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Abstract

Cognitive impairment (e.g. dementia) presents challenges for individuals, their families, and healthcare professionals alike.
The primary care setting presents a unique opportunity to care for older adults living with cognitive impairment, who present
with complex care needs that may benefit from a family-centered approach. This indepth systematic review was completed
to address three aims: (a) identify the ways in which families of older-adult patients with cognitive impairment are engaged
in primary care settings, (b) examine the outcomes of family engagement practices, and (c) organize and discuss the findings
using CJ Peek’s Three World View. Researchers searched PubMed, Embase, and PsycINFO databases through July 2019.
The results included 22 articles out of 6743 identified in the initial search. Researchers provided a description of the emerg-
ing themes for each of the three aims. It revealed that family-centered care and family engagement yields promising results
including improved health outcomes, quality care, patient experience, and caregiver satisfaction. Furthermore, it promotes
and advances the core values of medical family therapy: agency and communion. This review also exposed the inconsistent
application of family-centered practices and the need for improved interprofessional education of primary care providers to
prepare multidisciplinary teams to deliver family-centered care. Utilizing the vision of Patient- and Family-Centered Care
and the lens of the Three World View, this systematic review provides Medical Family Therapists, healthcare administrators,
policy makers, educators, and clinicians with information related to family engagement and how it can be implemented and
enhanced in thecare of patients with cognitive impairment.
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Cognitive impairment (CI; e.g. dementia) impacts up to
two-thirds of the American population (Hale et al., 2020)
and 20% of the older adult (i.e. individuals aged 65 and
older) population (Langa & Levine, 2014). While CI has
the potential to impact individuals across the lifespan due to
a variety of causes (e.g. brain injury), the scope of this arti-
cle is focused on aging-related conditions (e.g. Alzheimer’s
disease, vascular dementia) as the risk for developing these
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conditions increases with age and is much more common
in adults 65 and older (Smith & Wright, 2021). Older-adult
patients with cognitive impairment utilize healthcare ser-
vices more often than their non-cognitively impaired peers
(St-Hilaire, 2017) and families frequently participate in their
care (Wolff et al., 2016). Additionally, a recent survey of
primary care providers (PCP) found that adults aged 65 and
older make up 40% of primary care visits and at least 13%
of those patients have a dementia diagnosis (Alzheimer’s
Association, 2020). This results in PCPs addressing CI with
patients and caregivers in their practice on an almost daily
basis.

Unfortunately, families and healthcare providers have
reported dissatisfaction and frustration with poor commu-
nication and inefficient execution of assessment and diag-
nostic processes for CI (Pathak & Montgomery, 2015).
Existing literature has also emphasized the need for more
effective assessment and improved diagnostic efficiency of
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CI (Seematter-Bagnoud & Biila, 2018). Providers identified
insufficient time and support for these patients as primary
concerns in their practice (Skibitsky, 2016). Medical fam-
ily therapists can help to reduce such issues by collaborat-
ing with patients and families to identify and conceptualize
major concerns and goals for treatment and facilitate clear
communication with healthcare team members (Hodgson
et al., 2014; McDaniel et al., 1992, 2014a).For example,
one study found that nonphysician healthcare providers (e.g.
family counselors, resource centers, pharmacists) helped to
promote appropriate and timely diagnostic evaluations given
their access to patients and families in community and resi-
dential care settings (Maslow & Fortinsky, 2018). However,
a thorough understanding of the care strategies that success-
fully facilitate the assessment and diagnostic processes of CI
in primary care and their associated outcomes is missing.

The implementation of patient- and family-centered
care (PFCC; Johnson & Abraham, 2012), may provide
hope for improving the care of patients and families facing
CI (Jennings et al., 2017). Yet, despite recommendations
for healthcare systems to implement PFCC from notable
organizations including the American Medical Association
(AMA, 2016; Millenson et al., 2016), the absence of existing
standard protocols results in healthcare providers engaging
families according to their discretion (Sivananthan et al.,
2013). Consequently, the way families are engaged (e.g.
phone calls, in-person visits, decision making, care train-
ing) varies greatly across healthcare settings (e.g. primary
care, nursing homes, hospitals) and among providers (e.g.
family physicians, geriatric specialists). The development of
clearly defined evidence-based standard practice requires an
improved understanding of the evidence for PFCC with CI
and its associated outcomes.

