'.) Alzheimer’s
Shock for &

Dementia

Alzheimers & Dementia: Translational Research & Clinical Interventions 5 (2019) 388-397

ELSEVIER

Special Topic Section

Reconsidering frameworks of Alzheimer’s dementia when
assessing psychosocial outcomes

Joseph E. Gaugler™*, LisaJ. Bainb, Lauren Mitchell®, Jessica Finlayd, Sam Fazio®, Eric Jutkowitz 'v,
the Alzheimer’s Association Psychosocial Measurement Workgroup'

“Division of Health Policy and Management, School of Public Health, The University of Minnesota, Minneapolis, MN, USA
YThe Alzheimer’s Association, Chicago, IL, USA
“Minneapolis VA Healthcare System, Minneapolis, MN, USA
Institute for Social Research, University of Michigan, Ann Arbor, MI, USA
“Care and Support, Alzheimer’s Association, Chicago, IL, USA
fDepartment of Health Services, Policy & Practice, School of Public Health, Brown University, Providence, RI, USA

Abstract The purpose of this introductory article to the special issue on psychosocial outcome measures in
Alzheimer’s & Dementia: Translational Research & Clinical Interventions is to outline new
frameworks to more effectively capture and measure the full range of how people living with
Alzheimer’s dementia and their family caregivers experience the disease process. Specifically, we
consider the strengths and weaknesses of alternative perspectives, including person-centered,
strength-based, and resilience-focused approaches that may complement and extend the dominant
deficit paradigm to reflect the entirety of the dementia experience. Our aim is to encourage innovative
methods to measure psychosocial aspects of Alzheimer’s dementia and caregiving that have not yet
received sufficient attention, including resources (e.g., services and supports) and positive caregiver
and care recipient outcomes (e.g., positive mood and adaptation).
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There are more than 9.9 million new cases of dementia
globally each year [1]. Major national and international
initiatives have elevated Alzheimer’s disease and related
dementias to one of the world’s most pressing public health
issues. In the many reports emerging from the National Plan
to Address Alzheimer’s [2] and related efforts in the U.S., a
clear recommendation has emerged: the need to feature the
voices of people with Alzheimer’s dementia and their family
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members in research (authors note: the 2018 edition of the
Alzheimer’s disease facts and figures [3] reflects a shift in
understanding and terminology. “Alzheimer’s disease” now
refers only to the disease and disease continuum specifically,
and “Alzheimer’s dementia” describes the dementia stage of
the continuum). Fields such as disability studies have made
substantial efforts to incorporate community members and
diverse stakeholders into the research process, whereas
dementia research has not consistently included persons
living with Alzheimer’s dementia and their caregivers
when selecting research goals and conducting studies
[4,5]. At recent national summits on dementia care in the
U.S., people living with Alzheimer’s dementia and their
caregivers have voiced frustration at the disconnect they
perceive between scientific findings and their lived
experiences [6,7]. In particular, family members and
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people living with Alzheimer’s dementia express that the
continual focus on Alzheimer’s dementia as a period of
irretrievable decline, decay, and loss does not reflect
the diversity of their lived experiences. Outcome measures
are often operationalized as memory impairments,
neurological decline, functional impairment, and behavior
“problems” and may ignore constructs such as resilience,
well-being, self-efficacy, mastery, quality of life, or similar
domains that may capture the experience of persons living
with Alzheimer’s dementia more holistically.

The purpose of this article is to outline new frameworks to
measure the full range of how people living with
Alzheimer’s dementia and their family caregivers experience
the disease process. Specifically, we consider the strengths
and weaknesses of alternative perspectives, including
person-centered, strength-based, and resilience-focused ap-
proaches that may complement and extend the dominant
deficit paradigm to reflect the entirety of the dementia experi-
ence. We recognize that Alzheimer’s dementia and the care
required is potentially overwhelming and an all-
encompassing experience for many families; thus, ongoing
research to understand and prevent negative outcomes is
important and needed [3.8,9]. However, strategies that
emphasize the potential for growth and resilience during the
course of Alzheimer’s dementia caregiving are also valuable
and necessary to reduce stigma, improve quality of life,
encourage innovative interventions, and more effectively
engage with those who are living such experiences routinely.
Here, we outline several theoretical and empirical advances
that emphasize positive, person-centered approaches in the
larger adult development and aging literature. Our aim is to
encourage innovative methods to measure psychosocial
aspects of Alzheimer’s dementia and caregiving that have
not yet received sufficient attention, including resources
(e.g., services and supports) and positive caregiver and care
recipient outcomes (e.g., positive mood and adaptation).

