robert, 2007; Donetto et al., 2015). The
approaches draw on “participatory action research, user-
centered design, learning theory, and narrative-based
approaches to change” (Larkin et al., 2015, p. 1464). For
example, EBCD is a form of participatory action research
approach that explicitly drew on design theory (Bate &
Robert, 2007). The co-design approach implemented
in this study is similar to other participatory-based
approaches with a focus on engaging a variety of stake-
holders to collaborate but views itself as distinct in its
focus on experience as a motivator for change (Robert,
2013). And, to provide patients with a holistic overview
of'their care requires a deep understanding of the patients’
journey and experiences. “Within the health and com-
munity sector, co-design has been used to co-develop
service experiences with designers and users at the cen-
ter, thereby differing from CBPR? that focuses on par-
ticipatory research partnerships with a community”
(O’Brien et al., 2021, p. 3). Patients are invited to share
their firsthand experiences, knowledge, opinions, and
views about the disease and treatments that become fun-
damental resources in the design process (Boyd et al.,
2012; Grosjean, Bonneville, & Redpath, 2019b; Phillips
et al., 2021). Our co-design approach involved patients,
care partners, and health care professionals (nurses, phy-
sicians, allied health professionals) who shared their
experiences, prioritized issues for improvement, and col-
laboratively “co-designed” an integrated care model.
And, by positioning our co-design approach within a
socio-constructivist epistemology, we focus on the
dynamic and socially constructed nature of knowledge
(Hussain & Sanders, 2012). According to this epistemo-
logical position informing our co-design approach,
knowledge is socially constructed through experimenta-
tion and social interaction (Feast & Melles, 2010).

The project participants engaged in different forms of
dialogue with the research team, such as narrative inter-
views and Participatory Design workshops. Our co-
design approach consisted of four linked steps (see
Figure 1): (a) preparation and setting up the study; (b)
capture patients’ stories and understand the PD patients’
trajectory; (c) design with patients, care partners, and
health care professionals scenarios for an integrated care
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Figure |. The four linked steps of the co-design approach.

network; and (d) co-produce solutions for implementing
a tailored integrated care network in each country.

In this article, we will focus on the second step of the
co-design process: narrative interviews and trajectory
analysis. Patients were invited at the early stages of the
co-design process to share their experiences living with
and managing PD and to generate ideas to be imple-
mented in the future integrated care network. As men-
tioned previously, the objective is to show how trajectory
analysis could inform the next steps in the co-design of an
integrated care network.

Narrative Interviews and Participants

The use of narrative interviews provides a great approach
for researchers and health care professionals to connect
with patients’ experiences and reflect on service improve-
ments (Bate & Robert, 2007). Understanding patient’s
experiences is central in the first steps of the co-design
approach and a core component of the integrated care to
be designed. By conducting narrative interviews, we
assume that a narrative of chronic illness, such as PD, is

not simply the story of an illness, but the story of a life that
is altered by illness. This type of interview aims to encour-
age and stimulate the participant to tell the researcher
something about some important event of his or her life
and the social context. The purpose of the narrative inter-
views was to collect patient’s stories by engaging the par-
ticipants to share their experiences of living with PD, their
use of health services, and community resources
(Anderson & Kirkpatrick, 2016; Cheshire & Ziebland,
2005). By telling their stories, patients not only narrate
their experiences but also make sense of those experiences
(Atkinson & Delamont, 2006) and identify what is impor-
tant and significant to them.

Narrative interviews were conducted in five countries
(Canada, Czech Republic, Germany, Spain, and Ireland)
following the five main phases adapted from Muylaert et al.
(2014): preparation, initialization, main narration, question-
ing phase, and small talk (see Supplemental Appendix 1,
narrative interview guide). Participants were recruited
through the Parkinson’s patient organization (Spain),
Movement Disorder Clinic or PD tertiary centers (Canada,
Czech Republic, Germany, and Ireland), and they were
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Table |. Characteristics of the Participants.

