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About Health Quality Ontario
Health Quality Ontario is an arms-length agency of the Ontario government. It is a partner and leader in
transforming Ontario’s health care system so that it can deliver a better experience of care, better outcomes for
Ontarians, and better value for money.
Health Quality Ontario strives to promote health care that is supported by the best available scientific evidence.
Health Quality Ontario works with clinical experts, scientific collaborators and field evaluation partners to develop
and publish research that evaluates the effectiveness and cost-effectiveness of health technologies and services in
Ontario.
Based on the research conducted by HQO and its partners, the Ontario Health Technology Advisory Committee
(OHTAC) — a standing advisory sub-committee of the HQO Board — makes recommendations about the uptake,
diffusion, distribution, or removal of health interventions to Ontario’s Ministry of Health and Long-Term Care,
clinicians, health system leaders, and policy-makers.
This research is published as part of Ontario Health Technology Assessment Series, which is indexed in EBSCO
Cumulative Index to Nursing and Allied Health Literature, EMBASE, MEDLINE, and the Centre for Reviews and
Dissemination. Corresponding OHTAC recommendations and other associated reports are also published on the
HQO website. Visit http://www.hqontario.ca for more information.

About the Ontario Health Technology Assessment Series
To conduct its comprehensive analyses, HQO and/or its research partners reviews the available scientific literature,
making every effort to consider all relevant national and international research; collaborates with partners across
relevant government branches; consults with clinical and other external experts and developers of new health
technologies; and solicits any necessary supplemental information.
In addition, HQO collects and analyzes information about how a health intervention fits within current practice and
existing treatment alternatives. Details about the diffusion of the intervention into current health care practices in
Ontario add an important dimension to the review. Information concerning the health benefits; economic and human
resources; and ethical, regulatory, social, and legal issues relating to the intervention assist in making timely and
relevant decisions to optimize patient outcomes.
The public consultation process is available to individuals and organizations wishing to comment on reports and
recommendations before publication. For more information, please visit:
http://www.hqontario.ca/en/mas/ohtac_public_engage_overview.html.

Disclaimer
This report was prepared by HQO or one of its research partners for the OHTAC and developed from analysis,
interpretation, and comparison of scientific research. It also incorporates, when available, Ontario data and
information provided by experts and applicants to HQO. It is possible that relevant scientific findings could have
been reported since completion of the review. This report is current to the date of the literature review specified in
the methods section, if available. This analysis may be superseded by an updated publication on the same topic.
Please check the HQO website for a list of all publications: http://www.hqontario.ca/en/mas/mas_ohtas_mn.html.
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Abstract
Background
Specialized community-based care (SCBC) endeavours to help patients manage chronic diseases by
formalizing the link between primary care providers and other community providers with specialized
training. Many types of health care providers and community-based programs are employed in SCBC.
Patient-centred care focuses on patients’ psychosocial experience of health and illness to ensure that
patients’ care plans are modelled on their individual values, preferences, spirituality, and expressed needs.

Objectives
To synthesize qualitative research on patient and provider experiences of SCBC interventions and health
care delivery models, using the core principles of patient-centredness.

Data Sources
This report synthesizes 29 primary qualitative studies on the topic of SCBC interventions for patients with
chronic conditions. Included studies were published between 2002 and 2012, and followed adult patients
in North America, Europe, Australia, and New Zealand.

Review Methods
Qualitative meta-synthesis was used to integrate findings across primary research studies.

Results
Three core themes emerged from the analysis:
 patients’ health beliefs affect their participation in SCBC interventions;
 patients’ experiences with community-based care differ from their experiences with hospitalbased care;
 patients and providers value the role of nurses differently in community-based chronic disease
care.

Limitations
Qualitative research findings are not intended to generalize directly to populations, although metasynthesis across several qualitative studies builds an increasingly robust understanding that is more likely
to be transferable. The diversity of interventions that fall under SCBC and the cross-interventional focus
of many of the studies mean that findings might not be generalizable to all forms of SCBC or its specific
components.

