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Abstract 

Background: Little prior research focused on person-centred care and support (PCCS) for dementia in home, com-
munity or outpatient care. We aimed to describe what constitutes PCCS, how to implement it, and considerations for 
women who comprise the majority of affected persons (with dementia, carers).

Methods: We conducted a scoping review by searching multiple databases from 2000 inclusive to June 7, 2020. We 
extracted data on study characteristics and PCCS approaches, evaluation, determinants or the impact of strategies to 
implement PCCS. We used summary statistics to report data and interpreted findings with an existing person-centred 
care framework.

Results: We included 22 studies with qualitative (55%) or quantitative/multiple methods design (45%) involving 
affected persons (50%), or healthcare workers (50%). Studies varied in how PCCS was conceptualized; 59% cited a PCC 
definition or framework. Affected persons and healthcare workers largely agreed on what constitutes PCCS (e.g. foster 
partnership, promote autonomy, support carers). In 4 studies that evaluated care, barriers of PCCS were reported 
at the affected person (e.g. family conflict), healthcare worker (e.g. lack of knowledge) and organizational (e.g. 
resource constraints) levels. Studies that evaluated strategies to implement PCCS approaches were largely targeted 
to healthcare workers, and showed that in-person inter-professional educational meetings yielded both perceived 
(e.g. improved engagement of affected persons) and observed (e.g. use of PCCS approaches) beneficial outcomes. 
Few studies reported results by gender or other intersectional factors, and none revealed if or how to tailor PCCS for 
women. This synthesis confirmed and elaborated the PCC framework, resulting in a Framework of PCCS for Dementia.

Conclusion: Despite the paucity of research on PCCS for dementia, synthesis of knowledge from diverse studies 
into a Framework provides interim guidance for those planning or evaluating dementia services in outpatient, home 
or community settings. Further research is needed to elaborate the Framework, evaluate PCCS for dementia, explore 
determinants, and develop strategies to implement and scale-up PCCS approaches. Such studies should explore 
how to tailor PCCS needs and preferences based on input from persons with dementia, and by sex/gender and other 
intersectional factors such as ethnicity or culture.
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Background
Dementia is expected to affect 152 million people by 
2050, and is the second largest cause of disability for 
older persons and the seventh leading cause of death [1]. 
Dementia refers to mild, moderate or advanced cogni-
tive impairment that affects memory, cognitive func-
tion, behaviour and ability to perform activities of daily 
living [2]. Alzheimer’s disease accounts for 60–80% of 
cases [2]. People with dementia have complex psycho-
logical, social and biomedical needs, which largely fall on 
caregivers (i.e. family/carers), negatively impacting car-
egiver employment, health and well-being [1, 2]. The cost 
imposed by dementia is approximately USD $818 bil-
lion per year globally, a considerable burden for health-
care systems and society at large [1]. To improve care 
and support for those affected by dementia, the World 
Health Assembly created a global dementia action plan in 
2017 calling for research and innovation on risk reduc-
tion, diagnosis, treatment, and support for people with 
dementia [3], prompting the development of dementia 
strategies in many countries.

Person-centred care involves partnership with patients 
and family carers to tailor care to clinical needs, life cir-
cumstances and personal preferences; and offer knowl-
edge, skills and access to supports that optimize quality 
of life [4, 5]. While person- rather than disease-centred 
dementia care is recognized as a worldwide priority [3, 6, 
7], a scoping review (88 studies, 1998–2015) revealed lit-
tle insight on how to implement it [8]. Instead, dementia 
research arbitrarily labelled “person-centred” has largely 
focused on diagnosis or clinical management, particu-
larly in institutional settings [9]. Given that the majority 
of persons with dementia live at home, high quality out-
patient care and support can reduce hospitalization or 
emergent care, and prevent or delay institutionalization 
[10, 11]. Research on outpatient primary care showed 
that patient-centredness of consultations decreased with 
increasing visit complexity [12], and specific to demen-
tia, several person-centred care constraints (e.g. lack 
of time, low reimbursement, lack of interdisciplinary 
teams or links with community agencies) and unfavour-
able attitudes to person-centred care (e.g. belief that care 
and support should be provided elsewhere by commu-
nity and social services) delayed detection of problems, 
and increased reliance on pharmacological rather than 
psychosocial management approaches [13, 14]. Similarly, 
research found that home or community support services 
(e.g. physical therapy, meal preparation) did not meet 
patient or caregiver needs because they were standard-
ized rather than person-centred [10, 15–17].