Years Since Stage of
Country N Age (Years) Gender Diagnosis® PD* Living Area Alone Dyad
Canada 19 =50=1 F=7 =2=3 Stage | = | Urban 63% Alone |
51-60 =2 M=12 2-8=2 Stage 2 = 11 Rural 37% Dyad 18
61-70 =7 =8=14 Stage3 =7
=71 =9
Czech Republic 20 =50=35 F=9 =2=1 Stage | = | Urban 65% Alone 14
51-60 = 4 M=l 2-8=28 Stage2 = 10 Rural 35% Dyad 6
61-70 =5 =8 =11 Stage3 =9
=71 =6
Germany 21 =50=2 F=6 =2=1 Stage | = | Urban 43% Alone:
51-60 = 10 M=15 2-8=17 Stage 2 = 8 Rural 57% Patient 4
61-70 =6 =8 =12 Stage 3 = 8 Carer |
=71 =3 Stage 4 = 2 Dyad 16
Spain 16 =50 =1 F=5 =2= Stage | =2 Urban 100% Alone 14
51-60 = 4 M=l 2-8=7 Stage2 =7 Rural 0% Dyad 2
61-70 =2 =8=28 Stage3 =7
=71 =9
Ireland 19 =50=2 F=6 =2=1 Stage | =2 Urban 90% Alone 2
51-60 =1 M=13 2-8=28 Stage2 =7 Rural 10% Dyad 17
61-70 = 11 =8=10 Stage 3 = 6
=71 =5 Stage 4 = 4

Note. PD = Parkinson’s disease.

2One patient refused to name his stage of PD (Germany). In Germany, one carer were interviewed alone and information is missing about “Stage

of PD” and “Years since diagnosis”.

approached by phone (Czech Republic and Spain) or during
home or in-clinic visits, and they were addressed directly by
the attending study nurse (Germany, Canada, and Ireland).
A purposeful sampling strategy was used to ensure vari-
ability in terms of age, stage of the disease, living areas,
and so on. Participants were included based on their con-
sent and with respect of the following inclusion criteria:

e People diagnosed with PD or/and care partner of
someone who has been diagnosed with PD.

e Stage of the disease of someone who has been
diagnosed with PD: I-1V (Hoehn and Yahr scale?).

e Disease duration of someone who has been diag-
nosed with PD: PwPs newly diagnosed =2 years /
PwPs (>2 years and =8 years) / PwPs >8 years.

e Age of someone who has been diagnosed with PD:
both older (=60 years) and younger patients (=60
years).

e Sex of someone who has been diagnosed with PD:
men/women.

e Living areas: urban versus rural.

Sample size determination was guided not only by the
criterion of informational redundancy and saturation* but
also by previous multisite and cross-country studies. For
example, Hagaman and Wutich (2017) showed that sample
sizes about 20 interviews were required to achieve data
saturation across research sites. In total, 94 participants

were included in the multisite study: between 16 and 21
participants per country (see Table 1). Most of the patients
were accompanied by their care partners (dyad) while
sometimes patients or care partners were seen alone. We
have offered this choice in all countries. The interviews
were conducted at home or at patient organization offices
(Spain) or at the clinic or outpatient department (Canada,
Germany, Czech Republic, and Ireland). Due to Covid-19,
an ethics amendment was submitted in May 2020 (in
Germany and Ireland) for conducting the missing narrative
interviews via an online tool (Germany) or by phone
(Ireland). After a positive vote of the ethics committee,
six narrative interviews with patients and care partners
were conducted via the online-meeting-service “Adobe
Connect” in Germany and 12 were held by phone in
Ireland. There were no dropouts in Czech Republic, Spain,
and Ireland and one dropout in Germany and in Canada
(due to patient’s illness).

The research protocol was approved by the local ethics
committee in participating center,’ and informed consent
was obtained from all participants. The data collection
took place between October 2019 and August 2020. The
interviews were audio-recorded, transcribed verbatim,
and anonymized. Target interview length was 17 to 110
minutes.® The analysis was done separately in each coun-
try, and the results were translated into English. The study
coordinators ensured the consistency of the study by
coordinating the ethical request, providing four training
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sessions about narrative interviews and participatory
design workshops, organizing regular coordination meet-
ings (once a month), and standardizing data analysis.

