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Abstract

I evaluated the effectiveness of person-centered care interventions for older adults with
dementia. Quality of life and agitation levels were used as primary outcomes for the
effectiveness of the intervention. Electronic databases were searched for studies which satisfied
the inclusion principles and did not satisfy exclusion principles. Cluster-randomized trials and
non-randomized control trials which compared person-centered care approaches to usual care
were included. I performed two random-effects meta-analyses. Six studies with 1,384 patients
were included. For older adults with dementia, person-centered care had no significant impact on
quality-of-life improvement (SMD = -0.116, p = 0.206) or agitation reduction (SMD = 6.673, p =
0.124). No absolute conclusion about the correlation between person-centered care intervention

and the studied outcomes could be made.
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1. Introduction

As the world population becomes increasingly older, more and more individuals will be
diagnosed with dementia. It was estimated that in 2010, 35.6 million people lived with dementia,
and this number is expected to nearly double every 20 years (Prince et al., 2013). This means that
by 2030, it is expected that 65.7 million people worldwide will have dementia, and by 2050,
there will be 115.4 million individuals diagnosed. With this outlook, there is a need to ensure
that older adults with dementia (OAWDs) can receive the best care possible.

Many OAWDs reside in assisted living facilities, nursing homes, and/or receive care in
acute settings (Kolanowski et al., 2018), especially those with severe dementia. Many of those
facilities operate in a task-focused manner that is either unhelpful or counter-productive to
providing the appropriate care to OAWDs. In hectic acute-care settings, a task-focused
environment can incite behaviors in OAWDs that can challenge or complicate treatment
(McGillick & Murphy-White, 2013). Disregarding the personal and psychosocial needs of these
individuals can prompt need-driven dementia-compromised behaviors or isolation that can
accelerate an individual’s decline (Brooker et al., 2007). These unintended adverse effects are an
example of cascade iatrogenesis.

A major neuropsychiatric symptom in OAWDs is agitated behavior, and it is persistent
throughout the course of the disease (Wetzels et al., 2010). In busy task-focused facilities,
psychotropic drugs are often used to treat agitation and other neuropsychiatric symptoms, even
though there is evidence that this approach is not the most effective and could cause severe side
effects (Ballard & Corbett, 2010). Practices of physical restraint can also exacerbate need-driven
dementia-compromised behaviors. The effects of this include loss of self-care, social

engagement, and decision-making (Ballard et al., 2001). Instead, non-pharmacological



treatments are recommended as the primary intervention (Gauthier et al., 2010; Salzman et al.,
2008). Psychosocial interventions or other non-pharmacological treatments which are tailored to
an individual’s background and interests are especially effective modes for treating agitation
(Cohen-Mansfield, 2001).

Person- or patient-centered care (PCC) is a care approach which strives to maintain
personhood and incorporate a person’s individuality into their care plan. There is no universal
definition of PCC, but the concept is characterized by striving to individualize care by
incorporating the person’s life experiences and relationships, maintaining personhood despite
cognitive decline, and involving the individual and their family in care decision-making
(Godfrey et al., 2018). The main focus is to preserve an OAWD’s personhood throughout the
course of their dementia disease (Kitwood, 1997). PCC honors an OAWD'’s choices, values, and
strengths (McCance et al., 2011). The care that is provided and the care environment are both
important factors in determining an individual’s ability to maintain well-being (Kitwood &
Bredin, 1992).

Kitwood first proposed the philosophy of PCC for individuals with cognitive loss in 1993
(Kitwood, 1997). Kitwood’s philosophy reconceptualized the process of dementia as dependent
on the social psychology of the OAWD in addition to their pathological process (Murray &
Boyd, 2009). In the last few decades, the field of dementia care has increasingly valued the PCC
approach. In the United Kingdom, for example, the National Service Framework for Older
People mandates the care for OAWD must incorporate PCC (Watson, 2001). Research supports
the effectiveness of adopting PCC programs promoting OAWDs’ well-being as the first priority

in residential care facilities (Webster, 2011).



The goal of this review and meta-analysis is to determine how effective PCC is as an
intervention for OAWDs. This will be done by measuring two variables dependent on the PCC
treatment: quality of life (QoL) and agitation levels. QoL is increasingly acknowledged as a
crucial measure of effectiveness for interventions in dementia research (Ballard, 2001; Murray &
Boyd, 2009). However, despite its importance, the relationship between QoL and PCC has not
yet been clarified. This may be because QoL is largely subjective, and ratings are not always
reliable. As aforementioned, agitated behavior is one of the major neuropsychiatric symptoms in
OAWDs and is exacerbated by nonpersonal, task-focused care. The Social-Psychological Theory
of Personhood in Dementia further explains that “agitation can result from negative contextual
stimuli that disregard or deny personhood” (Kitwood & Bredin, 1992). Therefore, a reduction in
agitation would be an indication that the implemented PCC program has optimal outcomes for

the OAWDs, including a preservation of personhood.