Patient- and Family-Centered Care (PFCC):
A Vision

PFCC is designed to ensure that family engaged health
care becomes the rule, rather than the exception (as is
currently the case). The practice of PFCC promotes col-
laborative and direct communication between the profes-
sional healthcare team, patients, and families (i.e. patient-
identified support persons, which could include relatives,
friends, neighbors, and/or caregivers). The PFCC vision of
care builds upon four fundamental beliefs and values: (a)
dignity and respect, (b) information sharing, (c) participa-
tion, and (d) collaboration (Johnson & Abraham, 2012).
These concepts frame how to approach the treatment of
patients and families in the healthcare system to improve
experiences and outcomes of care (Institute for PFCC,
n.d.). Moreover, they promote and advance the core values
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of medical family therapy (i.e. agency and communion;
McDaniel et al., 1992). Stakeholders (e.g. patients, fami-
lies, providers, administrators) achieve these shared values
when they work collaboratively across the full continuum
of care (Institute for PFCC, n.d.).

Researchers have found significant benefits when imple-
menting PFCC in hospital settings such as increased fam-
ily satisfaction in adult intensive care units (Wong et al.,
2019). Furthermore, the Agency for Healthcare Research
and Quality (AHRQ, 2011) encourages family engagement
to improve patient care quality across settings, including
primary care. The Institute of Medicine (IOM, 2001) also
identified PFCC as one of the ways to improve healthcare
quality in Crossing the Quality Chasm, emphasizing the
value of relationships and family perspectives. However,
two decades later, widespread implementation of PFCC in
primary care remains uncommon (Kokorelias et al., 2019).
Additional research is needed to understand how to suc-
cessfully implement PFCC with older adults exhibiting CI.

Unique Challenges of Cognitive Impairment
with Older Adults

As noted earlier, CI can potentially impact individuals of
all ages, but risk for developing CI increases with age and
becomes a greater concern for adults aged 65 and older
(Alzheimer’s Association, 2020). Older adults with CI
commonly struggle with memory, learning, concentra-
tion, and/or decision making (CDC, 2014). Additionally,
they may struggle to describe their symptoms to healthcare
providers and experience decreased comprehension of care
instructions, which can negatively impact treatment and
treatment adherence (Han et al., 2011). These communica-
tion challenges create a need for engaging support persons
in the healthcare process, particularly when interacting
with PCPs who need to also address other comorbid condi-
tions (e.g. diabetes, high blood pressure, depression) that
often accompany CI (Bunn et al., 2016).

In addition to clinical challenges, operational and finan-
cial barriers can also make care for older adults with CI
difficult. For example, lack of access to specialists (e.g.
geriatric psychiatrist, neurologists) in rural areas or long
wait times for specialists can increase the burden of care in
primary care settings (Maslow & Fortinsky, 2018). Older
adults may also have trouble obtaining necessary care if
funding sources (e.g. Medicare coverage) are not avail-
able or sufficient due to high out-of-pocket costs (Garfield
etal., 2015). These potential barriers make it increasingly
important for primary care settings to be prepared to care
for older adults with CI and their families.
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Addressing Cl in Primary Care

It is important to note that most patients first discuss mem-
ory and thinking problems with PCPs (Alzheimer’s Asso-
ciation, 2017). Additionally, more than 30 percent of older
adults, particularly those who have more extensive health
needs, bring a family member with them to routine primary
care visits (Wolff & Roter, 2011). This presents opportuni-
ties for healthcare teams to engage with family members of
patients who have CI. This may facilitate family-centered
treatment at earlier stages of care, which presents oppor-
tunities for improved health outcomes, reduced costs, and
increased satisfaction of caregivers, patients, and providers.

Early detection of CI needs improvement as CI goes
unrecognized more than half the time in patients aged
70 or older (Kotagal et al., 2015). Additionally, patients
experience an average delay of three years from the arise
of dementia symptoms to the time of diagnosis (Alzhei-
mer’s Association, 2014). Reasons for this delay vary and
although some family members may be reluctant to share
their concerns when symptoms first develop, it is also likely
that many families do not have opportunities to share their
concerns with the healthcare team (Boise, 2006). Earlier
detection of CI leads to improved patient satisfaction, greater
medical treatment adherence, decreased utilization of unnec-
essary care, and lower healthcare costs (Lin et al., 2013).
This is significant given that patients with CI generate higher
treatment costs due to complex care within nursing facilities
(Hurd et al., 2013) and elevated hospitalizations rates, which
are more than tripled for individuals with CI compared to
patients without cognitive problems (Alzheimer’s Associa-
tion, 2009). Providing appropriate care to these patients and
their families at the primary care level may help to alleviate
these costs and negative health outcomes.