Person-centred care is proven to enhance patient-
important and clinical outcomes [18, 19] and widely 
advocated for those affected by dementia [3, 6, 7], yet 

person-centred dementia care and support appear to 
be lacking [12–14]. In particular, dementia dispropor-
tionately affects women. Two-thirds of persons with 
dementia are women, an escalating reality as older 
persons are increasingly women, the symptoms they 
live with are more severe, most caregivers of the nearly 
70% of home-dwelling persons with dementia are wives 
or daughters, and more women than men are likely to 
be institutionalized [1, 20, 21]. This has led to calls for 
greater insight on gender issues of living with or car-
ing for someone with dementia [20]. Such insight could 
be used to tailor care and support for women, who are 
not a homogeneous group, according to intersectional 
factors including but not limited to age, ethno-cultural 
background and socioeconomic status. The purpose 
of our research was to synthesize published research 
and generate insight on how to achieve person-centred 
dementia care and support (PCCS). The objectives 
were to identify: (1) what constitutes PCCS, (2) how to 
implement PCCS in outpatient or home−/community-
based care including policies, programs, interventions 
or tools aimed at patients, carers or clinicians, (3) how 
to tailor PCCS for women given that two-thirds of per-
sons with dementia are women as are most carers of 
persons with dementia [1, 20, 21], and to (4) generate a 
framework of PCCS for dementia.

Methods
Approach
We conducted a scoping review comprised of five steps: 
scoping, searching, screening, data extraction, and data 
analysis, and complied with standard methods and 
a reporting checklist specific to scoping reviews [22, 
23]. Similar in rigour to a systematic review, we chose 
a scoping review because it accommodates a range 
of study designs and outcomes, establishes baseline 
knowledge on a given topic, and reveals gaps in knowl-
edge that warrant ongoing primary research [24]. The 
review question was how to implement PCCS. The 
research team, included clinicians (primary care, nurs-
ing) and health services researchers with expertise in 
the topics of dementia, person-centred care, patient 
engagement and women’s health, and the methods of 
qualitative and quantitative research, and syntheses; 
who contributed to multiple components: conceptu-
alization, study design, eligibility criteria, review and 
interpretation of data, and report preparation. We 
did not register a protocol as scoping reviews are not 
accepted by PROSPERO. The University Health Net-
work Research Ethics Board did not require approval as 
data were publicly available, and we did not register a 
protocol.
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Scoping
To familiarize ourselves with potentially relevant litera-
ture, we conducted an exploratory search in MEDLINE 
using medical subject headings (MeSH): dementia or 
Alzheimer’s disease AND patient-centered care. After 
reviewing search results and identifying examples of rel-
evant studies, we generated eligibility criteria based on a 
PICO (participants, issue, context, outcomes) framework 
and planned a targeted, comprehensive search strategy.

Eligibility
Detailed eligibility criteria are described in Additional 
File 1. In brief, participants were community-dwelling 
persons with diagnosed dementia or caring for a person 
with dementia, or healthcare workers providing outpa-
tient, home- or community-based (i.e. day centres) care 
or support to such persons. The issue of interest was 
person-centred care, defined for this study based on a 
six-domain framework by McCormack et al. as a multi-
dimensional approach to care that fosters a healing rela-
tionship, exchanges information, addresses emotions or 
concerns, manages uncertainty, shares decision-making, 
and enables self-management [25]. Though not spe-
cific to dementia, we chose this framework because it 
was robustly developed with input from patients, car-
ers and clinicians, and with 28 items in six domains, 
offers a thorough description of person-centred care 
[25]. Throughout this manuscript we refer to person-
centred care, which acknowledges the longstanding con-
cepts of personhood and holistic care in the dementia 
context [8, 9]. However, given the interchangeable use 
of terms for person-centred care, we used an inclusive 
approach where person-centred care could be referred 
to as patient- or person-centred care, family-centred care 
or a synonymous term. In prior research we elaborated 
on approaches within those domains [26, 27]. For exam-
ple, approaches to foster a healing relationship included 
establish rapport (engage in brief, friendly conversation 
prior to clinical discussion) and assume a non-judgmen-
tal attitude (speak in a respectful manner). In addition to 
person-centred care approaches such as these, we were 
also interested in strategies aimed at patients/carers or 
healthcare workers to implement (i.e. promote/support) 
use of person-centred care approaches including poli-
cies, programs, interventions or tools. Context referred 
to studies exploring or describing what patients, car-
ers or healthcare workers view as person-centred care 
approaches; determinants influencing the use or impact 
of person-centred care approaches (enablers, barriers), 
or the impact of strategies (policies, programs, inter-
ventions, tools) to promote or support PCC approaches 
targeted to patients, carers or healthcare workers. Study 

design referred to empirical research with explicit meth-
ods of data collection and analysis including qualitative 
(e.g. interviews, focus groups), quantitative (e.g. ques-
tionnaires, retrospective or prospective cohort studies, 
trials) or multiple/ mixed methods research published in 
English language. Outcomes or impacts included but were 
not limited to awareness, knowledge, practice or impact 
of person-centred care approaches, or determinants of 
use or impact. To focus on home- or community-based 
PCCS, we excluded studies if participants were trainees, 
the context was long term or palliative care, person-cen-
tred care referred to clinical care/management. We also 
excluded protocols, abstracts, editorials, letters, com-
mentaries, clinical case studies, or clinical guidelines. 
Reviews were not eligible but we screened references for 
eligible studies.

