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Aims: This study aimed to identify and synthesize the barriers and facilitators to the
implementation of family-centered care in Parkinson's disease (PD) and to provide
a reference for evidence-based Parkinson'’s disease nursing practice.

Methods: This scoping review follows the methodology framework proposed by
Arksey and O'Malley. Four databases including PubMed, Web of Science, Embase,
and Cochrane Library were searched. Barriers and facilitators were summarized
based on the ecological family-centered model.

Results: Through a comprehensive literature search, 35 studies were found for
this scoping review. Barriers and facilitators to implementing family-centered
care in PD included physiological factors, environmental factors, culturally based
conflicts, living arrangements, education or skills training, group experiences, and
individual and family consultations.

Conclusion: Implementing family-centered care in Parkinson’s disease is essential
to providing comprehensive care that improves outcomes for both PD patients
and their family members.
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1. Introduction

As the second most common neurodegenerative disease, Parkinson’s disease (PD) has
shown an overall increasing trend in prevalence in 150 countries worldwide from 1990 to
2019 (1). Compared to 1990, the number of disability-adjusted life-years for PD increased
by 128.86% for all ages, resulting in a rise in disease burden from 14th to 10th place (2). This
enormous disease burden presents significant challenges to the recovery of patients with
PD. As the disease progresses, the motor symptoms (e.g., resting tremor, bradykinesia, and
rigidity) and non-motor symptoms (e.g., neuropsychiatric symptoms, sleep disorders, and
cognitive impairment) of PD will gradually appear and worsen (3). According to a survey in
the Asia-Pacific region, psychosocial support was the most common unmet care need for PD
patients, followed by pain and other symptoms (4). For caregivers, sudden challenges can
affect their physical, psychological, and social wellbeing. The top three unmet care needs for
caregivers were emotional support, instrumental support, and community support networks
(5). These unmet care needs and challenges are particularly evident in settings where there
is a lack of guidance from healthcare professionals.
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Family-centered care has been widely used in pediatric and
adult settings for over a century and is defined as promoting
patient health through a partnership between families and
healthcare professionals. In family-centered care, patients and
caregivers are treated with respect and dignity, and communication
is characterized by mutual equality and shared decisions (6).
The elements of a universal model of family-centered care
include the following: (a) collaboration among patients, caregivers,
and healthcare providers, (b) consideration of family context,
(c) dedicated policies and procedures, and (d) disease-specific
education (7).

Implementing family-centered care for patients with PD and
their caregivers has several benefits. First, it can help to alleviate
some of the burden and improve patient and caregiver outcomes. A
family-centered program provided social psychological counseling
eight times a week to patients with PD and their caregivers, which
successfully reduced the caregiver burden and improved patients’
cognitive and emotional function (8). Second, family-centered care
can help to improve self-management skills and ensure patient
safety. Recently, more and more programs are providing education
and consultations for PD patients and their caregivers based on
mobile health to improve the self-management of the disease (9-
11). This method is particularly applicable in non-institutionalized
communities and home scenarios. Finally, family-centered care
encourages open communication between the healthcare team and
the patient and their family. This can lead to a better understanding
of the patient’s needs and preferences, and ultimately to more
effective collaboration (12).

For healthcare providers, implementing family-centered care
is a complex and thorough process that requires a detailed
intervention plan. A guideline in Canada recommends that patients
with PD should have a comprehensive care plan negotiated by the
individual, their family and caregivers, and all healthcare providers
(13). This emphasizes the important role of family members in
supporting PD patients and involving them in decision-making
about their care.

The implementation of family-centered care in healthcare is a
multifaceted process that encompasses various promoting factors
and obstacles. However, the literature on these factors is fragmented
and lacks clarity at present. Thus, this study aimed at conducting
a scoping review of the evidence on family-centered care in PD,
compiling intervention measures, and analyzing the facilitators and
barriers to family-centered care. In doing so, this study may provide
a basis for evidence-based nursing practice in family-centered care
of Parkinson’s disease.