Data Analysis

The data analysis was informed by the theory of illness
trajectories (Corbin & Strauss, 1988, 1991; Strauss et al.,
1985). This conceptual framework is built around the
notion of “trajectory”: a term that refers to the idea of
movement over time, describing the course of an illness
and the complex process of living with and managing a
chronic condition such as PD. As defined by Corbin &
Strauss (1985), the concept of trajectory

[. . .] refers not merely to (1) the course of an illness, but (2)
to all the related work, as well as (3) the impact on both
workers and their relationships that (4) then further affect the
management of that course of illness and the fate of the
person who has it”. (p. 225)

A key component of this theory is the concept of work.
The work of managing the illness at home is shared by
patients, care partners, and significant others (Corbin &
Strauss, 1985). In our study, we examined the different
types of work involved in managing PD at home, how
medical and social needs and care delivery priorities
evolve over time, and what factors influence the illness
trajectory. A chronic condition such as PD evolves over
time; this can be slow for some and faster for others. The
potential course of the disease is very different from
patient to patient, and this is referred to as the “trajectory
projection” (Corbin & Strauss, 1991). The treatment plan
(integrating medical and social care delivery priorities)
developed to control the uncertain course of the disease is
called the “trajectory scheme” (Corbin & Strauss, 1991).
Finally, to deal with the course of the disease, patients
and care partners develop strategies for understanding
diagnosis, monitoring symptoms, treating crises, and
maintaining a quality of life (QoL) and a daily routine.
This work done at home (illness-related, biographical,
and everyday-life work) by patients and care partners is
called “trajectory management” (Robinson et al., 1993).

The data were analyzed in two steps. First, a thematic
analysis of the narrative interviews was done in each
country using five core themes shaped by the trajectory
framework: (a) trajectory illness, living with PD and
patient journey, (b) care delivery priorities (trajectory
scheme), (¢) factors influencing patients’ trajectory, (d)
everyday-life work and social care needs (trajectory
management), and (e) illness-related work and medical
care needs (trajectory management). The thematic anal-
ysis was performed in four stages: data immersion, cod-
ing, identifying emerging subthemes, and data reduction

(Braun & Clarke, 2006). Each country was asked to use
a table for systematizing the process of data analysis
(see Supplemental Appendix 2, table presenting the the-
matic analysis). Core themes, subthemes, and quotes
were tabulated, summarized, and shared between the
team of researchers (co-design groups) for validation
during coordination meetings (once a month). To ensure
the quality and validity of the thematic analysis, the ini-
tial analysis was carried out by the researcher who had
done the narrative interviews and checked by two or
four researchers and then reviewed by the co-design
groups during coordination meetings. In Germany, two
researchers analyzed the data via MAXQDA. Spain,
Canada, Ireland, and Czech Republic used manual cod-
ing. In all countries, the analyzed data were cross-
checked; therefore, we achieved intercoder reliability.
Each country submitted a deliverable containing spe-
cific information: participants recruitment, table with
the characteristics of the participants, table presenting
the thematic analysis, and a visual representation of
patient’s trajectory that summarized the main findings
(see Supplemental Appendix 3, visual representation of
patient’s trajectory).

Second, the findings from the thematic analysis pro-
duced by each country were integrated to guide the final
trajectory analysis. This analysis was done by the two
coordinators of the study to identify common themes/
subthemes and describe typical trajectories reflecting the
PD patients’ trajectories encountered in five countries. To
do this, the trajectory framework (Corbin & Strauss,
1991) was used to define the same core themes previ-
ously used and after that to categorize the subthemes
identified in each country. As a first stage, a summary
table was created with core themes, subthemes, and
descriptions for each country with the goal of identifying
common patterns and informed subsequent stages of
analysis (Bree & Gallagher, 2016). The analysis was con-
ducted by two researchers for merging, collapsing, and
clustering subthemes identified previously by each coun-
try. We re-examined the newly formed subtheme clusters,
together with the quotes shared, to identify dominant sub-
themes that represented patients’ trajectories.