Searching
ARG, who has medical librarian training, developed a 
search strategy that complied with the Peer Review of 
Electronic Search Strategy reporting criteria (Additional 
File 2) [28]. In our prior experience, a search employ-
ing the MeSH term “patient-centered care” generates a 
very large number of results including a diffuse range of 
un-related topics [29]. To better target studies of PCC 
approaches, our search strategy combined the MeSH 
term “patient-centered care” with keywords for syn-
onymous terms. NNA searched MEDLINE, EMBASE, 
CINAHL, SCOPUS, the Cochrane Library, and Joanna 
Briggs Institute Database of Systematic Reviews from 
January 1, 2000 to June 7, 2020. We chose 2000 as the 
start date to coincide with the emergence of widespread 
advocacy for person-centred care [30]. We exported 
search results to Excel for screening.

Screening
To pilot test screening, NM, NNA and ARG indepen-
dently screened titles and abstracts for the first 50 search 
results, then compared and discussed discrepancies, 
and how to interpret and apply screening criteria. NM 
screened remaining titles/abstracts in duplicate with 
NNA, and they resolved uncertainty or discrepancy with 
ARG through discussion. NM retrieved and screened 
full-text articles concurrent with data extraction, and 
NNA or ARG prospectively resolved uncertainties as 
they arose.

Data extraction and analysis
We extracted data on study characteristics (author, pub-
lication year, country, objective, research design, person-
centred care model or theory, women sub-analyses) and 
person-centred care approaches, evaluations to assess 
person-centred care, determinants (enablers/barriers), or 
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the impact of strategies to promote or support person-
centred care. We described strategies using the Work-
group for Intervention Development and Evaluation 
Research reporting framework: content, format, delivery, 
timing and personnel [31]. As a pilot test, NM, NNA and 
ARG independently extracted data from three articles, 
then compared and discussed results to clarify what to 
extract and how. NM subsequently extracted all data with 
assistance from NNA, and ARG independently reviewed 
all data. We tabulated aspects of person-centred care 
extracted from included studies based on McCormack’s 
person-centred care framework [25We used summary 
statistics to describe study characteristics, the number 
of studies by type of participant or demographics (e.g. 
women), and the number and type of person-centred 
care domains addressed in studies. We used text to com-
pile unique enablers and barriers, described the charac-
teristics and impact of strategies to promote or support 
person-centred care approaches, and noted considera-
tions specific to women with dementia or women carers 
of persons with dementia. We transformed all findings, 
including person-centred care concepts, enablers, barri-
ers and recommendations into PCCS strategies, mapped 
them to McCormack’s person-centred care framework 
[25], and noted additional unique person-centred care 
elements identified in included studies.

Results
Studies included
A total of 1394 unique records were identified by 
searches and screening of review references, and 1347 
were excluded by screening titles/abstracts. Among 47 

full-text articles screened, 25 were excluded due to set-
ting (11), publication type or date (7), topic was clini-
cal care (4), participants were trainees (2) or the study 
only concluded that PCC was needed (1). A total of 22 
studies were included for review (Fig. 1). Data extracted 
from included studies are available in Additional File 3 
[32–52].

Study characteristics
Studies were largely conducted in the United Kingdom 
(9,40.9%), United States (7, 31.8%) followed by Sweden 
(3, 13.6%) and one (4.5%) each in Canada, China and the 
Netherlands. Twelve (54.5%) studies employed qualita-
tive methods including interviews (5), focus groups (5) 
or both (2). Eight (36.4%) studies employed quantita-
tive methods including cohort study (5), randomized 
controlled trial (2), and survey (1). Two (9.1%) stud-
ies employed multiple methods: one a survey and focus 
groups, the other a randomized controlled trial and 
focus groups. With respect to setting, 11 (50.0%) studies 
addressed outpatient care (including primary care), and 
11 (50.0%) addressed home or community day care. Ten 
(45.5%) studies addressed support, 7 (31.8%) addressed 
care, and 5 (22.7%) overall management including both 
care and support. Regarding participants, 1 (4.5%) 
included only persons with dementia, 7 (31.8%) both 
persons with dementia and carers, 3 (13.6%) carers only, 
9 (40.9%) healthcare workers only and 2 (9.1%) on both 
carers and healthcare workers. Ten (45.5%) studies speci-
fied dementia stage: 5 mild cognitive impairment, 2 mild 
dementia, 2 both mild and moderate dementia, and 1 
moderate dementia.

