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International Common Data Elements for Residential Long-term Care-Literature Review

Introduction

In 2018, more than 50 million people worldwide were 
living with dementia, nearly 60% in developing coun-
tries, with the fastest growth taking place in China 
(Prince et al., 2013; Wimo et al., 2017; Winblad et al., 
2016). The current number of older adults diagnosed 
with dementia in China reached 8.18 million in 2015; on 
average, more than 360,000 new cases are diagnosed 
every year (Li et al., 2015). Overall, there is a shortage 
of quality workforce at all levels and a lack of variety of 
services and programs provided in China’s long-term 
care (LTC) system (Song, Anderson, Corazzini, & Wu, 
2014). In contrast to the substantial increase in the over-
all population with dementia in China, there is very lim-
ited availability of residential care services and a severe 
lack of community-based services for persons with 
dementia and their informal caregivers (Hsiao, Liu, Xu, 
Huang, & Chi, 2016; Wang, Xiao, & Li, 2018). Many 
LTC facilities do not admit persons with dementia, 
mainly due to lack of trained staff and limited space in 
these facilities (Wang, Wang, Cao, Jia, & Wu, 2018; Wu, 
Mao, & Zhong, 2009). Also, there is a strong cultural 

preference for aging in place among older adults and 
their family members (Sereny, 2011). Thus, informal 
caregivers (i.e., their family members, relatives, friends, 
and other unpaid caregivers) play a major role in caring 
for persons with dementia in China (Wang, Xiao, He, & 
De Bellis, 2014). This contrasts sharply with care 
approaches in community and LTC settings. In big cities 
of China, older adults with cognitive impairment can go 
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to memory clinics in tertiary hospitals for diagnosis, 
cognitive assessment, and prescriptions. Some older 
adults with dementia reside in LTC facilities or commu-
nity hospitals despite the limited availability of demen-
tia-specific programs. The ethos of caring for persons 
with dementia in health care systems is medically domi-
nated, disease oriented, and task focused (Xu, Hsiao, 
Deng, & Chi, 2018). Care providers tend to prioritize 
routines and tasks ahead of the individualized prefer-
ences of persons with dementia (Wang, Wang, Cao, Jia, 
& Wu, 2016). In contrast, in Western Europe and North 
America, the past decade has seen a significantly 
increased commitment to person-centered care (PCC) 
that is relationship focused, collaborative, and holistic 
for persons with dementia, where the focus is on quality 
of life as perceived by care recipients/patients, and staff 
and care recipients share a feeling of community and 
belonging (Fazio, Pace, Flinner, & Kallmyer, 2018; 
Love & Pinkowitz, 2013; Winblad et al., 2016).

Generally known as the founder of the concept of 
person-centered dementia care, Tom Kitwood’s influen-
tial work emphasized the importance of giving voice to, 
and supporting, personhood of persons with dementia 
by establishing systems of care that facilitate deep and 
mutually empathic relationships between people 
(Kitwood & Bredin, 1992). Kitwood’s work recognizes 
that the personhood of persons with dementia is neither 
diminished nor lost, but rather is concealed, as those 
relationships become impaired over the progression of 
the disease (Kitwood, 1993). Since then, there has been 
significant conceptual and theoretical advancement in 
PCC, such as the “senses framework” (Nolan, Davies, 
Brown, Keady, & Nolan, 2004), conceptualization of 
core concepts of person-centered dementia care 
(Edvardsson & Innes, 2010), and the person-centered 
nursing framework (McCormack & McCance, 2006, 
2010). The most consistently applied and fundamental 
philosophical prerequisites of person-centered dementia 
care in the literature are that all persons with dementia 
are recognized as valuable and competent; as having 
dignity, autonomy, and worth; and deserving of full 
respect (Edvardsson, Fetherstonhaugh, & Nay, 2010; 
Kitwood, 1993). Core principles of person-centered 
dementia care include knowing and valuing the person 
with dementia, interpreting behaviors from the person’s 
viewpoint, promoting a continuation of self and normal-
ity, providing a positive social environment in which 
they can live well, with opportunities to establish rela-
tionships that have therapeutic benefits and nurture rela-
tionships in the wider community (Love & Pinkowitz, 
2013; McCormack & McCance, 2006). This has pro-
found implications for how care is provided to people 
with dementia. Person-centered dementia care is respon-
sive to the preference of the person with dementia and 
contingent upon knowing the person through an inter-
personal relationship. Shifting the focus of PCC from 
individual needs to a relationship-centered focus on 