Conclusions
Patients with chronic diseases who participated in SCBC interventions reported greater satisfaction when
SCBC helped them better understand their diagnosis, facilitated increased socialization, provided them
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with a role in managing their own care, and assisted them in overcoming psychological and social
barriers.
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Plain Language Summary
More and more, to reduce bed shortages in hospitals, health care systems are providing programs called
specialized community-based care (SCBC) to patients with chronic diseases. These SCBC programs
allow patients with chronic diseases to be managed in the community by linking their family physicians
with other community-based health care providers who have specialized training. This report looks at the
experiences of patients and health care providers who take part in SCBC programs, focusing on
psychological and social factors. This kind of lens is called patient-centred. Three themes came up in our
analysis:
 patients’ health beliefs affect how they take part in SCBC interventions;
 patients’ experiences with care in the community differ from their experiences with care in the
hospital;
 patients and providers value the role of nurses differently.
The results of this analysis could help those who provide SCBC programs to better meet patients’ needs.
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Background
In July 2011, the Evidence Development and Standards (EDS) branch of Health Quality Ontario (HQO) began developing an
evidentiary framework for avoidable hospitalizations. The focus was on adults with at least 1 of the following high-burden chronic
conditions: chronic obstructive pulmonary disease (COPD), coronary artery disease (CAD), atrial fibrillation, heart failure, stroke,
diabetes, and chronic wounds. This project emerged from a request by the Ministry of Health and Long-Term Care for an
evidentiary platform on strategies to reduce avoidable hospitalizations.
After an initial review of research on chronic disease management and hospitalization rates, consultation with experts, and
presentation to the Ontario Health Technology Advisory Committee (OHTAC), the review was refocused on optimizing chronic
disease management in the outpatient (community) setting to reflect the reality that much of chronic disease management
occurs in the community. Inadequate or ineffective care in the outpatient setting is an important factor in adverse outcomes
(including hospitalizations) for these populations. While this did not substantially alter the scope or topics for the review, it did
focus the reviews on outpatient care. HQO identified the following topics for analysis: discharge planning, in-home care,
continuity of care, advanced access scheduling, screening for depression/anxiety, self-management support interventions,
specialized nursing practice, and electronic tools for health information exchange. Evidence-based analyses were prepared for
each of these topics. In addition, this synthesis incorporates previous EDS work, including Aging in the Community (2008) and a
review of recent (within the previous 5 years) EDS health technology assessments, to identify technologies that can improve
chronic disease management.
HQO partnered with the Programs for Assessment of Technology in Health (PATH) Research Institute and the Toronto Health
Economics and Technology Assessment (THETA) Collaborative to evaluate the cost-effectiveness of the selected interventions
in Ontario populations with at least 1 of the identified chronic conditions. The economic models used administrative data to
identify disease cohorts, incorporate the effect of each intervention, and estimate costs and savings where costing data were
available and estimates of effect were significant. For more information on the economic analysis, please contact either Murray
Krahn at murray.krahn@theta.utoronto.ca or Ron Goeree at goereer@mcmaster.ca.
HQO also partnered with the Centre for Health Economics and Policy Analysis (CHEPA) to conduct a series of reviews of the
qualitative literature on “patient centredness” and “vulnerability” as these concepts relate to the included chronic conditions and
interventions under review. For more information on the qualitative reviews, please contact Mita Giacomini at
giacomin@mcmaster.ca.
The Optimizing Chronic Disease Management in the Outpatient (Community) Setting mega-analysis series is made up of the
following reports, which can be publicly accessed at http://www.hqontario.ca/evidence/publications-and-ohtacrecommendations/ohtas-reports-and-ohtac-recommendations.

















Optimizing Chronic Disease Management in the Outpatient (Community) Setting: An Evidentiary Framework
Discharge Planning in Chronic Conditions: An Evidence-Based Analysis
In-Home Care for Optimizing Chronic Disease Management in the Community: An Evidence-Based Analysis
Continuity of Care: An Evidence-Based Analysis
Advanced (Open) Access Scheduling for Patients With Chronic Diseases: An Evidence-Based Analysis
Screening and Management of Depression for Adults With Chronic Diseases: An Evidence-Based Analysis
Self-Management Support Interventions for Persons With Chronic Diseases: An Evidence-Based Analysis
Specialized Nursing Practice for Chronic Disease Management in the Primary Care Setting: An Evidence-Based Analysis
Electronic Tools for Health Information Exchange: An Evidence-Based Analysis
Health Technologies for the Improvement of Chronic Disease Management: A Review of the Medical Advisory Secretariat
Evidence-Based Analyses Between 2006 and 2011
Optimizing Chronic Disease Management Mega-Analysis: Economic Evaluation
How Diet Modification Challenges Are Magnified in Vulnerable or Marginalized People With Diabetes and Heart Disease: A
Systematic Review and Qualitative Meta-Synthesis
Chronic Disease Patients’ Experiences With Accessing Health Care in Rural and Remote Areas: A Systematic Review and
Qualitative Meta-Synthesis
Patient Experiences of Depression and Anxiety With Chronic Disease: A Systematic Review and Qualitative MetaSynthesis
Experiences of Patient-Centredness With Specialized Community-Based Care: A Systematic Review and Qualitative MetaSynthesis
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Objective of Analysis
To synthesize qualitative research on patient and provider experiences of specialized community-based
care (SCBC) interventions and health care delivery models, using the lens of patient-centredness.

Clinical Need and Target Population
Chronic Disease
As described in the 2012 Health Quality Ontario (HQO) report Specialized Community-Based Care: An
Evidence-Based Analysis, “Chronic diseases have a large impact on the Ontario population. An estimated
1 in 3 Ontarians has a chronic disease, and among those over 65 years of age, 80% have at least 1 chronic
disease and 70% have 2 or more chronic diseases. Chronic diseases include heart failure, diabetes, cancer,
COPD, and arthritis. In 2002, the World Health Organization estimated that medical treatment for chronic
diseases and the resulting lost productivity would cost $80 million in Canada annually.” (1)