For the last stage of the analysis, the core themes and
dominant subthemes were imported into XmindPro8 and
iteratively organized to identify conceptual groupings and
similarities/differences. We used a mind mapping tool
(XmindPro8) as a visual method of representing informa-
tion to define relationships between three core themes (tra-
jectory illness, trajectory management, and trajectory
scheme) and subthemes. The use of mind mapping
enhances the rigor and transparency of analyses and facili-
tates communication among the coders (Mammen &
Mammen, 2018). As part of this process, we met regularly
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with our research team to analyze and critique the develop-
ing of trajectories. This involved looking at the emerging
trajectories, referencing supporting data, and discussing
the correct description of subthemes. Through this process,
we identified three key trajectories that represented spe-
cific patients’ illness phases, patients’ experience, trajec-
tory management, and trajectory scheme. The findings of
the final analysis were then presented and discussed col-
lectively (researchers, health care professionals, and
patient advisors) during a research seminar to confirm their
validity.

Results

We identified three trajectories that reflect the multiple
experiences shared by people living with PD during the
narrative interviews. We will present the results of our
analysis in two steps. First, we will describe the character-
istics of three trajectory illness and patients’ experience
(see Table 2, the three trajectories identified and quotes).
Second, we will present the three lines of work (trajectory
management) and trajectory scheme revealing the main
care delivery priorities for the three trajectories identified.

The “unpredictable” trajectory is specific to newly
diagnosed patients (=2 years) and some significant and
common subthemes were present in the patients’ narra-
tives such as uncertainty, stigma, and emotional impact
of the diagnosis. During the narrative interviews, the
participants often used the term “uncertainty.” Patients
may have often waited years for a definitive diagnosis
because some symptoms which people experience
before a definite diagnosis could be vague and nonspe-
cific. Several people described a long period of uncer-
tainty before the diagnosis. And, after the diagnosis
announcement, the incurable nature of the disease and
the uncertainty surrounding its evolution generate many
emotions, both positive (relief after a long period of
time before the right diagnosis) and negative (worrying
about an unpredictable future). Patients and care part-
ners described the diagnostic process and the diagnosis
itself as a life disruption.

The “situated” trajectory is called “situated” because
it is characterized by multiple and varied care pathways
that evolve according to the unforeseeable contingences
specific for each patient (e.g., social support, unstable
phase of the disease). The disease evolves differently
from one patient to another, for some it will be stable for
a long period of time, whereas others will have to live
with a progressive disease which requires various treat-
ments. It was necessary for people living with PD to
adapt to circumstances, deal with fluctuations, and make
changes in their daily life. This trajectory is grounded in
the medical and social situation of each person.

The “demanding” trajectory is demanding for people
(patients and care partners) for whom the symptoms are

poorly controlled (with crisis episodes) or evolve very
quickly because the treatment is not effective and also for
vulnerable people with comorbidities or low socioeco-
nomic status (risk of increasing social isolation). It is also
demanding for care partners when the disease evolves
because the burden on the care partner increases and
social support is not always accessible.

These trajectories evolve and are shaped by the work
of patients (self-care), their care partner (informal care),
and health care professionals (formal care). Our analysis
revealed that PD patients’ journey (based on narrative
interviews) is a trajectory with many unpredictable or
oscillating phases that affects all aspects of everyday life
and requires different levels of medical and social ser-
vices. The different phases of the illness trajectory are
complex for PD—its progression is neither stable nor lin-
ecar—and they are often highly dependent not only on
medical conditions but also on social and personal condi-
tions (such as access to services in the community or
financial resources).

Our results showed that people living with PD
expressed common care delivery priorities to support
three lines of work (trajectory management) performed
by patients and their care partners (see Table 3, the main
care delivery priorities and quotes): illness-related work,
everyday-life work, and biographical work caused by PD
(Corbin & Strauss, 1988).

Care Delivery Priorities for the
“Unpredictable” Trajectory

Tailored and reliable information about PD. Patients have
little understanding of what PD is and therefore what this
diagnosis might mean to them and their family in terms
of working life, self-identity, or financial resources. The
goal for newly diagnosed patients is to have access to
accurate information about the disease and clear infor-
mation on where to find care professionals with PD
expertise.

Emotional and psychological support. As mentioned previ-
ously, newly diagnosed patients talked about the stigma
associated with PD and described the impact of PD symp-
toms (such as tremors, bradykinesia or dyskinesia, and
cognitive decline) on their work and daily life. Dealing
with stigma is not easy, and some patients asked for more
emotional or psychological support. Patients expressed
the need—at the time of diagnosis—to talk with people
and wanted to have access to medical information for
dealing with uncertainty.