interactions among all persons involved in caring rela-
tionships is also recommended (Nolan et  al., 2004). 
Strategies for delivery of PCC include weaving informa-
tion about the person into every interaction and activity, 
providing validation therapy, prioritizing the person’s 
well-being ahead of routines and care tasks, staying in 
the present, and looking for opportunities for meaning-
ful engagement beyond scheduled activities (Edvardsson 
et  al., 2010). Although little empirically rigorous 
research has tested the effects of person-centered demen-
tia care, person-centered dementia care has been shown 
to promote caregivers’ sense of achievement and 
improve caregiver relationships with care recipients by 
guiding caregivers to increase focus on interactions with 
care recipients (Edvardsson, 2015). The literature also 
indicates that caregivers are less likely to experience 
role strain with a focus on relationship than with a focus 
on care tasks, specific conditions, and symptoms 
(Edvardsson, Winblad, & Sandman, 2008).

Currently available studies have been predominantly 
focused on populations in Western European and North 
American countries. Although PCC has become a prior-
ity in dementia care in these countries (Bartlett & 
O’Connor, 2007; Chenoweth et al., 2009; Penrod et al., 
2007), it is still a relatively new concept in China. 
Although the core principles of person-centered demen-
tia care may be globally relevant and not culturally spe-
cific, however, how to implement person-centered 
dementia care in daily practice is influenced by social 
and cultural contexts. Medically dominated and task-
oriented care models interfere with the awareness and 
appreciation of person-centered dementia care. 
Furthermore, even though some caregivers might inno-
vate their own person-centered approaches based on their 
knowledge of the person with dementia, such strategies 
can be unsustainable if not fully supported and appreci-
ated. Thus, with the growing population of people with 
dementia in China, and the need to improve quality of 
care for persons with dementia in LTC and community 
care settings, it is important to explore the concept of 
person-centered dementia care in China. Therefore, we 
conducted a literature review to understand the relevance 
and appreciation for person-centered dementia care in 
China and to identify any cultural concepts that might 
affect uptake of person-centered dementia care in China.

Approach

Our team is transnational and bilingual and emerged 
from the WE-THRIVE collaborative, which engaged 
LTC researchers in China, United States, and numerous 
other countries in collaborative international LTC 
research (Corazzini et al., 2019). We conducted a bilin-
gual, English and Chinese, literature review on person-
centered dementia care in China. Our initial literature 
search had scant results, so we broadened the search 
terms to include literature on PCC in China. We 
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collected, screened, and analyzed literature in English 
and Chinese, as described below and depicted in the 
flow chart (see Figure 1).

In English, we searched PubMed, the Cumulative 
Index of Nursing and Allied Health Literature 
(CINAHL), and SCOPUS. We used indexed vocabulary 
and keywords—including “person-centered (centred) 
care,” “person-centeredness (centredness),” “person-
hood,” “individualized (individualised) care,” “senses 
framework,” “relationship-centred care,” “empower-
ment,” and “shared decision making”—and found 82 
articles with our search terms in their titles or abstracts. 
After removing duplicates, 38 articles remained. We 
reviewed the titles and abstracts and excluded articles 
that did not address person-centered dementia care, 
PCC, or core concepts of PCC of older adults and that 
did not occur in China. Two additional articles were 
culled from article reference lists. At the end of this 
search process, we retained 10 English articles, with five 
conducted in Mainland China and five in Hong Kong 
and Taiwan.

We also searched two Chinese databases, that is, 
China National Knowledge Infrastructure (CNKI) and 
Wanfang, using Chinese keywords related to PCC. After 
removing duplicates, 53 articles were retrieved, among 
which, most articles used PCC as a not clearly defined 
concept in health care that is consistent with the Chinese 
socialist concepts “harmonious society” and “human-
oriented outlook on development.” The full text of the 

remaining eight articles was then reviewed. Two articles 
reviewed person-centered therapeutic interventions 
among persons with dementia in Western countries 
(excluded); two articles talked about benefits of PCC 
based on studies and experience in Western countries 
(excluded). Finally, four articles were retained. 
Therefore, we included nine English and four Chinese 
articles (see Figure 1).