Patient-Centredness
The concept of patient-centredness originated in general practice and primary care in the 1970s as a
reaction to the prevailing biomedical model of care, which focused on the biologic manifestations of
disease rather than on the patient’s psychosocial experience of health and illness. (2) The term patientcentred was coined in 1988. (3) The ideal of patient-centredness entails modelling patients’ care plans on
their values, preferences, spirituality, and expressed needs. (2-4) The concept of patient-centredness
draws attention to and critiques the patient-provider relationship, promoting nonpaternalistic,
nonauthoritarian relationships in which patients’ autonomy is sufficiently empowered so they can
participate actively in their own care, and ensuring that their relationships with others (family, supports)
are recognized by health care providers. (4-6) To enable this, relevant information should be shared
between providers and patients, and decision-making should be collaborative.
Qualitative research has been advocated as the method of choice for investigating both the nonmedical
and individualized illness experience, and the experiences of providers in patient-provider relationships.
(2) The core principles of patient-centredness that have emerged from the qualitative literature are as
follows:
 recognizing the cultural, social, and psychological (nonmedical) dimensions of illness;
 requiring an understanding of patients’ unique experiences;
 promoting a nonpaternalistic, nonauthoritarian relationship between patient and provider;
 ensuring agreement on goals and treatment, and a bond of caring and sympathy between providers
and patients;
 acknowledging providers as persons, necessitating self-awareness of their emotional and cultural
responses;

Ontario Health Technology Assessment Series; Vol. 13: No. 17, pp. 1–33, September 2013

12

Technique
This meta-synthesis uses the definition of SCBC provided in the 2012 HQO report on SBSC: care “that
manages chronic illness through formalized links between primary and specialized care.” (1) Specialized
community-based care seeks to improve the effectiveness and efficiency of chronic disease care using
interdisciplinary care teams such as primary care physicians, specialists, nurses, dietitians, pharmacists,
social workers, caregivers, patients, and physiotherapists. Many terms have been used to describe
programs that include the essential elements of SCBC, including intermediate care, shared care, integrated
care, chronic disease management, interdisciplinary primary care, collaborative care, guided care, and
care-and-case management.
Table 1: Frequently Reported Components of Specialized Community-Based Care
Components

Description

Disease-specific education

Education about the signs, symptoms, and etiology of a chronic condition

Medication education/review

Education about the side effects of medication, the relationship of medication to
chronic disease management, and the importance of medication adherence

Medication titration

Assistance with appropriate dosing of specific medications

Diet counselling

Counselling on disease-specific diets

Physical activity counselling

Counselling on physical activity

Lifestyle counselling

Counselling on lifestyle choices, such as smoking cessation and alcohol intake

Self-care support behaviour

Encouragement for patients to monitor weight, symptoms, and medications

Self-care tools

Patient diaries for recording weight, diet, or symptoms

Evidence-based guidelines

Clinical practice guidelines based on evidence

Regular follow-up

Regular follow-up visits between the beginning and end of the treatment phase

Source: Health Quality Ontario. (1)
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Evidence-Based Analysis
Research Question
What are the findings of the qualitative research on patient and provider experiences of specialized
community-based care (SCBC) interventions and health care delivery models, using the lens of patientcentredness?

Research Methods
Literature Search
Search Strategy
A literature search was performed on May 3, 2012, using Ovid MEDLINE and EBSCO Cumulative Index
to Nursing and Allied Health Literature, and on May 4, 2012, using Thomson Reuters Web of
Knowledge, Social Sciences Citation Index, for studies published from January 1, 2002, until May 31,
2012. We developed a qualitative mega-filter by combining existing published qualitative filters. (7-10)
The filters were compared, and redundant search terms were deleted. We added exclusionary terms to the
search filter that were likely to identify quantitative research and would reduce the number of falsepositive results. We then applied the qualitative mega-filter to 9 condition-specific search filters (atrial
fibrillation, diabetes, chronic conditions, COPD, chronic wounds, coronary artery disease, CHF, multiple
morbidities, and stroke). Appendix 1 provides details of the search strategy. Titles and abstracts were
reviewed by 2 reviewers and, for those studies meeting the eligibility criteria, full-text articles were
obtained.
This search identified all the qualitative research on the chronic diseases listed above. Databases were
hand searched to identify studies that were related to patient-centredness, according to the research-based
definition. Titles and abstracts were reviewed, and those that related to the core principles of patientcentredness were included. The following terms and concepts were used to identify publications
associated with patient-centredness or patient-centeredness: patient-focused; people-/person-/client/consumer-/family-centred, biopsychosocial model; health advocacy/promotion, health literacy; patient
empowerment, patient autonomy, shared decision-making; and collaborative care, among others.
Finally, the studies on chronic diseases and patient-centredness were hand searched to identify those that
were relevant to SCBC. Eligible interventions included components of SCBC identified by the 2012 HQO
report (1) (Table 1) and interventions described as SCBC or using related terminology (e.g., shared care,
interdisciplinary primary care, chronic disease management).
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Inclusion Criteria
English-language full reports
 published between January 1, 2002, and May 31, 2012;
 primary qualitative empirical research (using any descriptive or interpretive qualitative
methodology, including the qualitative component of mixed-methods studies) and secondary
syntheses of primary qualitative empirical research;
 participating patients engaged in an SCBC program or a program with components related to the
definitions of SCBC;
 research with an approach consistent with the core principles of patient-centred care.

Exclusion Criteria





studies addressing topics other than the experience of a patient or provider engaging in an SCBC
program or a program with related components;
studies labelled “qualitative” that did not use a qualitative descriptive or interpretive methodology
(e.g., case studies, experiments, or observational analyses using qualitative categorical variables);
quantitative research (i.e., using statistical hypothesis testing, using primarily quantitative data or
analyses, or expressing results in quantitative or statistical terms);
studies that did not pose an empirical research objective or question, or involve primary or
secondary analysis of empirical data.