Three World View Theoretical Framework

The Three World View (Peek, 2008) provides a foundation
for conducting research in a way that honors the vision of
PFCC and attends to the three worlds of successfully trans-
forming healthcare practices: clinical, operational, and finan-
cial worlds. Viewing the research and outcomes of PFCC
within a Three World View framework provides a way of
building and implementing a PFCC strategy that will benefit
all stakeholders. Within our systematic review, health out-
comes are examined and discussed using the three worlds:
clinical, operational, and financial. These worlds provide
a means for organizing the evidence for implementation of
care strategies such as family engagement practices (Miller
et al., 2009). We use a fourth world of education to discuss
the preparation of medical providers and healthcare teams,
which is equally necessary for successful implementation of

PFCC. The Three World View has been used extensively in
the research of integrated care, such as with the examination
of operational factors that influence implementing mental
health into primary care (Benzer et al., 2012), competen-
cies for psychologists’ practice in primary care (McDaniel
et al., 2014b), and payment reform (Miller et al., 2017). The
lens is useful for these purposes as it provides a language
communicable across levels within a healthcare system from
clinicians to administrators.

Combining the vision of PFCC and the lens of the Three
World View provides a systemic foundation and plan for
reviewing the existing outcomes literature on family engage-
ment practices with older adults experiencing CI. It is vital
to understand the definition of patient and family engage-
ment as patients, families, their representatives, and health
professionals working together throughout the healthcare
system to improve health outcomes and the system (Car-
man et al., 2013). The explicit use of “PFCC” and “family
engagement” in our manuscript refer to care in which fam-
ily members are actively and intentionally engaged. This
is critical to the success of this review and the value of its
results. Recognizing the unique challenges that CI poses to
patients, families, and healthcare systems provides Medical
Family Therapists and other healthcare professionals a start-
ing point for understanding the care necessary to effectively
address and improve assessment, diagnosis, and treatment
of Cl in older adults.

Aims

Existing PFCC research primarily focuses on infant, child,
and adolescent patient populations in settings such as hospi-
tals and specialty care (Kokorelias et al., 2019). An alarming
gap in the literature persists regarding family engagement
practices for older adults with CI in primary care where
many of these patients are routinely treated (Wubbeler,
2017). To address this gap, we established three primary
aims of this study: (a) identify the ways in which families
of older-adult patients with CI are engaged in primary care
settings, (b) examine the outcomes of family engagement
practices, and (c) organize and discuss the findings using CJ
Peek’s Three World View (2008).

Methods

Design and Research Question

This review followed Cooper’s (2017) seven-step model
for conducting systematic reviews. It also adhered to

the PRISMA (Preferred Reporting Items for System-
atic Reviews and Meta-Analyses) standards of quality for
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reporting systematic reviews (Moher et al., 2009). This
process involved the following steps: (a) formulation of
the problem, (b) development of the research question, (c)
systematic review of the literature, (d) data extraction, (e)
quality appraisal of included studies, (f) analysis, and (g)
synthesis of the findings. The following research question
guided this systematic review: What are the clinical, opera-
tional, and financial outcomes of family-centered primary
care with older-adult patients experiencing CI?

Search Strategy

In July 2019, authors comprehensively searched three data-
bases (i.e. PubMed, Embase, and PsycINFO) for literature
published at any date (up to the time of the search) that
met the search criteria. The lead researcher collaborated
with a library scientist to select databases that could iden-
tify national and international literature within health and
social science disciplines. Databases were chosen primarily
for the size of the database in journal coverage. It is impor-
tant to note that some relevant databases (e.g. CINAHL and
Web of Science) were not used given the unlikely chance
that they would result in unique studies compared to those
found by PubMed, Embase, and PsycINFO. The library sci-
entist assisted in defining key search terms (e.g. Three World
View, family-centered care, older adults, primary care, cog-
nitive impairment), MeSH terms (medical subject headings
in PubMed; e.g. “dementia” [mesh]), and syntax utilized
within each database. A full list of search terms and syntax
are available upon request.

Articles were included in this review if they met the fol-
lowing criteria: (a) original research, (b) published in the
English language, (c) explicitly and clearly defined family
engagement practice, (d) occurred within a primary care
setting, (e) the patients had existing or suspected diagnosis
of CI, and (e) the patients were aged 65 or older. As noted
above, family could include any patient-identified support
person including relatives, friends, neighbors, and/or car-
egivers. Family engagement was defined as the active and
intentional engagement of these patient-identified support
persons. Primary care settings included internal medicine
and family medicine, as supported by previous research
(Bertakis & Azari, 2011). Studies could be qualitative, quan-
titative, or mixed methods in nature. Omission of gray lit-
erature (e.g. conference and poster presentations, magazine
articles, government reports) was necessary given the large-
scale nature of the review and resource constraints. Gray
literature also poses a challenge due to the lack of a formal
peer-review process which can limit the quality of included
studies. Final analyses did not include systematic reviews,
meta-analyses, and literature reviews. The PRISMA dia-
gram (Fig. 1) illustrates the process used by co-researchers
to identify and screen the articles admitted into the review.
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Data Extraction, Analysis, and Synthesis