We extracted information from each article into a 
matrix (Garrard, 2013) summarizing basic information 
and key findings (see Table 1). We read through the arti-
cles to extract content related to how PCC is defined, 
operationalized, measured, and discussed to identify 
themes among articles, and we analyzed and synthe-
sized the findings by themes in the current literature 
review. We drew upon the PCC conceptual frameworks 
and models in Western Europe and North America, 
including the person-centered nursing framework 
(McCormack & McCance., 2006) and senses frame-
work (Nolan et al., 2004) to outline a conceptual frame-
work of person-centered dementia care in China. We 
used the synthesized findings from the included articles 
to further develop and describe the person-centered 
dementia care model (see Figure 2).

Findings

We learned from the four Chinese language articles that 
PCC is a new concept in China, organizational support for 

Figure 1.Databases search results
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PCC is extremely limited, and there is an identified need 
to understand, develop, and implement PCC in China. 
The 10 English language articles provided information on 
cultural understandings of personhood, operationaliza-
tion, and measurement of core concepts of PCC, and bar-
riers and facilitators of implementing PCC in China. 
Across the literature, three articles identified the impor-
tance of and need for having PCC in LTC facilities in 
China (Wang et al., 2018; X. Zhao, 2017; J. Zhao et al., 
2016). Four articles assessed LTC managers’ and employ-
ees’ knowledge of and attitudes toward PCC, not only 
showing that community health care providers, managers, 
and staff tend to have positive attitudes toward PCC but 
also demonstrating a relatively poor understanding of and 
a lack of skill competence toward PCC (Kong, Fang, & 
Lou, 2017; Wang et al., 2018; Wang et al., 2017; Zhong & 
Lou, 2012). Mao, Xiao, Zhang, Xie, and Feng (2016) 
used the Person-Centered Care Assessment Tool (P-CAT) 
to assess the level of person centeredness in LTC facilities 
in China and found that direct care staff rated organiza-
tional support for PCC as extremely low. Four articles 
adapted person-centered dementia care tools, including 
P-CAT (Zhong et  al., 2013), Person-Centered Climate 
Questionnaire–Staff Version (PCQ-S; Cai et  al., 2017; 
Yang et al., 2018), and staff-based measures of individu-
alized care (IC; Chappell & Chou, 2010), and tested their 
validity and credibility. One article evaluated an educa-
tional intervention to promote community health care 

providers’ knowledge of and tendency to use a person-
centered dementia care approach (Wang, Xiao, & Li, 
2016). We organized our analysis and synthesis of these 
articles into the following themes: Chinese cultural rele-
vance of PCC, perceived needs for PCC for older adults 
in China, implementation and measurement of PCC in 
China, and person-centered dementia care model.

Chinese Cultural Relevance of PCC

Chinese culture can serve as a premise or facilitator for 
operationalizing PCC but some values and notions in 
Chinese culture can be barriers to applying PCC in China. 
In Confucian philosophies, interpersonal and social inter-
actions are based on reciprocity, loyalty, benevolence, 
self-respect, self-control, and face saving (Wah & Tao, 
2007). The Chinese concept of personhood emphasizes 
interpersonal transactions. It focuses on whether the indi-
viduals’ behavior fits or fails to fit the interpersonal stan-
dards of society and culture (Kong et  al., 2017). 
Maintaining a long-term harmonious relationship with 
their caregivers is a basic expectation for older adults in 
China. An unstable or distrustful relationship with their 
caregivers will make them feel insecure, and, therefore, 
discourages them from expressing their needs and chal-
lenges (Liou & Jarrott, 2013). They also tend to value 
caregivers’ attitudes more than professional knowledge 
and skills. Older adults would expect paid caregivers to 

Figure 2.  Model of person-centered dementia care in China.
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be as supportive and caring as they would be to their own 
families (Wah & Tao, 2007). If caregivers fail to use ver-
bal and nonverbal symbols perceived as supportive and 
caring, such as hand holding and smiling, older adults 
might become anxious, self-blaming, and reluctant to 
communicate with caregivers about their feelings and 
needs (Shih, 1996; Wah & Tao, 2007).