Accessibility and communication with specialized care team
in PD. Patients also explained that the quality of commu-
nication with their health care team was essential at the
time of diagnosis. For example, how the diagnosis and
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the disease were delivered and explained was key to how
people with PD coped.

Personalized care. For people living with PD, the feeling
of “being alone” at the time of diagnosis was enhanced by
a perceived absence of any systematic guidance follow-
ing the diagnosis. Patients expressed the need to rapidly
become part of a world guided by pathways, plans, and
support mechanisms (such as emotional support). It is
important for newly diagnosed patients to have access to
a contact person of the medical team as soon as they are
diagnosed. Some participants explained that a nurse—for
example—has been a key person for them since the time
of the diagnosis because the nurse has provided support
from the beginning on and has always been available to
answer important questions. All patients expressed the
need to be guided, oriented, and to have systematic access
to a contact person who will set up—together with
them—the building blocks of their care pathway.

Care Delivery Priorities for the “Situated”
Trajectory

Care navigation and community linkages. Patients and care
partners draw our attention to the accessibility of services
in the community. The responsibility for the care delivery
at home is a complex combination of services under the
responsibility of many different agencies and jurisdic-
tions. It is hard for patients and care partners to navigate
through this “web of care.” People living with PD try to
connect all the individuals and services involved due to a
lack of care coordination or clear community linkages.
Participants expressed the fact that having access to a
nurse coordinator greatly facilitated their journey and
helped them identify resources in their community such
as physiotherapists and occupational therapists.

Bundled information on social care options. For the partici-
pants, social care includes a range of interventions such as
aids at home or personal care at home. When facing a new
situation, patients and care partners adapt their lifestyle and
anticipate future social needs to integrate the new chal-
lenges in their daily life. The main goal of the patients is to
maintain independence as long as possible. However,
social services were not used frequently due to the lack of
knowledge or the fragmented sources available.

Tailored or specialized programs for people living with
PD. People living with PD pointed out that exercising
and other forms of rehabilitation were the only thing they
could do to manage the disease and felt that physical
activity prolongs the effect of medication. In general, par-
ticipants were mostly dissatisfied with insufficient PD
expertise of specialists such as rehabilitation specialists.

The participants expressed the need to have access to pro-
grams specialized in PD outside movement disorders
centers in their community.

Efficient communication channel with care team. People
living with PD wanted to be in regular contact with their
health care team to live a “normal” life and stated that a
sustainable and trustworthy communication with their
health care providers was essential. They were looking
for relevant information, guidance, and direction from
their medical team. Patients expressed the need to have
access to practical resources to manage the consequences
of symptoms at home.

Monitoring or joint assessment to anticipate medical and
social needs. Participants mentioned that they need to dis-
cuss with their care team the progression of their disease
(new symptoms) to adapt their treatment plan and main-
tain QoL on a regular basis. Constant monitoring and
joint care assessment supported by an efficient communi-
cation channel with care teams are essential over the life
course of the disease.

Psychological support. People living with PD expressed
the need to have access to social and psychological sup-
port and receive practical tips for dealing with daily fluc-
tuations. Participants talked about how the emotional
impacts of PD can affect their QoL and the lack of psy-
chological support from a professional with expertise in
PD could be problematic.

Care Delivery Priorities for the “Demanding”
Trajectory

Care partners support. Care partners have a crucial role in
assisting people with PD because some everyday-life
activities shift from patients to care partners and increase
the pressure on them. When the tasks of daily living are
increasingly transferred from the patient to the care part-
ner, the role of the care partner becomes a crucial part of
life with PD, and the burden on the care partner increases.
Care partners need to understand the progression of PD
and to be able to adjust care (i.e., dealing with complex
situations during acute phases or when the disease pro-
gresses). To do that, care partners need to have access to
receive advice for dealing with disabling symptoms at
home.