Fig. 1 PRISMA diagram
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PCC concepts
While all studies mentioned person-centred care con-
cepts in their background or rationale, 13 (59.1%) studies 
explicitly referred to a person-centred care definition or 
framework, and most often this was Kitwood’s philoso-
phy of personhood (6, 46.2%). When describing person-
centred care, studies most often referred to a holistic 
approach involving partnership between healthcare 
workers and persons with dementia and carers, ensur-
ing dignity and respect, recognizing the person’s life 
and current abilities, tailoring care to individual needs 
and preferences, optimizing independence by provid-
ing information and sharing decisions rather than tak-
ing over, and engaging in meaningful activity. Table  1 
summarizes person-centred care concepts measured or 
generated by studies mapped to the McCormack person-
centred care framework [26]. One study did not address 
any person-centred care domains because it focused on 
organizational enablers and barriers to implementing 
PCC [48]. The remaining 21 studies featured a median of 
4 of 6 possible person-centred care domains (range 4 to 
6). Most often, studies included the domains of address 

emotions (21, 100.0%) and exchange information (19, 
90.5%). Least often, studies included the domains of 
enable self-care (9, 42.9%) and manage uncertainty (7, 
33.3%).

Identification of person‑centred care approaches
Seven (31.8%) studies explored what constitutes person-
centred care in community, home or outpatient set-
tings. One study involving persons with dementia and 
carers generated a framework of 41 person-centred care 
approaches in five domains: medical care, physical qual-
ity of life, social and emotional quality of life, access to 
services and supports, and caregiver support [36]. That 
same study [36], plus two studies involving carers [37, 
47], two studies involving healthcare workers [40, 44], 
and one study involving both [52] yielded common 
themes. Person-centred care approaches across these 
studies included: pay attention to verbal and behavioural 
cues to understand the affected person’s needs, promote 
autonomy and independence by engaging them in mean-
ingful activity (e.g. family functions, planning and prepar-
ing meals), respect their abilities in a non-judgemental 

Table 1 Person-centred care domains in included studies

Study Person‑centred care domains (n,% of 21 studies) Total domains (n)

Foster the 
relationship

Exchange 
information

Address emotions Manage 
uncertainty

Share decisions Enable self‑care

Berglund 2019 [53] + + + + + + 6

Hancox 2019 [32] + + + + + 5

Ihara 2019 [33] + + + 3

Hung 2018 [34] + + + + + 5

Hall 2018 [35] + + + + + 5

Jennings 2018 [36] + + + + 4

Chung 2017 [37] + + + + + 5

Guan 2017 [38] + + + + 4

Wang 2017 [39] + + 2

Johansson 2017 [40] + + + + 4

Han 2016 [41] + + + + 4

Gaugler 2015 [42] + + + + + 5

Edwards 2015 [43] + + + 3

Smythe 2015 [44] + + + + 4

Edwards 2014 [45] + + + + 4

Lerner 2014 [46] + + + + + 5

McClendon 2013 [47] + + + 3

Kirkley 2011 [48] 0

Robinson 2010 [49] + + + + + 5

Vernooji-Dassen 2010 [50] + + + + 4

Zaleta 2010 [51] + + + 3

Ericson 2001 [52] + + + + + 5

Total 14 (66.7) 19 (90.5) 21 (100.0) 7 (33.3) 15 (71.4) 9 (42.9) median 4
range 4–6
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manner by practising kindness and patience, and cre-
ate stability through routines and continuity. Healthcare 
workers emphasized working in partnership with per-
sons with dementia and carers to enable decision-making 
rather than taking over, and the need to support carers, 
who said that constantly setting goals, gauging situations, 
making adjustments and negotiating through trial-and-
error was stressful.

Carers and healthcare workers differed on one aspect. 
Carers were motivated to keep their affected family 
member at home because they were attuned to needs 
and preferences through intimate knowledge of the per-
son, and were therefore best able to optimize care and 
support. Carers thought these essential qualities could 
not be acquired by healthcare workers through training. 
While healthcare workers agreed that home was the ideal 
environment, they believed it was not always possible. 
Healthcare workers believed that they could be equipped 
to provide person-centred care through training, and via 
continuity of one or a few healthcare workers who would 
develop insight to a person’s needs by getting to know 
them.

One additional study involving persons with dementia, 
carers and healthcare workers revealed four elements of 
person-centred diagnosis of dementia in primary care: 
reframing dementia as cognitive decline, thus allowing 
time for the affected person and carer to adjust to the 
diagnosis; paying attention to cues other than memory 
loss (e.g. behaviours, challenges) for recognizing demen-
tia; engaging the entire primary care team (i.e. adminis-
trative or clerical staff) in identifying signs of dementia; 
being aware of available care and support services in the 
community and secondary care [45].