1. Geriatrics, gerontology, and Alzheimer’s dementia

Gerontology and geriatrics focuses on the inherent
diversity of the aging experience [10-13], and this
philosophical position has served as the foundation of
many theories and methods adopted to study various
aging processes. The gerontological/geriatric emphasis on
context and holistic care has influenced how we study
quality of life and well-being in persons with Alzheimer’s
dementia. As opposed to care based solely on a biomedical
framework, effective care strategies that combine
biomedical and social frameworks (particularly those that
“target” or involve the family caregiver or provide people
living with Alzheimer’s dementia with meaningful activities
[14,15]) succeed in allowing people living with Alzheimer’s
dementia to live well in the community. Nonetheless, even
researchers interested in the psychosocial aspects of
Alzheimer’s dementia still tend to evaluate programs,
services, and interventions based solely on assumptions of

decline and loss for people living with Alzheimer’s
dementia (e.g., behavior “problems” or “behavioral and
psychiatric disturbances”) and their family caregivers
(e.g., burden, stress, and depression).

At present, few theoretical frameworks explicitly
incorporate the well-being of people living with Alzheimer’s
dementia [ 16]. Interdisciplinary views and conceptualizations
of well-being emphasize that there is a need to move beyond
biomedical interpretations of well-being (e.g., the absence of
disease) and instead adopt new theoretical, conceptual, and
measurement approaches when describing and supporting
the Alzheimer’s dementia experience [17]. In some ways,
this requires researchers to evaluate Alzheimer’s dementia
by not only acknowledging and accounting for neuropatho-
logical decline but also incorporating positive concepts such
as reserve and resilience. There is an entire social and biolog-
ical literature on concepts of reserve and resilience [18].
Models guiding research in these areas may have lessons
applicable to the Alzheimer’s dementia context. The field of
intellectual and developmental disabilities (IDD), for
example, has witnessed a seismic shift in thinking away
from impairments and limitations in favor of assessing func-
tional strengths and supports needed to maximize functioning
[19]. Renaming IDD as a disability rather than a disorder
recast it in terms of fit between an individual’s unique
capacities and the environment. This modern approach to
IDD defines successful outcomes in terms of enabling
improved function within the environment [20,21]. While
IDD and Alzheimer’s dementia diverge in important ways,
this paradigm may be translated to the Alzheimer’s
dementia context to improve functioning and engagement
for persons with Alzheimer’s dementia.

In the following sections, we review two theoretical
and conceptual approaches that have evolved in both
gerontology (successful aging) and child development
(resilience) that can better inform how we theoretically
and operationally approach and measure the Alzheimer’s
dementia experience.

2. Successful Aging

The MacArthur Network on Successful Aging,
spearheaded by Rowe and Kahn [22-24], proposed
successful aging as an alternative to “usual aging,” thereby
challenging dominant conceptualizations of aging that
focused on decline and loss (e.g., disengagement theory)
[25]. They proposed that successful aging includes three
main components: avoiding disease and disability,
maintaining physical and mental function, and engaging
actively with life. While acknowledging that genetics play
an important role, Rowe and Kahn emphasized that
environmental factors and health behaviors are also
powerful determinants of health outcomes. Through positive
lifestyle choices (e.g., exercise and quitting smoking),
individuals can maximize their ability to live a healthy,
productive, and rewarding life into their later years. This
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call for gerontologists to focus on success, rather than
failure, has been an influential perspective in the field with
more than 6000 publications citing Rowe and Kahn [23] to
date. Here, we provide a brief summary of some of the major
advances that have developed since the original publication
of successful aging, while also noting important critiques
raised.