2. Methods
2.1.  Eligibility Criteria
I included studies which were conducted with older adults (>50 years of age) with
dementia. The older adults could have any type of dementia, but they needed to have a formal
diagnosis. I included studies which had patients with comorbidities, as long as the study
accounted for that information in the data results.
I only included studies which included a patient-centered care treatment group. This
included studies which used a direct PCC approach, used a VIPS approach, or a dementia care
mapping (DCM) approach. PCC, according to Brooker (2007), is comprised of four elements

represented by “VIPS”: valuing people with dementia (V), individualized care (I), understanding



the world from the patient’s perspective (P), and providing a social environment that supports the
needs of the patient (S). Essentially, PCC and VIPS are synonymous. DCM is an observational
tool which was developed to implement PCC into nursing homes (Kitwood, 1992). DCM is
based on PCC and is used as an assessment tool which provides feedback for improving patient
care by assessing strictly from the patient’s perspective (Yasuda & Sakakibara, 2016). I did not
include studies which implemented a person-centered environment or those which implemented
staff training only.

I included studies which were set in a care facility environment. This included nursing
homes, assisted living, and acute care settings. I did not include studies which researched
independent living facilities, home-health, or informal caregiving.

The primary effectiveness outcome was either QoL or agitation reduction. I did not
include studies which measured ill-being, satisfaction with care, or medication levels. All studies
included were primary sources and had data reported as a mean-difference or as outcomes from
which a mean-difference could be calculated. This was to ensure the data could be synthesized

effectively.

2.2.  Search
I conducted an clectronic database search in EBSCO Host, National Institutes of Health
(NIH), and PubMed on November 30, 2020. I examined reference lists of included studies, other
studies, and systematic reviews for more research articles. I did an updated electronic database

search on January 6, 2021. I did not search for or include clinical trials or unpublished works.



2.3.  Study Selection
I screened all potential studies by title and abstract for eligibility. Of the studies
potentially eligible, I screened the full text for inclusion and exclusion criteria. Those which

displayed exclusion principles were noted and omitted. Six studies remained.

2.4. Data Collection and Data Items
For each study, I extracted the title, study characteristics, sample characteristics,
intervention type, outcome measurement type, and outcome data. I organized this information
into a spreadsheet. I extracted outcome data twice (once on January 8, 2021, and a second time
on January 16, 2021) to ensure the data collection was correct and consistent. If data was
reported to be “not significant,” a p-value of 1 was recorded. This was to err on the side of no

relation or causation.

2.5. Data Synthesis

For those studies which did not report data directly as mean difference, the mean
difference outcome was calculated using the sample size, before/after raw data scores, and their
p-values. This calculation was done using the meta-analysis software. If studies reported more
than one treatment outcome, only QoL and/or agitation data were synthesized.

Two separate meta-analyses were conducted: one for QoL outcomes and one for agitation
level outcomes. The software used to conduct these analyses was the Open-Meta Analyst
program available through Brown University. I expected there to be a large heterogeneity

between studies, so I conducted the meta-analyses using a random-effects model. I ran the



analysis using standard mean differences (also known as Cohen’s mean difference) because the

studies all measured the same outcome but used slightly different methods.

3. Results
3.1.  Study Selection
In total, I screened about 50 articles. 24 studies contributed to this review. Six studies

were used for analysis. These six studies contributed a total of 1,384 patients for analysis.

3.2.  Description of Included Studies
3.2.1. Study Characteristics
The six articles which contributed to the analysis included cluster randomized trials (n=5)

and one non-randomized control trial. The studies were conducted worldwide, and none were
performed in the United States. The studies were conducted in Japan (n=1), Australia (n=2),
United Kingdom (n=1), Norway (n=1), and Singapore (n=1). The care setting also varied
between studies. Nursing homes (n=3), residential care settings (n=2), and hospitals (n=1) were
included. All studies reported the final result during a follow-up, so the results of this review

were focused on long-term effects of the intervention.

3.2.2. Sample and Intervention Characteristics
1,384 OAWDs were included for analysis, and studies included patient numbers ranging
from 80 to 349. Ages ranged from 53 to 101 years old. The average age in all six studies was in
the mid-80s, and all but two studies reported at least 70% female patients. Only one study

reported less than 50% female patients.