Evaluation of PCC experience
Four (18.2%) studies assessed care and found it was not 
person-centred. One study interviewed persons with 
dementia and carers about physiotherapy [35]. Partici-
pants said that physiotherapists did not: look beyond 
dementia to get to know the affected person, tailor 
exercises or discuss how to adapt the exercise to over-
come dementia-related difficulties (e.g. short routine), 
or clearly communicate the plan of treatment such that 
they felt confused and abandoned when it ceased. Three 
studies employed observation of recorded consultations 
between persons with dementia, carers and physicians or 
genetic counselors when dementia risk or diagnosis was 
disclosed [38, 46, 51]. Genetic counselors and physicians 
contributed the majority of utterances, which largely 
focused on biomedical information, providing lifestyle 
information and checking for understanding, and less 
often on expressing empathy or reassurance. Compared 
with such sessions, in those categorized as person-cen-
tred, healthcare workers gave less biomedical informa-
tion, asked more psychosocial questions, and made more 
effort to build partnerships, and affected persons and 
carers contributed a greater proportion of utterances.

PCC enablers and barriers
Table 2 summarizes enablers and barriers of person-cen-
tred dementia care and support reported in four (18.2%) 
studies [32, 44, 48, 50]. At the patient/carer level, ena-
blers included practical strategies (memory aids, daily 
routine) and perceived value (tangible benefits, positive 
past experience), while barriers included lack of practi-
cal or emotional support from carer, reluctance to be 
helped, family conflict, and geographic or social distance 

Table 2 Determinants of person-centred dementia care and support

Level Enablers Barriers

Patient or Carer • Developing daily routine
• Perceived or tangible benefits
• Memory aids
• Positive past experience

• Lack of practical or emotional support 
from their carer to routinize activity
• Reluctance to be helped
• Family conflict
• Children geographically or socially distant 
from affected parent
• Children feeling like unwanted intruder

Healthcare worker • Mutual support from colleague
• Job satisfaction
• Experiential learning
• Awareness of family dynamic problems
• Maintaining neutral disposition
• Following family lead
• Creating a safe environment in which to offer help

• Variable knowledge/understanding of PCC
• Attitudes about dementia
• Perceived lack of control/time
• Perceived low status within organization

Organization • Leadership style that promotes PCCS
• How managers support and value staff
• Risk management
• Opinion leaders who advocate and model PCCS
• PCC integrated in policy documents

• Inadequate staffing
• Resource constraints
• Pressurized environment
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between children and affected parents. At the health-
care worker level, individual enablers included mutual 
support from colleagues, job satisfaction and experi-
ential learning through exposure to persons affected by 
dementia; and service enablers included awareness of 
family problems, following the family’s lead, maintain-
ing a neutral disposition and creating a safe environment 
in which to offer support. Healthcare worker barriers 
included variable knowledge and understanding about 
person-centred care, negative attitudes about dementia, 
and perceived lack of control or time, and perceived low 
status within the organization. Organizational enablers 
included positive leadership style and support for staff, 
risk management, opinion leaders who championed and 
modeled person-centred care, and policy documents that 
promoted person-centred care. Organizational barriers 
included resource constraints, inadequate staffing and a 
stressful environment.

Strategies to implement PCC approaches
Table  3 summarizes the characteristics of strategies to 
promote or support the implementation of person-cen-
tred care approaches reported in 8 (36.4%) studies. Five 
studies targeted at healthcare workers used in-person 
educational meetings involving both didactic and inter-
active components [34, 39, 43, 49, 53]. Meetings ranged 
from single one-hour sessions to a three-day meeting, 
and all but one that involved psychiatrists [50] were inter-
disciplinary. All studies reported positive impacts. Based 
on qualitative studies, perceived impacts included ben-
eficial patient health and outcomes (e.g. improved health 
and nutritional status, health problems detected earlier, 
referral for screening or to memory clinics, tailored sup-
port, reduced use of primary and hospital care, delayed 
institutionalization, patients and carers more engaged 
in decision-making) and benefits for healthcare work-
ers (deeper insight and understanding of patient behav-
iour and needs, more compassion for patients as persons 
rather than symptoms to be managed, appreciation for 
the complexity of dementia care, enhanced team collabo-
ration, greater job satisfaction). By instrument or survey 
data, educational meetings improved knowledge about, 
attitude to and use of person-centred care approaches to 
dementia (e.g. structure of consultations, communication 
techniques); and awareness of behavioural and functional 
symptoms, availability of support services and what con-
stitutes person-centred care. Healthcare workers said 
that education was useful, would have a positive impact 
on their ability to provide dementia care, and in particu-
lar they valued communication techniques.