Successful aging is a complex, multidimensional construct,
and developing an operational definition has proven
challenging [26,27]. For example, Cosco et al. found 105
operational definitions across 84 studies, encompassing a
range of physiological and psychological constructs such as
physical and cognitive function, disability, health status,
social engagement, life satisfaction, autonomy, and coping
[28]. There appears to be little consensus on what the ideal
measures of successful aging are, and different measures yield
awide variety of findings. Across 84 studies, the proportion of
participants in each sample considered ‘“successful agers”
ranged from 0.4% to 92% [28]. One approach to addressing
these definitional issues is to develop self-report measures of
overall successful aging, such as the Successful Aging
Inventory [29]. However, the field has yet to settle on a
consensus strategy for operationalizing “success.”

A second major goal of research on successful aging is to
determine what environmental and behavioral factors can
contribute to successful aging. In a meta-analysis, the health,
behavior, and psychological variables with the strongest
association with successful aging included illness burden
(i.e., overall burden caused by comorbid illnesses), pain,
depression, physical function, cognitive function, ability to
control, perceived health, productivity, social engagement,
occupational growth, exercise, continuity of occupation,
perception of the aging process, purpose in life, personal char-
acteristics, life satisfaction, and social support [30]. There is a
need to incorporate environmental perspectives into the
model of successful aging [31-34], given the intersection
between individual resources and the built, social, and
natural environments in which we age. An environment
may be an asset or a hindrance to successful aging based
upon its ability to meet personal needs and preferences [35],
including proximity to services and amenities, strength of
local support networks, and the natural climate [36-38].

A third major strand of research explores successful aging
in diverse populations and cultural contexts. Some examples
include oldest-old adults (i.e., those older than 90 years)
[39,40], older adults in Asia (including China, Korea,
Singapore, Japan, Taiwan, and Hong Kong) [41], Alaska
Native elders [42], Latino older adults [43], older adults
with disabilities [44], LGBT older adults [45], people with
HIV [46], and older adults with autism [47]. Many of these
studies highlight ways in which the successful aging model
does not fit a particular context or population. Consequently,
some scholars have argued that the successful aging
paradigm exemplifies a bias toward western, white,
middle-class older adults [48-50] and fails to incorporate
diverse perspectives. However, some cross-cultural evidence

suggests that certain aspects of successful aging are
consistent across cultures and groups. For example, Phelan
et al. found that both white and Japanese American older
adults strongly valued maintaining physical health, ability
to function independently, mental well-being, and social
participation. Both groups also felt that living a very long
time and being able to continue working or volunteering
after age 65 were not so important [51].

Apart from the aforementioned issues, scholars
have raised concerns about Rowe and Kahn’s emphasis on
agency and lifestyle choice in determining one’s level of
success [24,50]. In framing successful aging as a
consequence of an individual’s decisions, this
conceptualization may not account for structures of
inequity. For example, if successful aging is primarily the
result of individual choices, such perspectives may lead to
the conclusion that “unsuccessful” agers have only
themselves to blame, when in reality many factors outside
individuals’ direct control can play a powerful role.

Nonetheless, the concept of successful aging (and the debate
around it) holds important lessons when considering psychoso-
cial outcomes in Alzheimer’s dementia. Scholarship in suc-
cessful aging has generally aimed to encourage greater open-
mindedness and empowerment of older adults with attention
toward the positive aspects of aging [52,53]. The concept of
successful aging resonates with that of living well with
Alzheimer’s dementia. Relevant to the concept of living well
with Alzheimer’s dementia [54], Tesch-Romer et al. have pro-
posed a comprehensive concept of successful aging that cap-
tures the care needs and living conditions appropriate for
older people with disabilities[55].

3. Resilience in child development

Research in adult and child development can also inform
conceptual and methodological approaches to well-being in
Alzheimer’s dementia. One such effort is the study of
resilience in child development, and in particular, its
emergence in response to child psychopathology and studies
of children “at-risk” for various negative health or social
outcomes. As Masten et al. note [56], resilience emerged as
the descriptor of children who successfully adapt to adversity.