Qualitative Analysis
We analyzed published qualitative research using techniques of integrative qualitative meta-synthesis (9,
11-13). Qualitative meta-synthesis, also known as qualitative research integration, is an integrative
technique that summarizes research over several studies with the intent of combining findings from
multiple papers. Qualitative meta-synthesis has 2 objectives: first, summarizing the aggregate of a result
should reflect the range of findings that exist while retaining the original meaning of the authors; second,
through a process of comparing and contrasting findings across studies, a new integrative interpretation of
the phenomenon should be produced. (14)
Predefined topic and research questions guided research collection, data extraction, and analysis. Topics
were defined in stages, as available relevant literature was identified and the corresponding evidencebased analyses proceeded. All qualitative research relevant to the conditions under analysis was retrieved.
In consultation with HQO, a theoretical sensitivity to patient centeredness and vulnerability was used to
further refine the dataset. Finally, specific topics were chosen and a final search was performed to retrieve
papers relevant to these questions. This analysis included papers that addressed experiences of patients
with chronic conditions and their providers in the context of receiving SCBC interventions.
Data extraction focused on, and was limited to, findings relevant to this research topic. Qualitative
findings are the “data-driven and integrated discoveries, judgments, or pronouncements researchers offer
about the phenomena, events, or cases under investigation.” (9) In addition to the researchers’ findings,
original data excerpts (participant quotes, stories, or incidents) embedded in the findings were also
extracted to help illustrate specific findings and, when useful, to facilitate communication of metasynthesis findings.
Through a staged coding process similar to that of grounded theory, (15-16) studies’ findings were broken
into their component parts (key themes, categories, concepts) and then gathered across studies to regroup
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and relate to each other thematically. This process allowed for organization and reflection on the full
range of interpretative insights across the body of research. (9, 17) These categorical groupings provided
the foundation from which interpretations of the social and personal phenomena relevant to patients’
experience were synthesized. A “constant comparative” and iterative approach was used, in which
preliminary categories were repeatedly compared with research findings, raw data excerpts, and coinvestigators’ interpretations of the same studies, as well as to the original Ontario Health Technology
Assessment Committee (OHTAC)–defined topic, emerging evidence-based analyses of clinical
evaluations of related technologies, (1) and feedback from OHTAC deliberations and expert panels on
issues emerging in relation to the topic.

Quality of Evidence
For valid epistemologic reasons, the field of qualitative research lacks consensus on the importance of,
and methods and standards for, critical appraisal. (18) Qualitative health researchers conventionally
underreport procedural details, (12) and the quality of findings tends to rest more on the conceptual
prowess of the researchers than on methodologic processes. (18) Theoretically sophisticated findings are
promoted as a marker of study quality for making valuable theoretical contributions to social science
academic disciplines. (19) However, theoretical sophistication is not necessary for contributing
potentially valuable information to a synthesis of multiple studies, or to inform questions posed by the
interdisciplinary and interprofessional field of health technology assessment. Qualitative meta-synthesis
researchers typically do not exclude qualitative research on the basis of independently appraised quality.
This approach is common to multiple types of interpretive qualitative synthesis. (9-10, 14, 18-22)
For this review, the academic peer review and publication process was used to eliminate scientifically
unsound studies according to current standards. Beyond this, all topically relevant, accessible studies
using any qualitative, interpretive, or descriptive methodology were included. The value of the research
findings was appraised solely in terms of their relevance to our research questions and of data that
supported the authors’ findings.
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Results of Evidence-Based Analysis
The database search yielded 826 citations published between January 1, 2002, and May 2012 (with
duplicates removed). Articles were excluded on the basis of information in the title and abstract. Two
reviewers reviewed all titles and abstracts to refine the database to qualitative research relevant to any of
the chronic diseases. Figure 1 shows the breakdown of when and for what reason citations were excluded
from the analysis.
Twenty-nine studies met the inclusion criteria. The reference lists of the included studies were hand
searched to identify any additional potentially relevant studies, but no additional citations were included.

Reasons for exclusion
Abstract review: Excluded because
irrelevant to SCBC or component
interventions (n=779), unable to
retrieve full text (n=5).
Studies on patient-centredness
and chronic conditions
(excluding duplicates) n = 826
Excluded on basis of title and
abstract
n = 779

Studies on SCBC
n = 47

Full-text review: Excluded study
irrelevant to SCBC or component
interventions (n= 10), did not meet
eligibility criteria (i.e., about family or
informal carers’ experiences only)
(n=2), explicitly not peer-reviewed
(n=1)

Excluded because unable to retrieve
n=5
Full-text studies reviewed
n = 42
Citations excluded on basis of full
text
n = 13

Additional citations identified
n=0

Included Studies (29)
 Patients only (n=17)
 Providers only (n=5)
 Patients and providers (n= 3) or family
(n=4)