Access to social benefits. Most people complained about a
lack of information, much more in social supports than
medical care, especially with respect to financial resources
(e.g., access to disability pensions) and, for example, they
want to be informed and guided in the process of which
disability pensions or social services are accessible.
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Access to in-home services and transportation. During acute
phases or crises, in-home services are not available
because the system is slow to respond when families need
it rapidly. The patients and care partners need support to
respond together to the disease symptoms and its progres-
sion. Another crucial aspect is transportation service to
avoid social isolation and allow patients to maintain their
independence as long as possible.

Proactive monitoring to prevent complications. A lot of
patients and care partners expressed the need for proac-
tive monitoring and strong communication with the
health care team to prevent loss of autonomy, to detect
symptoms of depression, and to limit medical complica-
tions or hospitalization which is fundamental for main-
taining care continuity.

Discussion

The contribution of our trajectory analysis expands the cur-
rent understanding of the PD patient journey by describing
three main trajectories that highlight the complexity of the
challenges faced by patients and care partners from along
the experience of living with PD since diagnosis (Allen
et al., 2004; Haahr et al., 2011; Kessler et al., 2021; Peek,
2017; Vann-Ward et al., 2017; Wressle et al., 2007).
Previous studies revealed that people living with PD desire
better interdisciplinary collaboration between health care
professionals, to be guided through their journey and to
have access to community resources. However, our analy-
ses allowed us to identify particular trajectories that will
require specific resources. In other words, our analyses
lead us to consider the complexity of the trajectories in the
definition of an integrated care network.

As mentioned previously, the illness trajectory refers
“not only to the physiological unfolding of a patient’s dis-
ease but to the total organization of work done over that
course, plus the impact on those involved with that work
and its organization” (Strauss et al., 1985, p. 8). PD is a
chronic condition that is associated with specific medical
and social challenges because of its nonlinear and unpre-
dictable progression (Nilsson et al., 2015; van Halteren
et al., 2020). The trajectory analysis focuses on the work
performed by the patients and care partners in collabora-
tion with their health care providers to carry out a plan of
action designed to self-manage their condition at home.
Understanding the work done by patients and their care
partners at home allows us to identify both their medical
and social care priorities and thus recognize issues and
missing resources that do not allow them to do this work.
In addition, certain conditions could affect this work and
the illness management at home. A wide range of social,

organizational, economic, psychological, or personal con-
ditions could influence the illness management process to
either facilitate or hinder it. These conditions could influ-
ence the illness trajectory and determine the social and
medical resources that are available to manage PD.

The trajectory analysis raised questions related to the
design of an integrated care model. Integrated care
required that bring patients to the center of the model
development and patient empowerment is at the heart of
various integrated care models (Bloem et al., 2020; Rajan
et al., 2020). In this context, how could an integrated care
network be designed for supporting patients and care part-
ners when the trajectory is “demanding”? Or how does it
address the specifics needs of newly diagnosed patients
(described by the “unpredictable” trajectory)? Current
models are designed around the patient as a “target audi-
ence” or a “consumer” (van Munster et al., 2020) but, as
our analysis shows, integrated care models need to adopt
a more humanistic and pragmatic vision for understanding
how PD patients’ trajectory, community resources, and
health service utilization pathways are linked.

The findings suggest that the integration of health
and social care is complex and dependent on multiple
individuals, activities, and tools. An integrated care net-
work aims to create linkages between the health and
social care services to enhance care coordination and
improve QoL. The integrated care network could
involve multiple components such as nurse coordinators
specialized in PD, close connections with key stake-
holders in the community, and management tools or
technologies to support self-management at home (Prell
et al., 2020; Radder et al., 2020). For the three trajecto-
ries identified, the network will have to be set up and
bring together key stakeholders, resources, and tools to
support patients and care partners for managing the
uncertainty surrounding PD (the “unpredictable” trajec-
tory), navigating in a “web of care” (the “situated” tra-
jectory) and monitoring the social and medical
complications or adverse events and support vulnerable
people (the “demanding” trajectory).