Resilience is defined as “positive adaptation in the
context of significant challenges, variously referring to the
capacity for, processes of, or outcomes of successful
life-course development during or following exposure to
potentially life-altering experiences” ([56], p. 4). Child
development researchers tend to study resilience using two
approaches. A variable-focused approach examines how
various factors account for positive outcomes when there
is a high risk for adversity (e.g., when someone has
Alzheimer’s dementia). In contrast, person-focused
approaches involve the identification or categorization of
resilient individuals to examine how they differ/vary from
those with worse outcomes. Gaugler et al. used a
person-focused approach in a study of resilience in
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Alzheimer’s dementia family caregivers [57], where they
categorized caregivers as “high resilience” if these
individuals reported low burden in the face of high care
demands. The findings demonstrated that highly resilient
caregivers were less likely to institutionalize their relatives
over a 3-year period. In the child psychopathology literature,
identifying high resilient and low resilient individuals often
demonstrates important differences in resources or assets
that are potentially modifiable. However, relationships
between protective factors, risk, and resilience are often
complex and necessitate the inclusion of low-risk groups
that “do well” on selected outcomes (i.e., the third
person-focused resilience approach).

There is an appeal to approaching the study of well-being
in Alzheimer’s dementia from a resilience perspective.
Although some advances have been made with
variable-focused approaches, fewer efforts have adopted
person-focused strategies. The latter may represent a
promising area for future inquiry, particularly in the study
of secondary datasets or reanalysis of existing intervention
studies [58]. Specifically, subgroups of people living with
Alzheimer’s dementia and their family caregivers (or
resilient dyads or households) could be identified for further
analysis to ascertain how and why these individuals are
resilient via lower scores on commonly used decline/
detriment-focused measures in these data sources.

4. Reframing Alzheimer’s dementia

Alzheimer’s dementia has long been stigmatized as a
disease in which the person living with dementia is
depersonalized and discounted [59]. The traditional
perception of Alzheimer’s dementia is one in which the
person living with Alzheimer’s dementia is viewed as having
no voice and is incapable of making their own decisions.
This model creates additional barriers for people living
with dementia to engage in society [60]. For example, a
report from the U.K. Alzheimer’s Society estimates that
less than half of individuals living with Alzheimer’s
dementia feel part of the community and only 10% leave
the house once a month or more [61]. In reality, most people
living with Alzheimer’s dementia can and want to remain a
part of their community, participate in their care, and
maintain meaningful social relationships [62—-64].

There is now an ongoing effort to reframe Alzheimer’s de-
mentia and dementia caregiving from a negative medicalized
experience (i.e., one of inexorable loss) to one that is a social
process [65—-68]. “Social process” refers to the experience of
dementia as one that is susceptible to sociocultural factors
such as positive and negative cultural attitudes and/or
exclusion from social roles and relationships. Efforts to
reframe Alzheimer’s dementia explicitly seek to incorporate
the voice of the person living with Alzheimer’s dementia by
giving them an active role in their care and society [69].
Several studies have documented positive aspects of
Alzheimer’s dementia [68,70]. By reframing Alzheimer’s

dementia as a social process, the emphasis shifts from the
limitations of the person living with Alzheimer’s dementia
to structural limitations of the physical and social
environment that inhibit their ability to engage
[65,67,70,71]. Reframing Alzheimer’s dementia moves the
narrative of Alzheimer’s dementia from solely a negative
experience to one that also incorporates instances
where individuals continue to learn, make meaningful
contributions, and age successfully. In the following part of
the article, we highlight two areas of scholarship that
attempt to reframe Alzheimer’s dementia to enhance care
delivery (person-centered care) and developments in Europe
that strive to more fully conceptualize Alzheimer’s dementia
in the context of well-being, rather than disease/decline.