Three studies targeted at persons with dementia or 
carers also reported positive impacts. One study evalu-
ated an educational strategy targeted at carers. Based on 

a survey of carers, three one-hour online modules (text, 
videos) featuring vignettes and interviews with affected 
persons and carers increased knowledge and confidence 
in caregiving skills, and they appreciated the flexibility 
of online delivery of the educational program [42]. Two 
studies evaluated personalized strategies to implement 
meaningful activities. Based on third-party observa-
tion of persons with dementia, benefits of a single one-
hour personalized music program improved patient 
mood (smiling, joy, alertness, relaxed, calm) and social 
engagement (eye contact, eye movement, talking), and 
decreased sleeping both during and directly after the ses-
sion [33]. Interviews with carers revealed the benefits 
of a monthly four-hour social visit program (e.g. dinner, 
museum visit) from first-year medical students who were 
exposed to didactic and interactive educational meet-
ings on dementia. Carers were pleased that their spouse 
enjoyed the program, it provided them with respite, and 
they also enjoyed participating in social activity. Carers 
said that persons with dementia benefited from an outlet 
to socialize with someone other than family, which pro-
vided them with social and intellectual stimuli [41].

Person‑centred care for women affected by dementia
Few (4, 18.2%) studies reported sub-analyses by sex/
gender or other intersectional factors. In a survey of 148 
carers (62% women) to identify what constitutes person-
centred carer approaches, women carers were more likely 
to provide person-centred care at home compared with 
men [47]. In two studies involving observation of con-
sultations to assess if disclosure of a dementia diagnosis 
was person-centred, among 262 (69.8% women, mean 
age 58.3 years, range 33–86 years) and 54 (61.1% women, 
mean age 74.1 years, range 58–91 years) persons, respec-
tively, neither gender nor age were associated with com-
munication patterns [46, 51]. In one study involving 
interviews with 20 persons with dementia (20% women) 
on enablers and barriers of adherence to a home-based 
facilitated activity program, eight participants had low 
adherence (3 women, 5 men) [32]. A variety of determi-
nants influenced adherence, but sub-analyses by gender 
were not reported.

Framework of person‑centred care and support 
for dementia
Table 4 shows how the McCormack person-centred care 
framework [25] was confirmed and elaborated into the 
Framework of Person-Centred Care and Support for 
Dementia. Study findings confirmed the relevance of 
McCormack’s PCC domains and elements in the context 
of home, community/day and outpatient dementia care 
and support, and elaborated on that framework by more 
explicitly emphasizing some elements and contributing 
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new elements. For example, details that corresponded 
with existing components of the domain of foster a deal-
ing relationship that emerged included: discuss roles and 
responsibilities, communicate with honesty and open-
ness, foster trust, express caring and sympathy, and build 
rapport. In addition to these elements, included studies 
also emphasized the need for partnership with persons 
with dementia and their carers to optimize the ability of 
healthcare professionals to offer and adjust support as 
needed throughout the disease trajectory. With respect 
to manage uncertainty, in addition to several practices 
that corresponded to the existing conceptual principles 
of this domain (e.g. raise and discuss known uncertain-
ties, explore and assess uncertainties held by affected 
persons), included studies also highlighted the need to 
create stability through routines and continuity, which is 
particularly relevant to managing behavioural and psy-
chosocial aspects of dementia.

Discussion
We aimed to describe what constitutes PCCS, how to 
implement it, and considerations for women who com-
prise the majority of affected persons – those with 

dementia and carers of persons with dementia. Regard-
ing objective one, few studies were eligible, few explicitly 
referred to a person-centred care definition or frame-
work, and studies varied in the person-centred care 
domains addressed. With respect to objective two, the 
few studies that assessed care or support found it was 
not person-centred; few studies explored enablers or 
barriers; and few studies evaluated the impact of strat-
egies to implement PCCS. Objective three was not 
well-addressed because few studies reported results by 
gender or other intersectional factors, and none revealed 
if or how to tailor PCCS for women. Still, by synthesiz-
ing available research, we generated concrete insight and 
guidance including a framework of PCCS for dementia, 
multi-level enablers and barriers of PCCS for demen-
tia, the characteristics of strategies to promote PCCS, 
and multiple remaining gaps in knowledge that warrant 
ongoing research.