Figure 1: Citation Flow Chart
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Description of Studies
The included studies were diverse in their research focus and questions. Of the studies that directly related
to SCBC interventions and patient-centredness, 7 examined patients’ or providers’ perceptions of care
delivered at nurse-led, shared care clinics. (23-29) Many of these clinics were disease specific—for
example, CHF clinics, (26) COPD clinics, (23, 30) and diabetes clinics. (24-25, 27-28, 31) Most clinics
were based at primary care centres, but some, such as a patient rehabilitation centre, (32), a leg ulcer
clinic, (33) and a CHF clinic, (34) were based at secondary care facilities.
Some studies asked patients and providers to compare their experience of a new model of care with the
care they had previously received in a community setting. (24-25, 28, 33, 35-37) These included
comparing new models of shared care to the care they previously received (patients), or to care delivered
in either primary or secondary health care settings (providers). (24-25, 28) In 2 instances, studies
considered the patient in moving from specialty care to primary care clinics. (36-37)
Two studies examined patients’ and providers’ experiences of telehome care interventions, but because
these interventions were diverse in the type of technology used and degree of patient involvement in the
care, generalizations about telehome care from those studies was avoided. (38-39) Two studies examined
patients’ experiences of a physical activity intervention. (32, 40)
The remaining studies were indirectly related to SCBC and patient-centredness. These studies tended to
have broader research questions that examined patients’ and providers’ perceptions of chronic conditions,
and it was through these findings that the studies described specific components of SCBC (e.g., diet or
lifestyle counselling). (41-44) In a similar vein, several studies specifically examined patients’
perceptions of the health information they received during care. These were included in our analysis
because those patients reported on SCBC-type interventions. (45-47)
Three core themes emerged from the qualitative research on the management of chronic conditions
through SCBC:
 patients’ health beliefs affect their participation in SCBC interventions;
 patients’ experiences with community-based care differ from their experiences with hospitalbased care;
 patients and providers value the role of nurses differently in community-based chronic disease
care.
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Patients’ Health Beliefs Affect Their Participation
Recruitment into SCBC programs—or the therapies associated with some interventions (e.g., activitybased rehabilitation)—suggested that patients do not know as much about their chronic diseases as
providers presume. For patients whose reports indicated a more comprehensive knowledge of their
condition, manifestations of their condition appeared to affect their perceptions of competence in social
functioning; this, in turn, influenced their willingness to participate in or access SCBC interventions.
Patients reported that social support provided as part of SCBC interventions was helpful in improving
their understanding of their condition or ameliorating the psychosocial barriers to accessing those
services.

Patients’ Knowledge of Their Conditions
Some patients reported that limits to their understanding of their diagnosis were made apparent by the
SCBC interventions they were expected to undergo, whether they were activity-based rehabilitation (48)
or a strict medication regimen. (45) Some patients reported that they learned more about their condition
and the factors that led to it from SCBC-based providers than they did from the diagnosing clinicians,
because the SCBC-based providers spent time discussing their condition in a way that was personalized to
their current life experience. (26, 32) Some patients reported that poor knowledge about their condition
was because they were given limited information when they received their diagnosis (32, 45) or because
they were reluctant to seek further information at the time of diagnosis. (43, 45)

Communication Between Providers and Patients
Other patients—particularly those with communication impairments acquired as a result of their condition
(e.g., aphasia)—reported feeling psychologically isolated by their speech difficulties and felt particularly
reliant on the format of the SCBC program, because it affected their perception of how able or competent
they were to participate. (35, 43, 46, 49) Patients also reported perceptions of condition-based physical
and psychosocial limitations with several conditions, (e.g., CHF, COPD, and stroke) noting that these
limitations affected their willingness to participate in SCBC interventions because of the physical and
psychosocial demands of the interventions or opportunities to access them. (27, 32, 34, 42-43, 47, 50)
However, patients were not unanimous about which interventions were positive or negative in these
respects. Although social support via contacts outside the patients’ homes was highly valued by many,
(32, 34, 41, 43, 50) others said they valued having providers come to their home for individualized care.
(38, 43) A common theme across both groups was the value participants placed on acquisition of self-care
management skills, regardless of where the care was provided.

Information and Self-Management
Diet, physical activity, and lifestyle counselling could be viewed with suspicion if they are not in a format
patients can understand, (35, 49) given at a time patients can process information, (41, 46-47) or
explained and situated in a way that is relevant to patients’ personal situation and disease. (23, 26, 35, 47)
In lieu of written information, some patients preferred personalized verbal exchange. (35) Conflicting
health information from various providers or the media (e.g., which foods one should eat) generated
skepticism among patients about the value of such information. (25, 45, 47)
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Patients’ Experiences With Community-Based Care Versus Hospital-Based Care
The studies focused on the perceptions and experiences of patients with chronic diseases as they related to
participation in SCBC interventions. Although SCBC interventions are not based in hospitals, patients
with chronic diseases frequently have experience with hospital-based care, either because they receive
their diagnosis there or because they visit the hospital during acute episodes of their disease. Study
authors quoted patients who compared their experiences in hospital to their experiences with SCBC
interventions.