5. Person-centered care

Carl Rogers first proposed a person-centered approach in
psychotherapy based on acceptance, caring, compassion, un-
derstanding, and active listening to nurture optimal human
growth [72]. Furthermore, he contended that human capacity
for growth does not diminish with age nor does the need for
growth become less relevant in old age ([73], p. 2). Kitwood
pioneered the application of a person-centered approach to
Alzheimer’s dementia care to distinguish from the ‘old
culture of care’ based upon medicalized and behavioral
management of Alzheimer’s dementia [74]. He argued that
traditional Alzheimer’s dementia care practices developed
in medical settings did not put the person first, such as using
tranquilizers to manage inconvenient behavior instead of
considering what might be appropriate to the person’s
specific needs. Moving away from such practices (what
Kitwood termed ‘malignant social psychology’),
person-centered Alzheimer’s dementia care focuses on
well-being and quality of life as defined by people living
with Alzheimer’s dementia and allows them to contribute
to their own care through joint decision-making, equal
communication, and shared respect. A central feature of
person-centered Alzheimer’s dementia care is the concept
of personhood. This is “a standing or status that is bestowed
upon one human being, by others” ([74], p. 8) implying
recognition, respect, and trust. People living with
Alzheimer’s dementia are more likely to experience the
opposite. Kitwood [74] contends that their personhood is
diminished as the values of personhood are neglected in
care environments. This is not purposeful malicious intent
by healthcare professionals, rather specialists tend to be
unaware of and/or uneducated regarding the specific needs
of individuals. Among the core needs of people with
Alzheimer’s dementia are comfort (the feeling of trust that
comes from others), attachment (security and finding
familiarity in unusual places), inclusion (involvement in
others’ lives), occupation (involvement in the processes of
normal life), and identity (what makes a person unique)
([75], p- 47). Kitwood envisioned a new paradigm in the
care of those with Alzheimer’s dementia focused on
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retaining and enhancing personhood, recognizing that all
people are unique and individual-irrespective of their
diagnosis [74].

Brooker ([72], p. 216) outlines four key components for
person-centered Alzheimer’s dementia care: (1) valuing
people living with Alzheimer’s dementia and their
caregivers, (2) treating people as individuals with unique
needs, (3) regarding the world from the perspective of the
person living with Alzheimer’s dementia, and (4) a positive
social environment so the person living with Alzheimer’s
dementia can experience relative well-being. Building on
this, Fazio et al. ([76], p. S18) provide six practice
recommendations for person-centered care that now serve
as the foundation not only of Alzheimer’s dementia care but
also in informing a new generation of psychosocial
measures in Alzheimer’s dementia which is the focus of this
special issue: (1) know the person living with Alzheimer’s
dementia, (2) recognize and accept the person’s reality,
(3) identify and support ongoing opportunities for meaningful
engagement, (4) build and nurture authentic, caring
relationships, (5) create and maintain supportive community
for individuals, families, and staff; and (6) evaluate care
practices regularly and make appropriate changes.

Putting person-centered care into practice requires
multilevel commitment and investment in multifactorial
interventions. This includes environmental enhancement,
leadership and management changes, and novel staffing
models. The complexity of interventions and wide range of
outcomes evaluated in trials makes it challenging to derive pre-
cise conclusions regarding the impacts of person-centered care
interventions in long-term care [73,76-79]. In addition, some
person-centered interventions might be associated with
unintended consequences such as an increased risk of falls
[73]. Additional research is necessary to assess intervention
outcomes, risks, and implementation [76]. Person-centered
care now exists within a larger culture-change effort to
transform other residential environments from impersonal
health-care institutions into person-centered homes with
long-term care services. Koren [80] articulates that this
movement reorients facilities’ principles and practices to
honor residents’ rights and equally offer quality of life and
quality of care. It gives frontline workers more control over
their work environment and values all staff members’ contri-
butions to pursuing excellence. Awareness of culture change
is growing, but adoption lags behind awareness.

6. European advancements: social health & dementia

In 2015, the European Union’s Joint Programme-
Neurodegenerative Disease Research (JPND) highlighted a
number of recommendations to broaden the consideration
of outcomes in Alzheimer’s dementia research ([17], pp.
13-15). Measurement approaches that better reflect the shifts
in mood and well-being that often accompany Alzheimer’s
dementia were identified. In addition to developing entirely
new measures of positive outcomes and those that are

appropriate for people living with Alzheimer’s dementia at
various stages, attempting to avoid using negative terms
(e.g., cognitive impairment and caregiver burden) was also
recommended. Focus group research with people living
with Alzheimer’s dementia regarding appropriate outcome
measurement reinforces the JPND recommendations [81].
Concepts such as self-efficacy, control, and confidence
were seen as desirable outcome measures among people
living with Alzheimer’s dementia. Such insights are aligned
with positive psychology and recent conceptualizations of
well-being in Alzheimer’s dementia [82,83].