This review contributes to a growing body of knowl-
edge on PCCS for dementia. A number of existing arti-
cles on the topic of person-centred dementia care were 
excluded from this review. Some were discussion papers, 
for instance, anecdotal discussions of the confusion 

Table 4 Framework of person-centred care and support for dementia

Domain Elements From this study

Foster a healing relationship • Discuss roles and responsibilities
• Communicate with honesty and openness
• Foster trust in healthcare worker competence
• Express caring and empathy
• Build rapport

• Emphasize partnership
• Ensure dignity and respect

Exchange information • Explore needs and preferences
• All parties share information
• Provide/refer to additional information
• Assess and facilitate understanding

• Recognize the person’s life and current abilities through 
discussion, and verbal and behavioural cues
• Allow time for questions

Address emotions • Explore and identify emotions
• Assess anxiety or depression
• Validate emotions
• Express empathy or reassurance
• Provide help to deal with emotions

• Reframe dementia as cognitive decline upon initial diagno-
sis to lessen impact
• Address psychosocial issues in addition to biomedical

Manage uncertainty • Raise and discuss uncertainties in prognosis, manage-
ment or outcomes
• Explore and assess other uncertainties
• Use problem-focused (behavioural) management strate-
gies
• Use emotion-focused (affective) management strategies

• Create stability through routines and continuity

Share decisions • Raise and discuss care or support options
• Discuss decision process, and needs/support
• Prepare persons/carers for deliberation and decisions
• Jointly make and implement decisions and action plan
• Assess decision quality and choices

• Tailor care and support to individual needs and preferences
• Address or mitigate family conflict

Enable self-management • Describe the follow-up process
• Provide information and training on self-care and self-
monitoring
• Share guidance on how to prioritize and plan self-care
• Offer practical advice and support to implement self-care
• Assess skills, self-care and progress

• Optimize independence
• Engage persons in meaningful activity
• Support carers
• Provide information about available home or community 
support/services
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caused by variable terminology and lack of insight on 
how to achieve PCCS for dementia [54] or conceptual 
discussions related to the rising attention given to “cen-
tredness” [55]. Other papers focused on only one aspect 
of PCCS such as empathic communication [56], referred 
to implementing person-centred care but instead 
addressed clinical care [57, 58], or focused on hospital 
[59] or institutional care [9, 57, 60]. Other research has 
also explored the educational needs of trainees such as 
nursing assistants [61]. Therefore, this review offers a 
unique contribution to the literature in that it was based 
on a comprehensive framework inclusive of multiple 
person-centred care domains; focused on characterizing 
what constitutes PCCS in the home, community or out-
patient setting; and described strategies used to imple-
ment PCCS in that setting.

One tangible output of this work was a framework of 
PCCS for dementia. While conceptualization of PCCS 
varied across studies, compilation of perspectives, ena-
blers, barriers and recommendations for PCCS con-
firmed domains and elements in the existing McCormack 
person-centred care framework [25], and elaborated that 
framework with additional items relevant to demen-
tia in home, community or outpatient settings. Notably, 
patients/carers and healthcare workers agreed on the 
majority of elements, further highlighting the relevance 
of the PCCS Framework we generated. Most studies 
referred to the person-centred care domains of address 
emotions and exchange information, reflecting the need 
to discuss and manage both the clinical and psycho-
social impact of dementia. However, many studies did 
not address other person-centred care domains such as 
manage uncertaintyshare decisions and enable self-care, 
which are also highly germane to dementia, so this PCCS 
Framework represents a starting point, and we and other 
researchers can continue to refine it through ongoing 
research. Others, including Kitwood and Brooker, con-
ceptualized PCCS in the dementia context, but their 
frameworks situated the person in the context of rela-
tionship and social being, and emphasized the philo-
sophical approach of personhood, meaning respecting 
persons with dementia as individuals with unique needs 
and engaging them in their own care [62]. Others have 
also elaborated on the idea of personhood and what it 
means, and the need to acknowledge persons and their 
personality in dementia care and support [63, 64]. In con-
trast, the PCCS Framework we generated provides spe-
cific strategies that can be applied at the point of care. 
Healthcare workers, including clinicians and managers 
or staff of services that provide home or community care 
and support, can also refer to the framework as either the 
basis for strategic planning, or for evaluating and improv-
ing their services.

Few strategies to implement PCCS approaches were 
evaluated, and they largely focused on in-person inter-
disciplinary educational meetings for healthcare workers. 
While all intervention studies highlighted perceived, self-
reported positive impacts on carer knowledge and con-
fidence, and healthcare worker knowledge, attitude and 
skills, few studies objectively measured improvements 
or the impact on health and use of healthcare services 
among persons with dementia. Therefore, future research 
should more definitively evaluate the impact of educa-
tional meetings for healthcare workers, which appears 
to be promising in terms of improving and supporting 
PCCS. Other strategies also warrant investigation. For 
example, one study revealed that an enabler was opin-
ion leaders who championed or modeled person-centred 
care [48]. The role of champions as positive influences on 
the implementation of healthcare interventions is well-
established. A Cochrane systematic review showed that 
opinion leaders, credible and trustworthy individuals 
who disseminate and implement evidence-based prac-
tice through informal or formal mechanisms, improved 
quality of care [63]. Despite numerous patient/carer and 
organizational barriers of PCCS identified by included 
studies, few studies evaluated strategies targeted to per-
sons with dementia or carers, and none evaluated organi-
zational strategies. Thus, further research is needed to 
first identify and design strategies that match barriers, 
and then evaluate the impact of patient/carer and organi-
zational strategies on a range of potential outcomes at 
various levels. Such research is likely best done in part-
nership with affected persons, which has been shown to 
be both feasible and fruitful [65, 66].