Negative Dimensions of Hospital Care
Many patients reported associating the severity of their illness with the setting of their care; for example,
they reported interpreting their transfer of care to a hospital inpatient program or a hospital-based
specialist as an indication that their disease had progressed. (36-37, 51) Both patients (33, 37, 48) and
providers (23) characterized hospital care as focused on disease state and not individualized to unique
patients. Some patients reported that hospital-based care made them feel like a “number” (33) or a “case,”
(36-37) or a nuisance to care providers. (48) Some patients reported that the feature of home care that
most positively contrasted with hospital care was lack of privacy during hospital stays. (40) However,
some patients also reported feeling alone and lacking support when discharged from hospital to home,
reflecting diminished access to care providers. (35)

Value of Relationships With Providers
Patients who preferred community-based care indicated that they appreciated the repeated and longer
access to knowledgeable providers, in contrast to hospital-based care. (24, 26-27, 30, 43, 49) Patients
reported that SCBC gave them access to longer appointments with providers, particularly nursing staff,
enabling them to build a rapport with their providers and form responsive relationships that might not
have been possible in a hospital. (24, 27, 35, 43) Trust in their care providers led patients to feel that they
could tell their stories and have them heard. (24, 35, 43) This helped some patients feel that they could
take a more active role in their own care (i.e., self-management), contributing to treatment planning that
reflected their specific care needs or life goals. (27, 30, 33, 38, 49, 52)

Specialized Community-Based Care and Socialization
Patients participating in programs that got them out of their homes and into the community (e.g., peer
support groups, exercise and rehabilitation programs, regular specialty clinic visits), or that brought
providers into their homes, reported that the resulting social support reduced their sense of isolation and
increased their confidence. (32-34, 40-41) Some patients—particularly those in neighbourhoods
characterized as socioeconomically deprived—reported the important role of community networks in
informing patients about new SCBC services. (48) Patients who attended rehabilitation for their chronic
diseases often commented that the presence of other patients and providers was crucial to their
motivation. (32) Such socialization opportunities were sometimes valued even when patients did not
believe that the program itself improved their underlying physical condition. (40)
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Patients and Providers Value the Role of Nurses Differently
Several studies had findings specific to patients’ and providers’ perceptions of the role of nurses in nurseled shared care and disease-specific clinics, located either in primary care settings or in interdisciplinary
primary care practices. (23-26, 28, 30-31, 33, 37, 49, 51, 53-54) Of these 13 studies, 7 included patients’
perspectives, (24, 26-28, 37, 49, 54) 5 included nurses’ perspectives, (23, 26, 30, 49, 53) and 2 captured
general practitioners’ perspectives. (25, 51) These studies all point to the perceived value of the role of
nurses in supporting patients’ self-management, in personalizing patient care, and in referring patients to
specialists when needed.

Nurses’ Support of Patients’ Self-Management
One dimension of the nurses’ role that was highlighted by study findings central to SCBC interventions
for chronic diseases was their support for patients’ self-management. (23, 26-27, 30-31, 49) Patients saw
nurses as key supports for self-management, (26, 31) and nurses themselves reported supporting patients’
self-management as an integral part of their role. (26-27) Self-management support included teaching the
communication and social skills required for self-management (27) and promoting patients’ feelings of
autonomy. (31) More generally, patients reported that nurses provided basic social support (27) and
information on specific chronic diseases and activities to prevent complications. (26)
However, not all nurses’ approaches to supporting self-management were reported as equal by patients.
Several studies found that nurses lacked skills or failed to facilitate self-management. (23, 29, 53) This
included the failure to tend to the patient as an individual (23) and to incorporate patients’ perspectives
into self-management counselling. (29) In such instances, the result was a one-size-fits-all approach to
self-management that focused on provision of generalized medical information. (23, 29, 53) Findings
from 2 studies supported the use of mentors and senior nursing staff to help nurses adopt an
individualized and holistic approach to counselling. (29, 53)

Nurses’ Rapport With Patients and Personalized Approach to Care
According to the ethos of patient-centred care, an important enabler of personalized approaches to care is
the rapport developed between patient and provider. Many nurses reported seeing their role as one of
building rapport, naming this as a key step in better understanding their patients’ disease and providing
guidance and health information tailored to their patients’ condition and life experiences. (26-27, 30, 49)
Key elements of building rapport reported by both patients and nurses were sustained and focused time
with patients (30) and repeated visits with the same provider. (27, 37) Physicians reported awareness that
time constraints limited how long they could spend with each patient, making it difficult for them to
establish the same degree of rapport with their patients as nurses did. (25, 51) Patients similarly reported
that physicians were more difficult to access and spend time with than nursing staff. (28, 54) Some nurses
reported awareness of this and described an element of their role as improving communication between
patients and their general practitioners. (25, 49)
Another important aspect of nurses’ therapeutic role was providing referrals to other health care providers
as needed or requested. (24, 31, 37, 49, 53) Nurses’ ability to do this appropriately was facilitated by the
rapport they established with their patients as a result of knowing the patient’s needs and social context.
(31, 49, 53)

Patient-Perceived Limits to Nurses’ Expertise
While some patients reported perceiving nurses as having greater expertise than they were allowed to
exercise under the supervision of a physician (for example, changing medication prescriptions), (28)
others were aware of the limits to nurses’ expertise. (24, 31, 33, 37) Patients reported expecting nurses to
make referrals to other practitioners when the limits of the nurse's knowledge or scope of practice were
reached. (24, 28, 31, 33, 37) In this way, patients reported that nurses’ referral role contributed to their
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sense of security (31) and confidence in nursing care. (37) Some patients reported taking comfort in the
perception that the nurse’s practice was overseen by a physician; this suggested to them that the physician
was still involved in their care. (24) However, nurses in 1 study of a shared-care diabetes clinic reported
struggling to have their expertise recognized by physicians in the clinic, and pointed to the local and
health system barriers that made fully shared care in those contexts difficult. (25)