More than half of the studies (n=4) treated the OAWDs with a standard PCC approach,
including one study that investigated a CAIME (Care for Acute Mentally Infirm Elders) acute
hospital dementia unit adopting a PCC approach. The remaining studies (n=2) implemented a
PCC & DCM combination program. The DCM aspect helped researchers measure the success of
their program.

The majority of the studies measured QoL as the primary outcome (n=5). There were
four different scales used to quantify QoL, including Well-ill Being (WIB) (n=1) assessed by
DCM practitioners; DemQOL (n=1), a self-report or proxy interview method; Quality of Life in
Late-Stage Dementia (QUALID) scale (n=2) which records frequency of behaviors; and
EuroQOL (n=1) which assesses three health domains.

Agitation was measured as a primary or secondary outcome in more than half of the
studies (n=4). Three studies used the Cohen-Mansfield Agitation Inventory (CMAI). The fourth
study used the Brief Agitation Rating Scale (BARS), a subset of the CMALI

Treatment was conducted in one study for a group of patients (n=620) and in the rest of
the studies for individual patients (n=170). Experiments ran between three months long and ten

months long.

3.3.  Quantitative Analysis
3.3.1. Quality of Life
I conducted a first meta-analysis with five out of six studies which included QoL as a
primary outcome measurement. Four of these studies were cluster-randomized trials, and one

was a non-randomized control trial. 1,035 total OAWDs were included in this meta-analysis.



About half of the studies reported an increase in QoL while the others reported a decrease in
QoL.

The overall outcome from the meta-analysis reported a slight decrease in QoL,
SMD = -0.116. (Fig 1). With a p-value of 0.206 (Fig 2), the result is not statistically significant.
With a heterogeneity of I?=22.21 (p = 0.273) (Fig 2), the included studies were determined to be
no more than mildly heterogeneous, and no sub-analyses were required. There was no evidence

in the forest plot of any publication bias.

Studies Estimate (95% C.I.)

Yasuda & Sakakibara (2017) -0.120 (-0.293, 0.053) |

Chenoweth et al. (2014) -5.000 (-11.723, 1.723)

Chenoweth et al. (2009) 3.100 (=-1.422, 7.622)

F.H.E. Tayetal. (2018) -0.130 (-0.308, 0.048) |

Rokstad et al. (2013) 1.300 (=-1.286, 3.886) g -
Overall (1*2=2221 % , P=0.273) -0.116 (-0.297, 0.064) 4§

r T 1

10 5 0
Mean Difference

Fig 1. Forest plot for meta-analysis using QoL as a primary outcome measure. Mean
differences with 95% confidence intervals are plotted. The diamond represents the overall
outcome.

3.3.2 Agitation
I conducted a second meta-analysis with four out of the six studies which included
agitation as a primary outcome measurement. All four studies included were cluster-randomized
trials. A total of 1,114 OAWDs were included in this meta-analysis. All four of the included

studies reported a decrease in agitation levels for the OAWDs.
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weights

study names weights
Yasuda & Sakakibara (2017): 50.306%
Chenoweth et al. (2014) : 0.072%
Chenoweth et al. (2009) : 0.159%
F.H.E. Tay et al. (2018) : 48.978%
Rokstad et al. (2013) : 0.485%
Summary

Continuous Random-Effects Model
Metric: Mean Difference

Model Results

Estimate Lower bound Upper bound
-0.116 -0.297 0.064
Heterogeneity

tau”2 Q(df=4) Het. p-Value 12
0.009 5.142 0.273 22.21

Std. error

0.092

p-Value

0.206

Fig 2. Meta-analysis summary for QoL outcome. Included are the weights for each study in
the overall outcome, analysis details, overall outcome result, and heterogeneity outcome for the

study.
Studies Estimate (95% C.I.) i
|
|
Chenoweth et al, (2014) 17.000 (-8.063, 42.063) :
Chenoweth et al. (2009) 17.700 (8.050, 27.350) | -
Fossey et al. (2006) 0.300 (-8.300, 8.900) . :
Rokstad et al, (2013) 1.400 (-0.550, 3.350) i
|
|
Overall (1*2=7512 % , P=0,007) 6.673 (-1.823, 15.169) ——e

T
20 0
Mean Difference

40

Fig 3. Forest plot for meta-analysis using agitation as a primary outcome measurement.
Mean differences for each study with 95% confidence intervals are plotted. The diamond

represents the overall outcome.
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The overall outcome therefore reported a decrease in agitation levels for OAWDs as a
result of PCC (SMD = 6.673) (Fig 3). This result was also not statistically significant, as
determined by a p-value of p = 0.124 (Fig 4). The studies included showed very serious
heterogeneity with a value of I> = 75.115 (p = 0.007) (Fig 4). If more studies were included, sub-

analyses would be performed to target the source of heterogeneity.