The methodological rigor of each study was critically
appraised by two co-researchers using a tool by Hawker,
et al. (2002) that scored nine items from 1 (very poor) to 4
(good): (a) abstract and title, (b) introduction and aims, (c)
method and data, (d) sampling, (e) data analysis, (f) ethics
and bias, (g) findings/results, (h) transferability/generaliz-
ability, and (i) implications and usefulness. Scoring criteria
were clearly defined by the assessment tool. Each study was
then given a summative score that fell within four ranges:
1-9 (very poor), 10-18 (poor), 19-27 (fair), and 28-36
(good). All studies had scores greater than 28 except for
one study falling in the “fair” range due to brevity and a
lack of detailed reporting, which may have been attributed
to article length restrictions. Given the value of all findings,
no studies were excluded based on quality appraisal rating.

Upon the final selection of included articles (N =22), the
lead researcher extracted information to facilitate analysis
and synthesis of the methods and results. Co-researchers
screened titles and abstracts of all identified records using
a triangulated approach in which at least two reviewers
screened each article. Table 1 provides the following data
for each study: author/date/country/quality appraisal score,
aim/research question(s), sample/setting, and results/find-
ings. Co-researchers collaborated in the thematic analysis
and synthesis of the data. The lead researcher categorized
the data for each aim (i.e. engagement practices, outcomes,
and associated worlds of health care) and then collaborated
with co-researchers to group data into similar relationship
patterns and themes. Theoretical frameworks (i.e. PFCC and
Three World View) guided the thematic analysis and syn-
thesis processes.

Results
Study Characteristics

The initial search identified 6743 articles, 6721 did not meet
the review criteria (Fig. 1), and 22 articles were admitted
into this review (Table 1). A few of the reasons for arti-
cle exclusion were irrelevance (e.g. lack of family engage-
ment), wrong setting (e.g. hospital), and wrong population
(e.g. patients under age 65). All included articles were pub-
lished in peer reviewed journals. The earliest article was
published in 1988 and most recent in 2018. Study meth-
odologies included quantitative (n = 12), qualitative (n=15),
and mixed methods (n=>5). Four studies were hypothetically
based using case vignettes, rather than patient observations,
which allowed for better understanding of provider prefer-
ences and ideal decision-making processes (Cheok et al.,
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Fig.1 PRISMA flow diagram
(Moher et al., 2009)
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1997; Fortinsky et al., 1995; Werner, 2006; Werner et al.,
2004).

Most of the admitted studies were classified as taking
place in general primary care contexts (n=18), while four
were specific to family medicine. Of the clinics identified
as general primary care, two of them were also classified as
geriatric practices. None were classified as internal medi-
cine. Four studies were specific to Veteran’s Affairs (VA;
Belmin et al., 2012; D’Souza et al., 2015; Judge et al., 2011;
Nichols et al., 2011). The training and education of provider
participants varied widely (shown in Table 1).

Studies included perspectives of families, patients, and
providers to assess outcomes of family engagement prac-
tices. Interestingly, half of the studies (n=11) included
family member participants and perspectives. Five
included family perspectives only, three included fam-
ily and patient perspectives, and three evaluated family,
patient, and provider perspectives. Nine studies evaluated
provider only perspectives, and none considered patient
only perspectives. Both national (n =13) and international
(n=29) studies were included, with a total of 8 nations

represented in the review. Thirteen studies were con-
ducted in at least eleven states within the United States.
The United Kingdom and Israel were both represented in
two studies each, while Canada, Japan, Germany, Belgium,
and Australia were each represented in one study.