The efforts of JPND reiterate the amount of work necessary
to change how the Alzheimer’s dementia care experience is
conceptually framed and measured. Requirements for
classically validated measures in extramurally funded
research discourage researchers from using new measures
(although JPND did identify several validated measures
designed to assess positive constructs in Alzheimer’s demen-
tia). To expedite the culture shift in Alzheimer’s dementia care
science, recommendations such as relabeling and interpreting
the results of existing measures (e.g., via person-focused
resilience approaches, see Section 3) and utilizing existing
frameworks, such as successful aging or those more specific
to Alzheimer’s dementia (e.g., person-centered care), could
better inform the selection of positive constructs.

A task force of European researchers (i.e., the INTERDEM
Social Health Taskforce) attempted to synthesize recent
efforts and reach consensus in reframing well-being in
Alzheimer’s dementia by creating a new definition of health
that considers the experiences of older adults living with
Alzheimer’s dementia [83]. The World Health Organization
defines health as “a state of complete physical, mental, and
social well-being.” However, many older adults manage to
live well, despite having chronic health conditions. The
updated definition of health relevant to Alzheimer’s dementia
emphasizes the importance of social health, or the degree to
which an individual is able to participate in social life.
According to the INTERDEM Social Health Taskforce, there
are three main tenets of social health for people living with
Alzheimer’s dementia. First is functioning in a way that
maximizes one’s abilities. Second is maintaining autonomy
and coping effectively with the consequences of Alzheimer’s
dementia. Third is engaging in meaningful social activities
and relationships. Together, these three aspects emphasize
the dynamic nature of health and the potential to experience
a fulfilling life despite chronic health concerns.

The incorporation of the voices of people living with
Alzheimer’s dementia is required to build more appropriate
conceptual models. In the U.K. and in other countries,
patient and -public involvement is becoming part of the
Alzheimer’s dementia care research infrastructure,
where people living with Alzheimer’s dementia and
their families provide input to and eventually approve
research ideas [84]. This more robust structure of
engagement has begun to inform the development of new
measures [82].
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7. A new framework for assessing psychosocial outcomes
of person-centered care across the dementia journey

The Alzheimer’s Association has engaged in multiple
efforts to reframe dementia and dementia care research.
For example, the Alzheimer’s Association has undertaken
efforts to support living well with Alzheimer’s dementia
[81]. This includes the initiation of an early stage advisory
group comprised of persons living with Alzheimer’s
dementia and their caregivers. Members of the early stage
advisory group help raise awareness and reduce stigma by
publicly telling personal stories of living with Alzheimer’s
dementia, and they provide input into the development of
association programs and services. In addition, the
Alzheimer’s Association developed LiveWell e-learning
modules to offer free online learning experiences regarding
quality of life for individuals living in the early stage of
Alzheimer’s dementia.

These community-engaged efforts have directly
influenced recent research recommendations to improve
how Alzheimer’s dementia care is delivered. The
Alzheimer’s Association published new dementia care
practice recommendations (DCPR) that place individuals
and families at the center of the care pathway: from
detection and diagnosis through ongoing care and across
the numerous transitions that individuals face during their
journey (Fig. 1 from DCPR, [85]). These recommendations,
in combination with the 2015 evidence-based JPND recom-
mendations [17], provide a foundation to operationalize key
outcomes in Alzheimer’s dementia from a well-being
perspective. The DCPR also offer insights as to how various
domains are interrelated and identifying where intervention
might be possible to promote well-being.