2. Methods
2.1. Study design

This scoping review follows the methodology framework
proposed by Arksey and O’Malley, which includes five steps
(14): (a) identifying the research question, (b) identifying relevant
studies, (c) selecting studies, (d) charting the data, and (e)
collating, summarizing, and reporting the results. According to
the methodology framework, we identified the primary research
question through a preliminary search: What are the barriers and
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facilitators for healthcare providers to implement family-centered
care in PD? In other words, this study focuses on the elements
of family-centered care in PD and the participatory roles of
healthcare providers. In addition, this study was reported following
the Preferred Reporting Items for Systematic Reviews and Meta-
Analyses statements for Reporting Scoping Reviews (PRISMA-
ScR). A meta-analysis was not performed due to the heterogeneity
of the interventions.

2.2. Theoretical model

The ecological family-centered model was utilized to analyze
the barriers and facilitators for healthcare providers to implement
family-centered care in PD. The seven elements of this model
were first proposed by Johnson et al. and included physiological
factors, environmental factors, culturally-based conflicts, living
arrangements, education or skills training, group experiences,
and individual or family counseling (15). Subsequently, Monahan
expanded the connotation of the model and applied it to family-
centered care in dementia (16). In Monahan’s opinion, the first
three assessment factors (physiological factors, environmental
factors, culturally-based conflicts, and living arrangements) could
inform the rest of the interventions (skills training, group
experiences, and individual or family counseling).

2.3. Search strategy

Four databases were comprehensively searched, namely
PubMed, Web of Science, Embase, and Cochrane Library, from
inception to 14 March 2023. Searches were limited to the English
language. The search strategy involved two main components
consisting of MeSH terms and keywords: (a) disease-related terms
(e.g., Parkinsonian disorders, or Parkinson’s disease) and (b) terms
related to family-centered care (e.g., family support, family nursing,
family therapy, caregiver, and carer). The complete search strategy
is shown in Supplementary Table 1.

2.4. Eligibility criteria

Studies were included if they met the following criteria: (a)
definition: family-centered care was defined as any interventions
for patients with PD and their families; family-centered care
programs were mainly developed by healthcare providers; patients
with PD, caregivers, and healthcare providers were involved in
promoting patient safety; (b) context: family-centered care was
carried out in non-institutionalized settings, including homes,
communities, and outpatient settings; and (c) study design: mixed
methods study, clinical trials (including randomized and non-
randomized controlled trials, pre-post studies, pilot studies, and
case studies), and qualitative studies to evaluate the effects of
family-centered care.

Studies were excluded if they met the following criteria: (a)
they provided care only to patients with PD or caregivers; (b)
they consisted of observational studies, such as case-control,
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cross-sectional, and cohort studies; (c) they consisted of protocols,
reviews, editorials, comments, and conference abstracts; and, finally
(d) they were not published in English.

2.5. Study selection and data charting

All search results were imported into Endnote X9 to remove
duplicate results. Two reviewers screened the literature for titles
and abstracts. Any discrepancies were resolved by a third reviewer.
Key information was extracted by two reviewers using a custom
data extraction table. Elements extracted included author, year,
study design, country, aims of the study, participant characteristics,
roles of healthcare providers, and content of family-centered care.

3. Results

3.1. Search results and selection

A total of 8,718 studies were retrieved. After duplicate records
were removed, 5,423 studies were screened. Of these, 5,127 studies
were excluded based on titles and abstracts. Although we attempted
to contact the authors, the full texts of the two studies could
not be obtained. According to the eligibility criteria, 79 studies
were excluded for different reasons. Consequently, 35 studies were
included in this scoping review. The flow diagram of the study
selection is shown in Figure 1.