Based on the results of our analysis, we are able to gen-
erate ideas and hypotheses about the components of an
integrated care network that should be discussed, negoti-
ated, and rearranged during participatory design work-
shops with health care professionals, patients, and care
partners in the five countries involved in the study (see
Figure 2). All these components could contribute to sus-
tain the work done over the illness trajectory by the
patients and care partners at home and finally could shape
the illness trajectory by supporting the care priorities
defined by people living with PD. The trajectory analysis
gives direction to the next step of the co-design process
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MAIN CARE DELIVERY PRIORITIES FOR THE "UNPREDICTABLE" TRAJECTORY

-A contact person as
soon as the diagnosis

TAILORED AND ACCESSIBILITY & EMOTIONAL AND
PERS(? :I';\é'IZED RELIABLE INFORMATION COMMUNICATION WITH SUP;S:IR_'? gngPS PSYCHOLOGICAL
ABOUT PD SPECIALIZED CARE TEAM SUPPORT
COMPONENTS OF INTEGRATED CARE NETWORK
a8
SINGLE POINT OF MANAGEMENT EDUCATIONAL COMMUNICATION TOOLS &
CONTACT TOOLS RESOURGES CHANNELS SPECIALIZED SUPPORT

A "roadmap” defined
with the patients and

- Access to care team by phone

-AY kit f I
i SguIce Stlonlnl: or telemedicine (e.qg., help line)

diagnosed patients.

- Psychological support for
people living with PD.

coordinator.

- Mapping of key
stakeholders in the
community (e.g.
country-specific
features).

- Connection to
social resources.

is made. care partm?rs (e.g. - Use digital‘h'ealth technologies - Integration of "patient expert”
co-production of care to support hidirectional
oS (e.g. buddy program).
gpa\rlhwazy:;). communication.
MAIN CARE DELIVERY PRIORITIES FOR THE "SITUATED" TRAJECTORY
CARE BUNDLED TAILORED EFFICIENTS MONITORING OR JOINT
NAVIGATION & INFORMATION ON PROGRAMS OR COMMUNICATION ASSESSMENT TO PSYCHOLOGICAL
COMMUNITY SOCIAL CARE SUPPORT CHANNELS WITH ANTICIPATE MEDICAL & SUPPORT
LINKAGES OPTIONS GROUPS CARE TEAMS SOCIAL NEEDS
[ COMPONENTS OF INTEGRATED CARE NETWORK
23 8 =
PATIENT MANAGEMENT EDUCATIONAL COMMUNICATION TOOLS & SUPPORT & PRACTICAL
NAVIGATION TOOLS RESOURCES CHANNELS ADVICE
- Nurse " - "Joint care " - Educational resources or - Regular communication between [~ _Practical tips for dealing with

PD clinic, family doctor or other
allied health professionals.

- Digital health technologies for
self-monitoring (e.g. self-tracking
tools, telemonitoring).

assessment” to
explore health and
social needs.

- Map of services
avalaible locally.

training for staff leading
program for people with PD.
- Online resources for
program at home (e.g.,
physiotherapy, coaching,
speech therapy).

fluctuation & maintaining QoL.
-Assessment of future financial
needs (e.g., financial clinic
program).

MAIN CARE DELIVERY PRIORITIES FOR THE "DEMANDING" TRAJECTORY

to ensure continuity of
care & social support.
-Sharing the revised care
plan with family doctor.
-Routine review &
evaluation of personalized
care plan.

(e.g., community resources,
housekeeping).

-Practical advicesftips for care
partners (e.g., managing
disabling symptoms).

communication channel
with PD nurse (e.g.,
teleconsultation).
-Bidirectional
communication with
patients & care partners
(e.g., helpline during the
acute phase or period of
depression).

-Guideline for navigating
social system .
-Bundled information
about health disability

card or disability pension.

-Mapping of social
services available locally
or key points of contact.

CARE PARTNERS ACCESS TO SOCIAL ACCESS TO IN-HOME SERVICES & PROACTIVE MONITORING TO
SUPPORT & ADVICE BENEFITS TRANSPORTATION PREVENT COMPLICATIONS
COMPONENTS OF INTEGRATED CARE NETWORK

b e g &

u_?? \&/
MANAGEMENT TOOLS  EDUCATIONAL RESOURCES COMMUNICATION SOCIAL & PROACTIVE
FOR CARE PARTNERS TOOLS & CHANNELS PSYCHOLOGICAL MONITORING

- RESOURCES
aicsUpatiEDlurse -A “resource kit" for care partners [ _sustainable

-Home-based monitoring
to prevent complications
(e.g., telemonitoring
ON/OFF states).