Limitations
Qualitative studies are designed to contribute new insights into poorly understood social phenomena.
Findings are not intended to generalize directly to populations, although meta-synthesis across several
qualitative studies does build an increasingly robust understanding that is more likely to be transferable.
The diversity of interventions that fall under SCBC (i.e., the multiple components listed in Table 1) mean
that findings might not be generalizable to all forms of SCBC or its components. The qualitative studies
reviewed here addressed (in either their research question or findings) most interventions that comprise
SCBC (i.e., disease-specific education, medication education and review, medication titration, diet
counselling, physical activity counselling, lifestyle counselling, and self-care support). However, given
the broad focus of many of the studies, there were no specific results about each type of intervention (e.g.,
diet counselling versus self-care support). Other aspects of SCBC, such as self-care tools, evidence-based
guidelines, and regular follow-up, were not covered as discrete topics of investigation in the evidence
reviewed. Had we expanded our focus to include patients’ experiences with chronic conditions without
specific interventional foci, we might have captured more evidence on specific interventions. However,
such an approach would have generated a volume of research for review that would have exceeded the
resources available. Consequently, the focus on SCBC was deemed appropriate for this evidence-based
review.
The studies that were selected focused on the perceptions and experiences of patients with chronic
diseases as these relate to their participation in SCBC-type interventions and the experiences of providers
employed in those interventions. However, with respect to patients’ experiences, many of the studies
captured this broadly, not just as it applied to the program in question. Some of these experiences (e.g.,
physician care contrasted with nursing care) were not formally incorporated into the conclusions, nor
were they the explicit focus of this review, but when patient experiences spoke to and illuminated features
of SCBC interventions that were relevant to this review, they were included in the results.
Not all patients shared the same experiences of SCBC or had the same expectations of patient-centred
care. This review sensitized information for planning and evaluating patient-centred SCBC, but findings
should be placed into context of the setting and services.
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Conclusions
This synthesis of 29 primary qualitative studies on the experiences of patients with chronic conditions and
their providers in SCBC programs and using the analytical lens of patient-centred care revealed 3 themes:
 patients’ health beliefs affect their participation in SCBC interventions;
 patients’ experiences with community-based care differ from their experiences with hospitalbased care;
 patients and providers value the role of nurses differently in community-based chronic disease
care.
Patients with chronic diseases who participated in SCBC interventions reported greater satisfaction when
SCBC helped them better understand their diagnosis, facilitated increased socialization, provided them
with a role in managing their own care, and assisted them in overcoming psychological and social
barriers.
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Appendices
Appendix 1: Literature Search Strategies
Mega Filter: Ovid MEDLINE
1. Interviews+
2. (theme$ or thematic).mp.
3. qualitative.af.
4. Nursing Methodology Research/
5. questionnaire$.mp.
6. ethnological research.mp.
7. ethnograph$.mp.
8. ethnonursing.af.
9. phenomenol$.af.
10. (grounded adj (theor$ or study or studies or research or analys?s)).af.
11. (life stor$ or women* stor$).mp.
12. (emic or etic or hermeneutic$ or heuristic$ or semiotic$).af. or (data adj1 saturat$).tw. or
participant observ$.tw.
13. (social construct$ or (postmodern$ or post- structural$) or (post structural$ or poststructural$)
or post modern$ or post-modern$ or feminis$ or interpret$).mp.
14. (action research or cooperative inquir$ or co operative inquir$ or co- operative inquir$).mp.
15. (humanistic or existential or experiential or paradigm$).mp.
16. (field adj (study or studies or research)).tw.
17. human science.tw.
18. biographical method.tw.
19. theoretical sampl$.af.
20. ((purpos$ adj4 sampl$) or (focus adj group$)).af.
21. (account or accounts or unstructured or open-ended or open ended or text$ or narrative$).mp.
22. (life world or life-world or conversation analys?s or personal experience$ or theoretical
saturation).mp
23. (lived or life adj experience$.mp
24. cluster sampl$.mp.
25. observational method$.af.
26. content analysis.af.
27. (constant adj (comparative or comparison)).af.
28. ((discourse$ or discurs$) adj3 analys?s).tw.
29. narrative analys?s.af.
30. heidegger$.tw.
31. colaizzi$.tw.
32. spiegelberg$.tw.
33. (van adj manen$).tw.
34. (van adj kaam$).tw.
35. (merleau adj ponty$).tw
36. .husserl$.tw
37. foucault$.tw.
38. (corbin$ adj2 strauss$).tw
39. glaser$.tw.
NOT
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40.
41.
42.
43.
44.
45.
46.
47.
48.
49.

p =.ti,ab.
p<.ti,ab.
p>.ti,ab.
p =.ti,ab.
p<.ti,ab.
p>.ti,ab.
p-value.ti,ab.
retrospective.ti,ab.
regression.ti,ab.
statistical.ti,ab.

Mega Filter: EBSCO Cumulative Index to Nursing & Allied Health Literature (CINAHL)
1.
2.
3.
4.
5.
6.
7.
8.
9.
10.
11.
12.
13.
14.
15.
16.
17.
18.
19.
20.
21.
22.
23.
24.
25.
26.
27.
28.
29.
30.
31.
32.
33.
34.
35.
36.