The terminology and definitions of families varied
extensively in this review. The most common terms used
to refer to support persons were “family” (n=8) and “car-
egiver” (n="7), or some variation of these two terms (e.g.
relative, family companion, informal caregiver, family
caregiver, hired caregiver, carer, lay carer, family carer).
Note that nearly all articles used more than one term to
denote support persons (e.g. article used both “family” and
“caregiver”). In most cases, studies included clear defini-
tions of family (e.g. partner/spouse, adult children). Other
terms such as “loved ones,” “friend,” “proxy,” and “other
informant,” were also used to describe support persons
engaged in patient care. Additionally, only one study (Vick
et al., 2018) noted that more than one family member was
engaged in the patient’s care and participated in the study.
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Table 1 (continued)

&

Results/findings

Sample/setting

Aim/research question(s)

Authors (date), country, quality appraisal

score

Springer

eInformation from the patient’s son was used

Patient (vignette): 71 years-old male with

Examine family physicians’ recommendations

Werner (2006),

Israel,

by physicians to understand the severity of

Alzheimer disease

Family: son

for various pharmacological and nonphar-
macological treatments for Alzheimer’s

disease (AD) and its correlates

his symptoms and presenting concerns (e.g.
memory problems, losing items, forgetting

Good (34)

395); family physicians, pri-

Providers: (N

to pay bills, getting lost, repeats a word or

forgets a word)

=48.7

marily female, Age: M

ePhysicians addressed the caregiver more than

Patient Dx: probable Alzheimer’s disease,

Examine the characteristics of physician—

Werner et al. (2004),

Israel,

the patient (both with respect to questions,

information, and involvement)

Age: 76 (vignette), female

patient-caregiver encounters in the presence

of dementia and how sociodemographic and Family: “family, caregiver”, husband

Good (35)

ePhysicians, who were older and had a higher
number of years in the profession, addressed

141), family physicians,

Providers: (N

professional characteristics of family physi-

=48.6

50% male, Age: M

cians, and severity of symptoms in patients

with dementia affect these encounters

the caregiver to a higher degree (compared to

the patient) than younger and less experienced

physicians

Although almost all studies incorporated demographic
characteristics of the studies’ samples (e.g. race/ethnic-
ity, rural/urban, age, gender, education), only two studies
included explicit conversations regarding the influence of
social locations on the studies’ findings (Schmidt et al.,
2009; Werner et al., 2004). However, in both cases, dis-
cussions focused on (a) age, gender, and educational back-
ground differences of providers or (b) gender differences of
caregivers. Explicit discussion of race and ethnicity vari-
ances were missing as were discussions of the social loca-
tions of patients regardless of the sample demographics.

This review’s results were organized according to its pri-
mary aims: (a) identification of family engagement practices
in primary care with older adults exhibiting CI, (b) examina-
tion of the outcomes of family engagement, and (c) organi-
zation and discussion of findings using Peek’s Three World
View. Then, using the theoretical frameworks (i.e. PFCC and
Three World View) as a guide, researchers combed through
extracted data and identified patterns and themes within each
aim.

Aim 1: Identify the Family Engagement Practices
of PFCC in Primary Care with Older Adults Exhibiting
a

Identification of family engagement practices was challeng-
ing given the various levels of specificity of the included
studies. However, three themes emerged involving types and
methods of PFCC and family engagement: (a) empowering
and supporting patients and family caregivers, (b) gathering
information about the patient for diagnostic and treatment
purposes, and (c) standardizing and improving communica-
tion through implementation of care coordination/manage-
ment programs.

Empowering and Supporting Patients and Family
Caregivers

The most robust theme emerged from 20 studies. It involved
practices designed to empower and support patients and
their caregivers. These studies focused on improving car-
egivers’ emotional well-being through family counseling
(n=2; Callahan et al., 2006; Donath et al., 2010) and sup-
port groups (n=8; Adams et al., 2005; Belmin et al., 2012;
Callahan et al., 2006; Donath et al., 2010; D’Souza et al.,
2015; Nichols et al., 2011; Teel, 2004; Werner, 2006). This
also included engaging family members who accompanied
patients to medical visits by including them in goal setting
and treatment planning (n=6; Adams et al., 2005; Brazil
et al., 2015; Hansen et al., 2008; Judge et al., 2011; Teel,
2004; Werner et al., 2004), decision making (n=2; Adams
et al., 2005; Brazil et al., 2015), and advanced care plan-
ning (n=2; Belmin et al., 2012; Shega et al., 2003). For
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example, Judge et al. (2011) described a care coordination
intervention in which care coordinators provided disease-
related education and information, offered emotional sup-
port and coaching, connected families to local resources,
and assisted with the assembly of an informal care network.
The intervention was conducted using a protocol consisting
of a care needs assessment, goal development, action plan,
and ongoing oversight of the care coordination process. The
care coordinators empowered patients and families through
advising and coaching to promote successful care manage-
ment. Ten studies also noted the value of healthcare team
members providing caregivers with helpful information
including education regarding patient’s medical condition
and caregiving (Belmin et al., 2012; Brazil et al., 2015; Cal-
lahan et al., 2006; Judge et al., 2011; Nichols et al., 2011;
Philp & Young, 1988; Reuben et al., 2010; Sato et al., 2018;
Shega et al., 2003; Teel, 2004).