Figure 2. Components of an integrated care.
Note. PD = Parkinson’s disease; QoL = quality of life.

and offers a foundation for co-designing an integrated care
network that is (a) specifically geared toward the care pri-
orities of people living with PD, (b) based on patients’ and

carers’ experiences, and (c) adaptive by integrating
national characteristics and taking into account the factors
influencing the trajectory management.
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Conclusion

Integrated care networks require the active participation
of various players with specific roles but also the inclu-
sion of technologies (e.g., digital health technologies to
support self-management), tools (e.g., educational tools),
plans (e.g., care plan co-elaborated with nurses and
patients), or activities (Latour, 2005; Mol et al., 2010).
All of these entities are connected, arranged, and assem-
bled over time to support the creation of a personalized
care pathway. Globally, when researchers talk about
“care networks,” human individuals or key stakeholders
are considered in their descriptions of the network.
However, some authors show that it is not only human
individuals who can make a difference in the integrated
care network but also “non-human actors” (Latour, 2005)
such as tools, technologies or activities, and the organi-
zation of the health care system. Like an organization, an
integrated care network can be viewed as an arrangement
of social relations, technologies, practices, with the goal
of facilitating the implementation of home-based, com-
munity-centered care and supporting patients and care
partners in their self-management at home and commu-
nities. In this perspective, co-designing an integrated
care network is paramount by incorporating different
points of view and perspectives including patients’ care
priorities but also social and medical resources, activi-
ties, technologies, and other key players (all these com-
ponents evolving in different national contexts). Indeed,
the purpose of the participatory design workshops is
deemed to explore the concept of an integrated care net-
work in more detail, which may better account for the
numerous individuals, tools, activities, and roles that
comprise the network in the five countries involved in
the study.

Based on our analysis, an integrated care network
organized around the three identified trajectories has the
potential to target the care priorities of people with PD.
Concretely, we will invite health care professionals,
patients, and care partners to take part in participatory
design workshops to co-create various scenarios and put
forward some solutions that could be discussed, negoti-
ated, and adapted during the last phase of the co-design
approach (Bate & Robert, 2006). The participants will be
invited to share ideas and visions for the future of care
delivery for people living with PD by identifying the
following:

e Key people, services, or organizations in each
country that will coordinate care and facilitate
community resource linkages. For example, who
might be playing the role of coordination to
improve access to medical or social services at
home or in the community?

e Resources or management tools that will help
people with PD to manage medical and social
care over time. For example, which resources
might be essential to support the self-manage-
ment process?

e Communication tools or digital health technolo-
gies that will be capable of support in a home/com-
munity model of care delivery. For example, how
technologies available to care for PD patients
might be used to support the self-management pro-
cess or improve access to health services?

Co-design approaches become “an engine for wider soci-
etal transformations” (Sangiorgi, 2011, p. 30) by their col-
laborative, participatory, inclusive, and patient-oriented
nature. In our iCARE-PD project, this approach enables
various stakeholders to share their experience and define
collaboratively alternative future models of care delivery.
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Notes

1. Formore information about the iCARE-PD project, see the
website: http://icare-pd.ca

2. Community-based participatory research (CBPR) has a
growing influence in addressing health inequities. And the
concept of community as an aspect of collective and indi-
vidual identity is central to CBPR (Israel et al., 2017).

3. For more information about PD rating scales, see https://
parkinsonsnewstoday.com/parkinsons-stages/ or https://
www.ncbi.nlm.nih.gov/pmc/articles/PMC2897716/

4.  Analysis and data collection proceeded simultaneously and
continued until “data saturation” was reached to ensure
that the widest possible range of patients’ experiences had
been included.

5. The codes for the ethics approval: Czech Republic 1614/19
S-1V grant, Germany Study 164/19, Canada Protocol No.
20180561-01H, Ireland No. 1/378/2105. General ethical
approval from Spain for the iCARE-PD project: Codigo
CEIm HM Hospitales: 20.07.1666-GHM.

6. The discrepancy is explained by the narrative of newly
diagnosed patients with more recent experience living with
the disease.
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