Adopting a new psychosocial measurement framework
necessitates a markedly different approach than what is
currently state-of-the-art, including evaluating existing
methodologies and developing new tools. We are at a pivotal
point in the evolution of research on Alzheimer’s dementia
and its care that demands progression from the theoretical/
conceptual approaches summarized previously to the devel-
opment of appropriate measures and analytic techniques. We
propose a new framework that reorients how researchers
think about life with Alzheimer’s dementia. It requires
methodologies to assess outcomes that highlight resilience,
adaptability, and positive milestones across the Alzheimer’s
dementia journey, thereby emphasizing the possibility of
maintenance and improvement in the presence of decline.
It will consider care preferences and other factors that are
meaningful to families at key transition points in the
Alzheimer’s dementia journey. For example, at the time of
diagnosis, it is important to assess not just negative
responses such as fear, anxiety, and depression but also the
services and supports offered to the person living with
Alzheimer’s dementia by their family members to optimize
quality of life. Focusing on resilience and well-being
demonstrates to providers what can be achieved through a

Detection and
Diagnosis

Transition and
Coordination of
Services

Person-Centered

Focus

Information,
Education and
Support
Ongoing Care
for BPSD and
Support for ADLs

Fig. 1. Dementia Care Practice Recommendations.

strength-based approach. When outcome measures report
only negatives (e.g., anxiety and depression in response to
a diagnosis), providers become accustomed to orienting
care around and prioritizing these characteristics. In contrast,
the use of strength-based measures could support a more
positive perspective that influences care as well.
Validation studies are needed to test whether the use of
more holistic outcome measures actually influences how
dementia care is delivered, the quality of such care, and
key outcomes on the part of the people living with
Alzheimer’s dementia and those who care for them. Crafting
this new operational model of the Alzheimer’s dementia
journey will require evaluating existing measures to
determine how successful they have been in capturing the
full spectrum of the Alzheimer’s dementia experience
(both positive and negative) and adapting these measures or
developing new ones.

In addition to the foundation of person-centered care
practices, the DCPR model identifies new topic areas
essential to person-centered care (see Fig. 1). Within
each of these areas, research is needed to develop measures
that:

e Directly assess people living with Alzheimer’s demen-
tia rather than relying solely on informants and carers;

e Assess resource utilization across the Alzheimer’s
dementia journey;

e Work across the continuum of this progressive disease,
particularly at key events and transition points;

e Work across different settings, that is, home,
health-care settings, and long-term care environments;

e Capture the diversity of experiences across the
Alzheimer’s dementia journey;

e Emphasize positive milestones across the Alzheimer’s
dementia journey, such as maintaining cognitive
function in the presence of Alzheimer’s dementia;

e Emphasize the possibility of maintenance and
improvement in the presence of diminished cognitive
or physical function by creating scales that capture
change in both positive and negative directions;
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e Capture what matters to both formal and informal
caregivers across different settings; and

e Work within the context of different family dynamics,
including absence of family caregivers.

Similarly, Gitlin and Hodgson recently built upon
Lawton’s “Good Life” model [86] to propose an integrative
framework for understanding quality of life among
individuals with dementia [16]. The original model suggests
four main components of a good life: Behavioral
competencies include physical health and function,
activities, and behavioral and cognitive symptoms.
Psychological well-being reflects subjective states of
positive or negative effect. Perceived valuation or appraisal
of life refers to a sense of meaning and personal agency in
life. Finally, objective environment captures the physical
and social environment around a person. Applied to
Alzheimer’s dementia, this model provides a framework
for assessing an individual’s strengths, resources, and needs
within each quadrant and developing care models that
address all areas of concern in an integrated and coordinated
way. Gitlin and Hodgson [16] further emphasize the need to
consider the ways in which various levels of the
sociocultural environment interact in determining positive
or negative outcomes from the scale of the individual with
Alzheimer’s dementia to the caregivers and family, the
neighborhood and community, health and human service
organizations, and national-level policies and agencies. A
final factor this model considers is time, including the way
that needs and resources may vary as time passes.
Researchers may focus on any one of these levels without
losing track of the broader multi-scalar context. Together,
the DCPR and Gitlin and Hodgson’s model provide
useful, organizing frameworks to inform the systematic
development of measures that capture the full spectrum of
the Alzheimer’s dementia experience [16].