Information Gathering

The second theme involved practices from 12 studies that
routinely obtained information about the patient’s condi-
tion from family members. This was primarily done when
caregivers accompanied patients to medical visits. Studies
focused heavily on the way in which providers gathered
information about the patient from the family when present
in routine healthcare visits (n=9; Adelman et al., 2004;
Cheok et al., 1997; Fortinsky et al., 1995; Hansen et al.,
2008; Sato et al., 2018; Schmidt et al., 2009; Vick et al.,
2018; Werner, 2006; Werner et al., 2004). For example,
providers would listen to family members’ concerns about
patients exhibiting memory problems. Few studies focused
on how to gain this information outside of the visit, such as
through telephone visits (n=2; D’Souza et al., 2015; Judge
et al., 2011) or the utilization of a caregiver notebook (n=1;
Nichols et al., 2011).

Standardized and Improved Communication

Finally, the third theme emerged in 14 studies. It entailed
practices by which healthcare teams standardized and/or
improved communication between patients, families, provid-
ers, and others involved in their care. Few studies included
training providers and healthcare team members on how
to care for and engage families (n=3; Donath et al., 2010;
Reuben et al., 2010; Sato et al., 2018), yet this was identified
as a need in more than 36% of the studies reviewed (n=28;
Adams et al., 2005; Adelman et al., 2004; Brazil et al., 2015;
Cheok et al., 1997; Donath et al., 2010; Fortinsky et al.,
1995; Hansen et al., 2008; Teel, 2004). Six studies examined
care coordination and collaborative care management as a
way to employ PFCC (Callahan et al., 2006; D’Souza et al.,
2015; Donath et al., 2010; Judge et al., 2011; Sato et al.,

2018; Shega et al., 2003). Two studies included information
from care management programs in the electronic medical
records (EMR) and required the physician to co-sign notes,
ensuring that they would be aware of family information
such as goals and concerns (Judge et al., 2011; D’Souza,
2015). It is worth noting that none of the included studies
used the EMR to facilitate communication between family
members and the healthcare team.

Aim 2: Examine the Outcomes of PFCC

Outcomes of family engagement practices were clustered
by the review researchers into favorable, neutral, and unfa-
vorable themes, and then sorted into subthemes. Favorable
outcomes included findings that described family engage-
ment as providing some value or benefit to the patient,
family, or healthcare system, while unfavorable outcomes
included findings that could be perceived as problematic
or negative. Neutral outcomes included observations that
were neither beneficial nor problematic, but noteworthy for
PFCC implementation and/or research. Co-researchers col-
laborated to cluster each theme and subtheme as described
below. Outcomes of PFCC were elucidated from multiple
perspectives (i.e. patient, family, provider) and are discussed
in each theme.

Favorable PFCC Outcomes

Benefits to Patients Five studies indicated multiple benefits
of engaging families in the care of patients for the patients
themselves. These benefits included reduction of prob-
lematic behaviors (Callahan et al., 2006), improved safety
at home (Nichols et al., 2011), increased satisfaction with
care (Adams et al., 2005; Shega et al., 2003), improved psy-
chosocial symptoms (Callahan et al., 2006), and assisted in
identifying goals for care (Judge et al., 2011). It is important
to note that none of the included studies measured benefit to
patients in the same way.

Benefits to Family Benefits of PFCC to family members
were measured in 13 studies. Family engagement was
shown to reduce caregiver stress (Callahan et al., 2006;
Nichols et al., 2011; Philp & Young, 1988; Sato et al.,
2018), increase service utilization of support groups and
family counseling (Callahan et al., 2006; D’Souza et al.,
2015; Donath et al., 2010; Nichols et al., 2011), and increase
satisfaction with care (D’Souza et al., 2015; Schmidt et al.,
2009; Shega et al., 2003; Vick et al., 2018). A common way
of measuring family member benefit was through education
about CI and its influence on patients and families. Fam-
ily education led to better understanding and knowledge of
CI that enabled caregivers to provide better care to patients
(Brazil et al., 2015; Hansen et al., 2008; Nichols et al., 2011;
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Teel, 2004; Vick et al., 2018) and reduced the number of
unmet needs (Judge et al., 2011; Philp & Young, 1988).
Caregivers reported feeling more supported (Hansen et al.,
2008; Philp & Young, 1988), and prepared (Brazil et al.,
2015). Family engagement practices also benefited families
by helping them to identify care goals (Judge et al., 2011)
and led to increased caregiver satisfaction of the provider’s
treatment of the patient (Schmidt et al., 2009). While one
study noted that caregivers found it helpful to utilize alter-
native forms of communication with providers (e.g. com-
municating through the EMR; Vick et al., 2018), none of the
studies evaluated such practices.