3.2. Study characteristics

Most of the studies were conducted in the United States
(n = 15). Two studies were multicenter studies, one of which
carried out a standardized psychological education program in
seven European countries, and the other was conducted in the
United States and Canada (17, 18). The rest of the studies were
carried out in Australia (n = 5), the Netherlands (n = 4), England
(n = 3), Canada (n = 2), Africa (n = 1), China (n = 1), Brazil
(n = 1), and Sweden (n = 1). The study design of the selected
studies included quantitative studies (n = 25) (8, 9, 17, 19-40),
qualitative studies (n = 7) (10, 18, 41-45), and mixed method
studies (n = 3) (11, 36, 46). Most of the studies were carried
out in home settings (n = 18), followed by non-institutionalized
communities (n = 8) and outpatient settings (n = 9). Study
characteristics are detailed in Supplementary Table S2.

3.3. Distribution of research topics

By title and keyword identification, the research topics are
summarized in Table 1. There were 31% of the research topics
related to telemedicine (n = 5) (20, 24, 26, 28, 34) and cognitive-
behavioral therapy (n = 6) (22, 24, 29, 30, 35, 40). Cognitive
behavioral therapy has gradually become a family-centered research
focus of Parkinson’s since 2010, while telemedicine has gradually
become a research hotspot since 2017 because of its technical
reasons. Three studies used adherence therapy and care pathways
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to provide family-centered care for patients and caregivers,
respectively (21, 32, 46). Sturkenboom focused on occupational
therapy and published two studies in 2013 and 2016, respectively
(36, 47). In addition, A Campo focused on the psychosocial
education program and published three RCTs (8, 17, 19). Although
most studies adopted interdisciplinary cooperation, only two
studies aimed to develop interdisciplinary programs (25, 39).

3.4. Roles of healthcare providers involved
in family-centered care

The overall role of healthcare providers was to develop a
program of care for patients with PD, and their caregivers
to address physical and psychological problems. In most of
the studies, healthcare providers played the roles of planners,
implementers, supervisors, and managers at the same time.
Multidisciplinary teams were formed in eight studies (18, 25, 27, 28,
31,39,43,44). Team members included physical, occupational, and
speech therapists, movement disorders neurologists, movement
disorders fellows, nurses, social workers, researchers, chaplains,
graphic designers, and information technology experts. The roles
of healthcare providers are outlined in Supplementary Table S2.

3.5. Barriers and facilitators to
implementing family-centered care in PD

3.5.1. Physiological and environmental factors

All 35 studies evaluated the physiological factors of PD from
different aspects, which could be the facilitators for healthcare
providers to implement family-centered care for Parkinson’s
disease. Only two studies did not pay enough attention to
environmental assessment (21, 37). While most studies tended to
develop holistic care plans for patients with PD at all stages, only
a small number of case studies implemented case management
according to the stages of PD (27, 30, 39). Providing information
about advanced PD services to patients with relatively mild
symptoms could make them feel anxious and uncomfortable (44,
46). Another barrier was that it may be difficult to fully assess
physiological and environmental factors for remote intervention
programs. Due to the lack of face-to-face consultation, it was
difficult to assess the physiological changes before and after the
intervention (20, 24). The elements of family-centered care in PD
are illustrated in Figure 2.

3.5.2. Culturally-based conflicts

The main barrier to this theme was the identification and
handling of cultural conflicts. More than half of the studies did
not assess the cultural background of patients and caregivers.
The assessment of cultural conflict could make the intervention
program more appropriate to the educational experience and
cognitive level of patients and caregivers (8, 17, 19). For
example, translating intervention manuals into different languages
or involving linguists could facilitate communication between
healthcare providers and families (8, 19).
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FIGURE 1

Flow diagram of study selection.

3.5.3. Living arrangements

Assessment of living arrangements and habits could facilitate
the development of a personalized care plan. However, eight studies
may have ignored the assessment of living arrangements. In the
PD nursing process, studies tend to evaluate living arrangements
on topics such as sleep therapy, cognitive behavioral therapy,
palliative care, and physical exercise (18, 27, 29-31, 35, 38,
40, 44). In this regard, the main living arrangement has been
the lack of a systematic and comprehensive living arrangement
assessment scale.