Despite recognition of the need for greater insight on 
gender issues of living with or caring for someone with 
dementia [20], this review identified a paucity of research 
that focused on PCCS for women or reported sub-anal-
yses by sex/gender or other intersectional factors. This 
represents a critical gap in knowledge given that the 
majority of persons with dementia and carers are women 
[1, 20, 21]. The paucity of guidance on PCCS for women 
is particularly concerning given that analysis of national 
dementia strategies in 29 countries found they did not 
address sex or gender issues [67]. Recognizing that 
women are not a homogenous group, ongoing primary 
research is urgently needed to explore PCCS experiences 
and recommendations among diverse women, and to 
evaluate strategies for implementing PCCS that can be 
tailored to their individual needs and preferences.

Two additional issues also warrant further research. 
One, only four studies assessed PCCS, and found that 
physiotherapy support and disclosure of a dementia 
diagnosis were not person-centred, and only four stud-
ies explored enablers and barriers, knowledge essential 
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to effectively designing and tailoring strategies to imple-
ment PCCS. Thus, there is a paucity of information on 
quality of care for persons affected by dementia. Large-
scale population-based studies are needed to generate 
epidemiologic data on PCCS experiences and associated 
outcomes. That knowledge could be used to lobby for 
needed infrastructure and resources, a noted barrier of 
PCCS in our study. Two, most included studies captured 
views about PCCS through carers. Another literature 
review identified few studies that involved persons with 
dementia in planning their own care and support [68]. 
The lack of active and meaningful involvement of persons 
with dementia in shaping policies and interventions that 
impact their care and quality of life has been recognized 
as a problem [69, 70]. Therefore, future research on what 
constitutes PCCS for dementia must include those with 
dementia.

This review has many strengths. Use of a scoping 
review to combine findings from studies of various 
research designs has established a baseline of what is 
known about implementing PCCS in dementia and iden-
tified gaps in knowledge that must be addressed through 
further primary research. We employed rigorous scoping 
review methods [22, 23], and complied with standards 
for the conduct and reporting of scoping reviews and 
search strategies [24, 29]. The review was conducted by 
an international interdisciplinary team. By mapping stud-
ies to an existing PCC framework [25], we adapted that 
framework to the dementia context, and also elaborated 
it based on study findings. Several limitations must also 
be noted. Our search was limited to English language 
studies, so we may not have included relevant studies 
published in other languages. The search strategy may 
not have identified all relevant studies, or our screen-
ing criteria may have been too stringent. In particular, 
we defined PCCS in terms of interaction at the patient-
carer-healthcare worker level, and included studies that 
referred to person-centred care or a synonymous term, 
which may have excluded potentially relevant studies. 
Included studies were few and conducted in few coun-
tries, therefore findings may not be broadly relevant and 
transferrable. While not required of scoping reviews [22, 
23], included studies were not assessed for quality, calling 
for a cautious application in practice.

Conclusions
Despite widespread advocacy, little prior research 
focused on PCCS for dementia in home, community or 
outpatient care. To address this knowledge gap, our scop-
ing review of 22 studies published from 2001 to 2019 
confirmed and elaborated 6 domains that constitute 
person-centred care and support (PCCS) for dementia, 
numerous approaches across those domains to achieve 

PCCS, and strategies to implement those approaches. We 
compiled this knowledge in a Framework of Person-Cen-
tred Care and Support for Dementia, which can be fur-
ther refined through future research, and in the interim, 
employed by healthcare workers to plan or improve 
services. In-person inter-professional educational meet-
ings improved perceived and observed healthcare 
worker knowledge about dementia and available sup-
port services; and knowledge about, attitude to and 
use of person-centred care approaches. We also identi-
fied numerous issues that warrant further investigation: 
evaluation of PCCS for dementia, enablers and barriers 
of PCCS among persons with dementia/carers, health-
care workers and organizations; strategies to implement 
PCCS approaches at the person/carer and organizational 
levels; and greater involvement of persons with demen-
tia in defining PCCS. Future research must also explore 
PCCS needs and preferences by sex/gender and other 
intersectional factors such as ethnicity or culture to 
understand how to tailor PCCS.
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