Chinese family values and the social expectations of 
filial piety work together to place relationships at the very 
core, consistent with applying PCC in different care set-
tings. It is a social obligation for them to provide their 
family in need with direct care at home or assistive care 
and supervision in LTC settings (Holroyd, 2001). Thus, 
incorporating the family in the plan of care and support-
ing their care is consistent with both Chinese cultural 
expectation and PCC. In traditional culture, Chinese 
strive to maintain harmony with nature, social institu-
tions, and in human relationships. To be in harmony 
means to follow the expectations of “sincerity, loyalty, 
filial piety, and benevolence and to avoid negativism and 
emotional outburst” (Chen-Louie, 1983, p. 200). Thus, 
Chinese older adults and caregivers tend to avoid direct 
confrontations and disclosures of personal difficulties 
within the family (Au, Shardlow, Teng, Tsien, & Chan, 
2013). This may prevent them from directly expressing 
their feelings and dissatisfaction with significant others.

Traditional Chinese culture, particularly Confucianism, 
recognizes treating others with dignity as a core concept 
in thought and moral practice. It fully acknowledges one’s 
humanity, particularly those with cognitive challenges or 
functional limitations (Kong et  al., 2017). It recognizes 
human dignity as realized through relationships and inter-
actions between self and others, which echoes the values 
of PCC and the senses framework (Nolan et al., 2004). 
The Chinese term for dementia has negative connotations 
such as being confused and losing one’s mind or being 
catatonic, triggering social and individual stigma. This 
situation may also cause an individual and their family to 
lose face in interpersonal relationships (Dai et al., 2013). 
Despite the Confucianist mandate to respect the dignity of 
others, patients are seen as weak, dependent, and vulner-
able persons, needing help and protection from their fami-
lies (Kong et al., 2017). In contrast to the defining of the 
person in PCC, persons with dementia in Chinese culture 
tend to be regarded as patients who passively receive care 
from their formal or informal caregivers (Dai et al., 2013). 
This perception serves as a potential cultural barrier to 
acknowledging persons with dementia as valuable and 
competent persons who deserve opportunities to be 
engaged in meaningful social networking and make deci-
sions for themselves.

Perceived Need for PCC for Older Adults in 
China

Studies offer evidence that PCC is valued by older adults 
in LTC facilities and is much needed in China. We found 

that older adults in China value and desire autonomy, a 
sense of identity, meaning in life, and a sense of empow-
erment in LTC facilities, consistent with the core con-
cepts of PCC. A study focusing on dignity and 
personhood in LTC facilities in Hong Kong found that 
older adults fear losing autonomy, personal indepen-
dence, freedom, and choice in LTC facilities (Wah & 
Tao, 2007). The authors highlighted a profound need to 
maintain older adults’ human dignity through helping 
them to obtain a sense of identity and meaning in life. A 
study investigated the relationship among older adults’ 
perceived empowerment, social support, quality of life, 
and their lived experience in the LTC facilities (Wang 
et  al., 2016; Wang et  al., 2018). The findings identify 
multiple challenges facing older residents, including 
threats to their senses of belonging and dignity deriving 
from the care model and facility culture that inhibit their 
ability to interact with other residents and staff in a per-
sonally meaningful manner. Some older residents’ sense 
of belonging and dignity were threatened when LTC 
facilities put efficiency of care ahead of residents’ well-
being. Residents expressed a strong desire for greater 
respect for their dignity, privacy, and personal values; 
they longed for a home-like environment where services 
and care were tailored to their personal preferences. 
They hoped to have more opportunities for social inter-
actions and recreation within and outside LTC facilities 
(Wang et al., 2016). The study also found that older resi-
dents reported a significant lack of perceived empower-
ment, whereas a higher level of perceived empowerment 
from the care that they received is associated with a bet-
ter self-rated quality of life (Wang et  al., 2018). The 
study pointed out the importance of implementing PCC, 
which also was emphasized by one of the literature 
reviews in Chinese, which suggested a need to develop 
a PCC model with culturally specific implementation 
approaches in China (J. Zhao et al., 2016).