3.5.4. Education or skills training

Providing education and skills training could improve anxiety,
depression, and caregiver burden in patients with PD (8, 17). In the
process of education or skills training, controlling the difficulty of
training and frequency by healthcare providers was an important
barrier. Some psychological interventions took a long time to have
a therapeutic effect (47). Frequent training may cause fatigue in
patients with PD and their caregivers, while excessive training may
result in poor intervention effects (46). Complex education or skills
training may be confusing and difficult for patients and caregivers
to understand (44). Another challenge in implementing education
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and skills training was to empower patients and caregivers, increase
their engagement, and achieve self-management (9-11, 43, 47).

3.5.5. Group experiences

Although only 11 studies focused on group discussions to share
experiences, they all showed that patients and caregivers could
gain experience and emotional support in different ways. Group
discussions helped alleviate feelings of loneliness, isolation, and
apathy among patients with PD and their caregivers while also
providing them with peer support (8, 11, 27, 41, 43). During the
group discussion, the main barrier was that some caregivers may
consider some topics more sensitive, which could not be discussed
in relatively large groups (43).

3.5.6. Individual or family counseling

There were 25 studies on individual or family counseling.
Patients with PD and their caregivers were willing to consult
medical staff face-to-face. Nevertheless, the lack of consultation
time and long intervals may hinder the intervention effects of
family-centered care (27, 43, 44). Remote consultation gradually
became a trend, which broke the limitations of time and space and
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made individual consultation more convenient (20, 23, 26, 28, 34).
In addition, doctors and nurses played an active role in assisting in
diagnosis and decision-making. However, there was a gap between
physician recommendations and patient compliance when patients
were in non-institutional settings (26).

4. Discussion

This scoping review pooled 35 studies to analyze the
research hotspots of family-centered care and outlined the main
interventions in PD. Based on the ecological model of family-
centered care, this review explored the barriers and facilitators
for healthcare providers to implement family-centered care in PD
from seven domains. According to the results of the study, this
review proposes the following suggestions for healthcare providers
to implement family-centered care in PD.

TABLE 1 Distribution of research topics.

Theme n %

Cognitive behavioral therapy 6 17.1
Telemedicine 5 143
Support group 4 114
Self-management 4 11.4
Palliative care 4 11.4
Psychosocial education 3 8.6
Interdisciplinary program 2 5.7
Physical exercise 2 5.7
Occupational therapy 2 5.7
Sleep therapy 1 2.9
Care pathway 1 2.9
Adherence therapy 1 2.9

10.3389/fneur.2023.1231654

4.1. Identifying family-centered care in PD
as a terminology

Family-centered care in PD is a concept that has been discussed
but has not yet been formally proposed as a terminology. In this
scoping review, elements of family-centered care permeated all
aspects of PD care in 35 studies. However, none of them treated
family-centered care in PD as a complete terminology, which posed
challenges to the literature search and screening. For example,
in Dissanayakas study, patients attended cognitive behavioral
therapy sessions with their caregivers, and the intervention
content was adjusted to the needs of patients with PD based on
communication between healthcare providers and families (22).
Although the explicit concept of family-centered care was not
mentioned, Dissanayaka’s study included key elements that align
with family-centered care. Therefore, it is inappropriate to entirely
dismiss and exclude this research. Owing to the lack of technical
terminology, the concept of family-centered care delivered by
healthcare providers is unclear, resulting in a gap in the description
of family interventions. Thus, it is imperative to construct the
concept of family-centered care. Moreover, identifying family-
centered care in Parkinson’s disease as a terminology will allow
for the seamless integration of medical resources and facilitate the
development of efficient intervention programs aimed at delivering
high-quality nursing care to PD patients.