weights

study names weights
Chenoweth et al. (2014): 8.853%
Chenoweth et al. (2009): 25.742%
Fossey et al. (2006) : 27.631%
Rokstad et al. (2013) : 37.775%

Summary

Continuous Random-Effects Model

Metric: Mean Difference

Model Results

Estimate Lower bound Upper bound Std. error p-Value

6.673 -1.823 15.169 4.335 0.124

Heterogeneity
tau”2 Q(df=3) Het. p-Value 1"2

48.758 12.056 0.007 75.115

Fig 4. Meta-analysis summary for agitation outcome. The summary includes the weights for
each study in the overall outcome, analysis details, overall outcome result, and heterogeneity
outcome for the study.

4. Discussion
My systematic review and meta-analysis investigated the effectiveness of PCC

techniques for older adults with dementia. The effectiveness was measured using QoL and



12

agitation levels as outcomes. I did not show that PCC interventions had any statistically
significant effect on either outcome. These results are correlated to older adults specifically with
dementia. Effects were not investigated for older adults with physical ailments or older adults
with other psychological disorders. I analyzed the evidence of six studies, totaling 1,384

OAWD:s.

4.1.  Quality of Life
I found that there was virtually no correlation between PCC intervention and QoL

improvement for OAWDs. The included studies reported mixed results on whether it increased
QoL or actually decreased QoL. One possible explanation might be the small variances in the
programs implemented. Perhaps a more plausible explanation might be the varying scales used to
measure results. Only two of the five included studies used the same scale. The meta-analysis
includes a comprehensive selection of studies, and the differences in patient care environment,
patient characteristics, and study designs all have an effect on the results. For a solid conclusion

to be made, more evidence is required.

4.2.  Agitation
I found that there was no statistically significant correlation between PCC intervention
and reduced agitation in OAWDs. The included studies all showed a correlation to a reduction in
agitation, but their results were not significant. Perhaps a systematic review with a larger number
of studies would yield significant results. Similar to the previous analysis, one possible
explanation for the results of the agitation analysis might be the variance in the programs

implemented. One strength of this analysis is that all of the studies included were cluster-
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randomized trials. Unfortunately, more evidence would be needed to make a reliable conclusion

on this correlation.

4.3. Methodological Evaluation

My systematic review falls short of addressing the topic comprehensively. It does address
the effects of PCC interventions on OAWDs. It does so by measuring two outcomes, which
offers a variety in the outcome effects. Due to the limited number of sources screened for
articles, it is extremely unlikely that the number of included studies approaches the number of
existing articles. Articles from several databases and unpublished works were not included in this
review. When performing the meta-analysis, I did follow methodological standards in
accordance with current guidelines (Higgins et al., 2021). The final results of the included
studies were measured during a follow-up, so the results of the meta-analysis would have been
applicable to long-term effects of PCC interventions had they been statistically significant. There

were no conflicts of interest identified.

4.4. Quality of Evidence
I was unable to make a conclusion about the methodological quality of any of the studies.
However, due to the cluster-randomized trials, I predicted there was little bias present in the
studies. Bias still might be present due to inadequate blinding or any undocumented conflicts of
interest. The heterogeneity of the studies determined by the meta-analysis was expected due to
the variety in study designs. The methods for each study were significantly different, and
multiple care environments were studied. In addition, QoL was measured using different scales

for almost all included studies. The results were not precise.
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4.5. Future Research
The number of included studies in this review was too few, so the first change I would

make in a future review would be to include more studies. Additionally, a more diverse group of
studies should be included. Numerous databases should be screened for potential studies.
Unpublished studies and dissertations should also be included. Based on the results from this
analysis, the variety in study methodology caused a large heterogeneity between studies. A
future analysis should be performed using studies which were done in more similar care
environments and which were measured using the same or more similar scales. Based on the
analysis results, the environment which had the greatest QoL improvement was residential care
facilities. Perhaps a future study could focus on this care environment specifically. Future

research could also investigate PCC effectiveness for other older adult populations.

5. Conclusion
This study found no significant correlation between PCC interventions and increased
QoL or decreased agitation levels for OAWDs. The effectiveness of this intervention for this
population should be further investigated, as individual studies did site significant outcomes.
This review was too narrow in its inclusion of studies, and further research should include a
greater number of articles in the review and analysis. Further research should also focus on
specific types of care facilities and address PCC as a potential intervention for other older adult

populations.
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