Implementation and Measurement of PCC in 
China

Implementation of PCC in Chinese LTC facilities is just 
beginning to be studied systematically. Three articles 
addressed the staff/caregiver-based measurements of 
PCC in LTC facilities in China, advancing the ability to 
measure and conduct research on PCC. A staff-based 
scale related to IC for older residents in LTC facilities 
was introduced and validated in Hong Kong (Chappell & 
Chou, 2010). The tool includes four subscales that measure 
staff perceptions of their knowledge of residents (Know 
scale), the general environment in which the staff work 
(Autonomy scale), staff communication with one another 
and supervisors within the LTC home (Communication-SS 
scale reflects), and staff communication with residents 
(Communication-SR scale). Results show that the tool is 
valid and can be used among caregivers in Hong Kong for 
both research and care purposes. Zhong et  al. 
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(2013) validated the Chinese version of P-CAT among 
330 formal caregivers in 34 LTC facilities in a northwest-
ern city in China after translation, back translation, and 
adaptation of the tool based on literature review and 
expert consultation. Results show that further study is 
needed to test the cultural sensitivity, reliability, and 
validity of the tool among Chinese caregivers in LTC 
settings. Mao et al. (2016) used P-CAT among 112 for-
mal caregivers in 20 LTC facilities in Hunan Province, 
China. They found that caregivers’ age and educational 
background were positively associated with the P-CAT 
scores and called for hiring nursing aides who are 
younger and have a higher educational level. Yang et al. 
(2018) validated the Chinese version of PCQ-S in LTC 
facilities in Hunan, China. Cai et  al. (2017) translated 
and validated PCQ-S tool in three hospitals in Yunan, 
China. The two studies showed that PCQ-S can be used 
to assess the person-centered climate in both nursing 
homes and hospitals in China with a good validity and 
reliability.

Several studies identified good practices toward, and 
major barriers to, implementing PCC in Hong Kong 
and Mainland China. Zhong and Lou., (2012) explored 
PCC practices for older residents with dementia in LTC 
facilities in Hong Kong using Brooker’s four major ele-
ments of PCC to guide the interview. They interviewed 
11 managers of LTC facilities in Hong Kong about their 
perceptions, daily practices, and barriers relating to 
PCC for older residents with dementia. They found that 
managers had varied and inconsistent understandings of 
PCC. Some put more weight on IC. Some viewed PCC 
as a similar approach to holistic care. And, others 
emphasized the importance of maintaining the dignity 
of persons with dementia. Good practices identified 
toward PCC are related to elements of the VIPS frame-
work: (a) valuing older adults with dementia and their 
caregivers as a stepping stone of practicing PCC, (b) IC 
as a mechanism of practicing PCC, (c) continuous 
assessment as a pathway to practicing PCC, and (d) 
nurturing environment as a facilitator in practicing PCC 
(Røsvik, Kirkevold, Engedal, Brooker, & Kirkevold, 
2011). Inconsistency of the conceptualization of PCC, 
an underprepared workforce, high work stress, and 
environmental constraints were reported as major barri-
ers to integrating PCC in daily practices. One study 
conducted in Mainland China assessed community 
health care providers’ dementia knowledge, attitudes, 
and care approaches (Wang et  al., 2018). They found 
that community health care providers tended not to use 
a PCC approach in dementia care due to a lack of 
knowledge, support from organizations, and experience 
caring for persons with dementia. Two studies in 
Mainland China identified lack of communication 
between staff and older residents and poor management 
support as major problems in providing PCC for frail 
older adults in China (X. Zhao, 2017; J. Zhao et  al., 
2016).