8. Rationale for adopting a new perspective

Measuring the effectiveness of person-centered care
interventions has largely relied on measures developed for
use in evaluating new drugs based on declining health or
cost considerations. Such measures do not capture complex
individual experiences of living with Alzheimer’s
dementia over time, including the universe of diverse
caregivers and their experiences [87]. Even psychosocial
interventions have been typically evaluated according to this
well-developed and rigid drug development framework [88].
While the drug evaluation framework is essential to meet
requirements of the Food and Drug Administration and other
regulatory agencies, the measures and methodologies used
may not be sufficient when assessing the potential broader
benefits of person-centered psychosocial interventions. Even
studies that assess behavior, emotions, and sleep typically
use instruments designed only to measure impairment in these
domains. A drug-centered paradigm that also includes
measures to evaluate person-centered care should enable the

Policy Environment

Municipal, county, state, federal legislation
and regulation

Sociocultural Community Context

Social integration, cohesion, support,
interconnection

Built and Service Environment

Healthcare, transportation, housing,
libraries, community centers, parks

Biology
Age, blood
pressure, BMI,
diabetes, genetics

Fig. 2. Socioecological Model of Alzheimer’s Dementia.

identification of improved well-being and the services and
policies that support these improvements.

Research on the Alzheimer’s dementia pathway has failed
to assess factors that are meaningful to families, such as the
care preferences that will allow the person living with Alz-
heimer’s dementia and family caregivers to live well. Ideal
measures could help inform people living with Alzheimer’s
dementia and caregivers about what is possible at a given
point in time and in their particular environment. For
example, evaluating the psychosocial impact of delivering
a diagnosis of Alzheimer’s dementia in terms of the support,
information, and resources received by the person and family
rather than simply their emotional reactions to the diagnosis
(e.g., shock, sadness) could allow people with Alzheimer’s
dementia, family members, and their care providers map
for themselves an alternative “dementia journey” that
maximizes quality of life and avoids situations that are
potentially harmful. Measures should capture the diversity
of experience and should be evaluated according to their
content (e.g., overly negative terminology), validity,
reliability, and who is the best respondent.

9. From well-being perspectives to the
operationalization of measures

To apply this person-centered framework to measure-
ment, a systems perspective and new analytical methods
are required that not only capture structures, processes,
and outcomes but also information about the status and
well-being of the person at the individual, familial, and
ecological levels across the Alzheimer’s dementia journey
(Fig. 2). In subsequent articles in this special issue, we
will consider each domain depicted in Fig. 1 separately,
exploring how to use existing measures developed using
the deficit approach and whether new measures and
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methodological perspectives are needed. We will rethink
how to consider outcomes, including the use of
nonstigmatizing terminology, and consider the implications
of these outcomes for practice and policy-making, such as
incentivizing good care that results in positive outcomes
and by providing policy makers with evidence that the
person-focused care model yields such benefits (e.g., Fig. 2).

The perspectives outlined in this article and in
subsequent ones of this special topics issue are intended
to generate novel, person-centered research methodologies
(i.e., how we “think” about methods) and methods (how we
“do” research). Each article will explore the challenges and
potential operationalization of each of the psychosocial
domains in Fig. | to guide how we capture the experiences
of people living with Alzheimer’s dementia and their
family caregivers, and perhaps more importantly, how we
can more effectively maintain well-being in Alzheimer’s
dementia. This is part of a concerted effort to encourage
people living with Alzheimer’s dementia and their family
caregivers that researchers are working to capture their
full experience.

RESEARCH IN CONTEXT

1. Systematic review: The purpose of this article is to
outline new frameworks to more effectively capture
and measure the full range of how people living
with Alzheimer’s dementia and their family
caregivers experience the disease process. Our aim
is to encourage innovative methods to measure
psychosocial aspects of Alzheimer’s dementia and
caregiving that have not yet received sufficient
attention, including resources (e.g., services and
supports) and positive caregiver and care recipient
outcomes (e.g., positive mood and adaptation).

2. Interpretation: We considered the strengths and
weaknesses of alternative perspectives, including
person-centered, strength-based, and resilience-
focused approaches that may complement and
extend the dominant deficit paradigm to reflect the
entirety of the dementia experience.

3. Future directions: The perspectives outlined in this
article and in subsequent ones of this special topics
issue are intended to generate novel, person-centered
research methodologies (i.e., how we “think” about
methods) and methods (how we “do” research). This is
part of a concerted effort to encourage people living
with Alzheimer’s dementia and their family caregivers
that researchers are working to capture their full
experience.
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