Benefits to Healthcare Providers and Health Systems A
wide variety of outcomes related to healthcare providers
and organizations were included in 10 studies. Providers
frequently discussed the benefits of having additional infor-
mation from family members during the diagnostic process
(Hansen et al., 2008; Teel, 2004; Vick et al., 2018). Pro-
viders also highlighted viewing the family as essential to
optimal care, particularly when diagnosed with a CI (Adams
et al., 2005; Donath et al., 2010; Teel, 2004). Additionally,
providers noted benefits when families were engaged as evi-
denced by having “successful” cases (Teel, 2004), preserv-
ing rapport with patients (Vick et al., 2018), and saving time
in care visits (e.g. not having to repeat instructions; Nichols
et al., 2011). Five studies evaluated PFCC by considering
(a) improved collaboration (Sato et al., 2018), (b) feasibility
of implementation (Judge et al., 2011), (c) alignment with
quality measures (D’Souza et al., 2015), (d) higher resource
utilization rates (Donath et al., 2010; Shega et al., 2003),
and (e) providers’ increased conformity to drug therapy
guidelines (Donath et al., 2010). Convenience of electronic
communication was mentioned by providers (Vick et al.,
2018), but not evaluated. Similarly, neither was cost sav-
ings (e.g. reduced hospital and emergency room admissions,
along with decreased use of expensive technologies; Shega
et al., 2003).

Neutral PFCC Observations

Communication Patterns with Engaged Families The
influence of PFCC on communication patterns between
providers, patients, and family members, was one of the
most common observations made in the studies reviewed.
Researchers measured communication within care visits,
such as (a) talking time (Schmidt et al., 2009), (b) initiation
of conversations about CI symptoms and concerns (Adel-
man et al., 2004; Brazil et al., 2015), and (c) revealing of
a CI diagnosis (Belmin et al., 2012; Fortinsky et al., 1995;
Hansen et al., 2008; Teel, 2004). Communication outside of
the visit was also studied (e.g. frequency of communication
did not increase [Judge et al., (2011)]; means of communi-
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cation included written notes, speaking on the phone, and
using a secure patient portal for electronic messaging in the
EMR [Vick et al., 2018]).

At least three studies evaluated potential barriers to com-
munication between providers and patients and/or families
(e.g. providers not wanting to increase unnecessary anxiety
in patients and family members [Donath et al., 2010]; family
not wanting to discuss concerns with/without patient present
[Adelman et al., 2004]; providers avoiding the conversation
due to stigma [Teel, 2004]; greater geographical distance
between patients and family members [Teel, 2004]). While
few noted differences in communication styles between pro-
viders caring for patients with CI (e.g. internists and family
physicians were more likely to engage in extensive discus-
sions about dementia symptom management with patients
and family members compared to osteopaths and general
practitioners [Fortinsky et al., 1995], physicians with more
years of experience would interact less with patients and
families [Werner et al., 2004]; male providers were more
likely to inform patients of a CI diagnosis than female pro-
viders [Werner et al., 2004]), none examined in detail why
such differences emerged.

The means of communication between healthcare team
members were rarely examined (e.g. co-signing notes in
EMR [D’Souza et al., 2015]; use of carer-held records
[CHR; Sato et al., 2018]). The CHR were used to provide
information about the patient’s condition and improve col-
laboration between caregivers and healthcare teams (Sato
et al., 2018). Furthermore, studies noted the importance of
providers’ communication skills and the critical need for
developing these skills to effectively communicate with fam-
ilies (e.g. listening is better than an assessment tool [Teel,
2004]). However little attention was given to provider train-
ing and how these skills are developed. Additionally, Cheok
et al. (1997) found that providers need more information
about community resources and training for how to explain
benefits of the resources to the family.