Person-Centered Dementia Care Model

Findings were combined in an overarching model of 
person-centered dementia care in China (see Figure 2). 
The person with dementia is at the heart of the model, 
thriving in interactions with all the persons who are 
involved in their care, which can be signified and evalu-
ated by the achievement of favorable person-centered 
outcomes for the person, as well as from staff/managers 
and family caregivers, including senses of security, 
belonging, purpose, achievement, continuity, and signifi-
cance (Nolan et  al., 2004). Other PCC measures that 
were used and validated in the reviewed literature—such 
as P-CAT, IC, and PCQ-S—can also be adopted to evalu-
ate PCC outcomes (Cai et al., 2017; Chappell & Chou, 
2010; Yang et  al., 2018; Zhong et  al., 2013). Person-
centered process—the next inner ring in the model of 
person-centered dementia care in China—supports the 
partnerships between persons with dementia and their 
care partners. Examples of person-centered process and 
practices include understanding care from the perspec-
tives of the person with dementia, having sympathetic 
presence, sharing decision making, and prioritizing well-
being ahead of routines and scheduled tasks (Edvardsson, 
Fetherstonhaugh and Lay, 2010; Fazio et al., 2018; Kong 
et  al., 2017). The process is influenced by the shared 
understanding of core values and philosophies of PCC, 
which is currently lacking in China (Kong et al., 2017; 
Wang et al., 2018; Yao et al., 2017; Zhong & Lou, 2012). 
The next ring is coordinated community where all per-
sons involved in the care of a person with dementia 
openly communicate with one other. Our literature 
informed us that family is the most important unit within 
the community (Wah & Tao, 2007). Chinese family val-
ues and the social expectations of filial piety place family 
relationships at the very core of the community. Thus, 
incorporating family in the plan of care and supporting 
family caregiving are the keys to building a coordinated 
community. Understanding of person-centered dementia 
care is never complete without taking culture and social 
values into consideration. Values and attitudes in the cul-
ture can serve as facilitators but can also be barriers to 
implementing PCC.

Discussion

PCC has not yet been clearly conceptualized in China. 
In Chinese literature, it is more of an abstract concept in 
health care that is consistent with the value of building a 
harmonious society and promoting human-oriented out-
look or development. PCC has not been clearly opera-
tionalized or applied in daily practices nor has it been 
included in quality of care evaluations in the Chinese 
literature. Among the four articles in the Chinese lan-
guage literature that we included, two research teams 
collaborated with researchers in Western Europe and 
Australia to introduce and validate PCC measures in 
China and to assess the person centeredness of LTC 
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facilities using available tools. English-language litera-
ture discussed benefits of PCC, barriers to PCC, and 
introduced and validated self-rated caregiver-based 
tools that measure to what extent care staff rate their 
working setting and their care provided as person cen-
tered for older adults. Person-centered dementia care 
has gained increasing attention from researchers in 
China and the basic tenets of PCC are consistent with 
Chinese philosophy and culture but more studies are 
needed to define and understand it.

Understanding of PCC is never complete without 
taking traditional culture and social values into consid-
eration. Chinese culture can serve as a premise or facili-
tator for operationalizing PCC in China, such as the 
concept of showing respect and treating others with dig-
nity. However, some values and notions in Chinese cul-
ture can be barriers to applying PCC, such as the 
understanding of personhood, maintaining relational or 
family harmony at the expense of communicating or 
expressing oneself (Kong et  al., 2017). Persons with 
dementia require a holistic, collaborative, and ongoing 
understanding from their care partners of their needs and 
preferred self to maintain meaningful social relation-
ships and achieve a sense of belonging and continuity 
(McCormack & McCance., 2006). Because family 
members have major roles in caring for persons with 
cognitive impairment in China, it is not only important 
to carry out research on helping formal caregivers to ini-
tiate effective communication, build relationships with 
and involving family members in the care but also to 
guide informal caregivers to resources, and support 
them in person-centered, relationship-based approaches 
to maintaining well-being.

The model of person-centered dementia care in China 
that we developed based on the literature review may 
provide a starting point to help operationalize globally 
important principles of PCC in specific sociocultural 
contexts. It can also assist in understanding how the core 
of PCC—all persons involved in the care and their rela-
tionships—is influenced by the interplay of person-cen-
tered practices, shared understanding and value of PCC, 
and coordinated community, and how all these factors 
connect to the family values, personhood, and filial 
piety in Chinese culture. The framework can be further 
developed by more empirical studies and evolve with 
the ongoing operationalization of PCC.

The increasing understanding and recognition of the 
value of person-centered dementia care is significant 
particularly due to the growing prevalence of dementia 
in China and globally. This bilingual literature review 
informed us that the core values of personhood, as 
understood in other countries, are consistent with per-
sonhood in China. For example, The Chinese concept 
of personhood emphasizes interpersonal transactions 
(Kong et al., 2017), consistent with the senses frame-
work (Nolan et al., 2004) and Kitwood’s (1993) theory. 
The review also helped us identify potential first steps 
toward understanding, developing, and implementing 

PCC in China, that is, to distinguish PCC practice from 
an abstracted concept and to better understand it by 
conducting more empirical studies that examine glob-
ally relevant PCC concepts with culturally specific 
approaches to gather information needed to provide 
PCC in China.
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