Interviews+
MH audiorecording
MH Grounded theory
MH Qualitative Studies
MH Research, Nursing
MH Questionnaires+
MH Focus Groups (12639)
MH Discourse Analysis (1176)
MH Content Analysis (11245)
MH Ethnographic Research (2958)
MH Ethnological Research (1901)
MH Ethnonursing Research (123)
MH Constant Comparative Method (3633)
MH Qualitative Validity+ (850)
MH Purposive Sample (10730)
MH Observational Methods+ (10164)
MH Field Studies (1151)
MH theoretical sample (861)
MH Phenomenology (1561)
MH Phenomenological Research (5751)
MH Life Experiences+ (8637)
MH Cluster Sample+ (1418)
Ethnonursing (179)
ethnograph* (4630)
phenomenol* (8164)
grounded N1 theor* (6532)
grounded N1 study (601)
grounded N1 studies (22)
grounded N1 research (117)
grounded N1 analys?s (131)
life stor* (349)
women’s stor* (90)
emic or etic or hermeneutic$ or heuristic$ or semiotic$ (2305)
data N1 saturat* (96)
participant observ* (3417)
social construct* or postmodern* or post-structural* or post structural* or poststructural* or post
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37.
38.
39.
40.
41.
42.
43.
44.
45.
46.
47.
48.
49.
50.
51.
52.
53.
54.
55.
56.
57.
58.
59.
60.
61.
62.
63.
64.
65.
66.
67.
68.
69.
70.

modern* or post-modern* or feminis* or interpret* (25187)
action research or cooperative inquir* or co operative inquir* or co-operative inquir* (2381)
humanistic or existential or experiential or paradigm* (11017)
field N1 stud* (1269)
field N1 research (306)
human science (132)
biographical method (4)
theoretical sampl* (983)
purpos* N4 sampl* (11299)
focus N1 group* (13775)
account or accounts or unstructured or open-ended or open ended or text* or narrative* (37137)
life world or life-world or conversation analys?s or personal experience* or theoretical saturation
(2042)
lived experience* (2170)
life experience* (6236)
cluster sampl* (1411)
theme* or thematic (25504)
observational method* (6607)
questionnaire* (126686)
content analysis (12252)
discourse* N3 analys?s (1341)
discurs* N3 analys?s (35)
constant N1 comparative (3904)
constant N1 comparison (366)
narrative analys?s (312)
Heidegger* (387)
Colaizzi* (387)
Spiegelberg* (0)
van N1 manen* (261)
van N1 kaam* (34)
merleau N1 ponty* (78)
husserl* (106)
Foucault* (253)
Corbin* N2 strauss* (50)
strauss* N2 corbin* (88)
glaser* (302)

NOT
71.
72.
73.
74.
75.
76.
77.

TI statistical OR AB statistical
TI regression OR AB regression
TI retrospective OR AB retrospective
TI p-value OR AB p-value
TI p< OR AB p<
TI p< OR AB p<
TI p= OR AB p=

Mega Filter: Thomson Reuters Web of Knowledge, Social Science Citation Index
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1.
2.
3.
4.
5.
6.
7.
8.
9.
10.
11.
12.
13.
14.
15.
16.
17.
18.
19.
20.
21.
22.
23.
24.
25.
26.
27.
28.
29.
30.
31.
32.
33.
34.
35.
36.
37.
38.
39.
40.
41.

TS=interview*
TS=(theme*)
TS=(thematic analysis)
TS=qualitative
TS=nursing research methodology
TS=questionnaire
TS=(ethnograph*)
TS= (ethnonursing)
TS=(ethnological research)
TS=(phenomenol*)
TS=(grounded theor*) OR TS=(grounded stud*) OR TS=(grounded research) OR TS=(grounded
analys?s)
TS=(life stor*) OR TS=(women's stor*)
TS=(emic) OR TS=(etic) OR TS=(hermeneutic) OR TS=(heuristic) OR TS=(semiotic) OR
TS=(data saturat*) OR TS=(participant observ*)
TS=(social construct*) OR TS=(postmodern*) OR TS=(post structural*) OR TS=(feminis*) OR
TS=(interpret*)
TS=(action research) OR TS=(co-operative inquir*)
TS=(humanistic) OR TS=(existential) OR TS=(experiential) OR TS=(paradigm*)
TS=(field stud*) OR TS=(field research)
TS=(human science)
TS=(biographical method*)
TS=(theoretical sampl*)
TS=(purposive sampl*)
TS=(open-ended account*) OR TS=(unstructured account) OR TS=(narrative*) OR TS=(text*)
TS=(life world) OR TS=(conversation analys?s) OR TS=(theoretical saturation)
TS=(lived experience*) OR TS=(life experience*)
TS=(cluster sampl*)
TS=observational method*
TS=(content analysis)
TS=(constant comparative)
TS=(discourse analys?s) or TS =(discurs* analys?s)
TS=(narrative analys?s)
TS=(heidegger*)
TS=(colaizzi*)
TS=(spiegelberg*)
TS=(van manen*)
TS=(van kaam*)
TS=(merleau ponty*)
TS=(husserl*)
TS=(foucault*)
TS=(corbin*)
TS=(strauss*)
TS=(glaser*)

NOT
42.
43.
44.
45.

TS=(p-value)
TS=(retrospective)
TS=(regression)
TS=(statistical)
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