4.2. Involving advanced practice nurses in
the provision of ongoing care

Advanced practice nurses in PD can diagnose and deal with
individual and family health problems. Furthermore, they play an
important role in chronic disease case management and teamwork
(48). In this review, only one study involved advanced practice
nurses in providing telephone calls and ongoing expert supervision
to patients with PD and their caregivers (33). Ongoing care
provided by advanced practice nurses for PD requires a clear

0

FIGURE 2
Elements of family-centered care in Parkinson’s disease.
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Living arrangements . 27
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role orientation and competency framework. The Parkinson’s
Disease Nurse Specialist Association, Parkinson’s UK, and the
Royal College of Nursing have jointly defined the career framework
for advanced practice nurses in PD, which includes registered
competence nurses, experienced specialist nurses, expert specialist
nurses, and consultant nurses (49). In Germany, most PD nurses
work in hospitals, resulting in a shortage of qualified specialists in
outpatient and home settings (48). The involvement of advanced
practice PD nurses will help to provide high-quality, continuous,
and specialized care for patients with PD and their caregivers from
hospital to community and home settings.

4.3. Encourage patients and their families
to participate in self-management

Viewing the family as a whole and encouraging patients and
caregivers to participate in self-management is necessary for the
treatment and rehabilitation of PD. In this review, only 11.4%
of the studies focused on the self-management of PD. It can be
observed that patients with PD and their families still lack the
awareness and methods of disease self-management. For example,
the development of digital health technology systems and wearable
body sensors, in addition to self-reporting of health status, has
been shown to be effective in promoting self-management and
rehabilitation in PD patients and their families (9, 43, 50).

4.4. Focus on family contexts and
culturally-based conflicts

Patients with PD and their caregivers from different ethnicities
and regions have different disease characteristics, cultural
backgrounds, and lifestyles. Black patients with PD are more
likely to develop dementia than white patients (OR: 1.33, 95%
CI: 1.28-1.38) (51). Thus, they may have a greater need for
cognitive behavioral training than white patients with PD. In this
review, 77.1% of the studies analyzed the living arrangements
of patients with PD, while 48.6% of the studies analyzed
culturally-based conflicts. When focusing on cultural conflicts
in patients with PD and their families, it is necessary to analyze
the underlying causal mechanisms of such conflicts, such as
patient values, socioeconomic conditions, and doctor-patient
communication (52).

4.5. Rational use of telemedicine in a
non-institutional setting

Telemedicine for PD provides remote treatment and
rehabilitation for patients and caregivers through information and
communication technologies. In this review, 14.3% of the studies
preferred to provide telemedicine services to PD patients and their
caregivers. Tremors, gait, and falls can be monitored and evaluated
remotely through wearable devices and mobile applications (38).
Medication and individual consultations can also be provided

through online communities (10). Feasibility, cost and time
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savings, preferences of patients and doctors, and patient outcomes
determine the feasibility of implementing telemedicine in PD.
In addition, local restrictive regulations related to telemedicine
should be strictly followed. For instance, telemedicine is illegal in
South Korea (53). Overall, when healthcare professionals provide
telemedicine services, patient privacy, information security,
network speed, and communication equipment should be taken
into account.

4.6. Limitations

Several limitations should be acknowledged in this scoping
review. First, this study only included English-language literature,
which may not be representative enough. Second, due to the
heterogeneity of interventions and research methods, meta-analysis
was not performed in this study. More studies based on different
interventions of family-centered care in PD may help to address
the heterogeneity. Finally, this study did not evaluate the quality
of the included studies because it is not the content of the scoping
review in the methodological framework proposed by Arksey and
O’Malley (14).

5. Conclusion

Through a systematic literature search, this study summarized
the key research issues of family-centered care in PD, explored
the role of healthcare providers, and analyzed the barriers and
facilitators to implementing family-centered care in PD. These
include physiological factors, environmental factors, culturally-
based conflicts, living arrangements, education or skills training,
group experiences, and individual and family consultations. In the
future, it will be necessary to further clarify the connotation of
family-centered care in PD and attach importance to the role of
healthcare providers in delivering ongoing care.
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