Preparing Multidisciplinary Teams to Engage Fami-
lies While a variety of professionals were included in these
studies (e.g. care coordinators [Judge et al., 2011], nurse
coordinators [Shega et al., 2003], counselors and family
therapists [Donath et al., 2010; D’Souza et al., 2015; Judge
et al., 2011; Werner et al., 2006], social workers [Belmin
etal.,2012; D’Souza et al., 2015; Judge et al., 2011; Nichols
et al., 2011; Shega et al., 2003]), the extent of collaboration
between the professionals during family engagement varied
widely. This makes it difficult to evaluate similarities or dif-
ferences of multidisciplinary teams. Furthermore, medical
providers identified the need for more training and standard-
ization of PFCC at various stages of caring for a patient with
CI (e.g. diagnosis and management [Brazil et al., 2015], end
of life [Adams et al., 2005]).
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Provider Decision-Making with Engaged Families Four
studies investigated what providers used to determine
their next steps in caring for a patient with CI (e.g. pre-
scription of medications; referral to specialist). Their
responses varied according to patient level of CI severity
(Cheok et al., 1997; Fortinsky et al., 1995; Werner, 2006;
Werner et al., 2004). However, none described how family
engagement, or collaboration with other specialists, was
used during the diagnostic process or treatment plan for-
mulation. Of note, this theme was included as a neutral
observation given that it does not describe a negative out-
come. The lack of describing family engagement did not
present a negative outcome of family engagement prac-
tices. Rather, this finding is an observation of a gap within
the literature and further research is needed to contribute
to the understanding of providers’ decision-making pro-
cesses when engaging families.

Resource Underutilization Finally, multiple studies noted
that despite PFCC, family members underutilized resources
available to them. Providers voiced desire and value for
resources in their communities (Cheok et al., 1997), but
complained that resources are often unavailable or underu-
tilized (Philp & Young, 1988; Teel, 2004). Reasons for lack
of resource use included (a) lack of understanding (Shega
et al., 2003), (b) inconvenience (Sato et al., 2018), and (c)
geographical restrictions (e.g. adult children living in differ-
ent states; Teel, 2004). However, while studies captured the
presence of these challenges, recommendations for imple-
menting/improving PFCC are omitted.

Unfavorable PFCC Outcomes

Restricted Patient Agency In two studies (Adams et al.,
2005; Vick et al., 2018), providers and families expressed
concerns about the focus of the medical visit turning from
the patient to the family member and the ethical concerns
that result (e.g. patient autonomy, decision making). Provid-
ers and caregivers both worried that increased engagement
of the family member in the patient’s care could lead to leav-
ing the patient out (Adams et al., 2005) or the patient no
longer being the primary focus of the visit (Vick et al., 2018).
A third study (Werner et al., 2004) confirmed that providers
do at times speak to family more than patients (e.g. older,
more experienced physicians addressed caregivers more
than patients when compared to younger, less experienced
physicians). This led to a concern about conflict becoming
an issue when engaging families. Conflicts could arise from
differing goals or priorities for care between providers, fam-
ily, and/or patients (Vick et al., 2018). Moreover, providers
reported that families could be manipulative (Hansen et al.,
2008) or unrealistic (Teel, 2004), which can impede care.

Documentation Inconsistencies Belmin et al. (2012) found
that the lack of addressing CI symptoms by providers and
patients in care visits resulted in patients not receiving care
that could help to reverse or improve symptoms. However,
few studies acknowledged the cause of not addressing CI
directly (e.g. stigma associated with CI; Teel, 2004). Fur-
thermore, the documentation of how providers, patients,
and families addressed CI in care visits was also inconsist-
ent. What family members and patients reported happening
in care visits differed from what providers documented in
the EMR (Belmin et al., 2012). The study found that family
members often reported more happening in the visit than
what providers noted in the EMR. This is important to know
for future research aiming to evaluate family engagement
using EMR data. This review highlighted the stark void in
current literature regarding EMR use and family engage-
ment with this population.

Aim 3: Organize Findings According to Peek’s Three
World View

Researchers organized outcomes and implications of PFCC
from the review according to the Three World View (Peek,
2008; see Table 2). Clinical, operational, and financial
outcomes, as well as training/educational implications of
studies admitted into the review are discussed. Overall,
all studies (N=22) addressed clinical outcomes of family
engagement.

Clinical Outcomes

All studies (N=22) included in this review reported clinical
implications of PFCC and family engagement. Patient health
outcomes included (a) reduced memory and behavior prob-
lems (Callahan et al., 2006; Shega et al., 2003), (b) improved
detection of cognitive status (De Lepeleire et al., 2004), (c)
increased patient satisfaction with PCP and care (Schmidt
et al., 2009), (d) improved assessment of activities of daily
living (ADL; Shega et al., 2003) and instrumental activities
of daily living IADL; Shega et al., 2003), (e) decreased per-
ceived pain (evaluated by caregivers; Shega et al., 2003), ()
fewer bothersome patient symptoms (evaluated by caregiv-
ers; Shega et al., 2003), (g) improved quality of care (Shega
et al., 2003), and (h) increased likelihood of patients dying in
their desired location (Shega et al., 2003). These outcomes
were mainly studied from the perspectives of caregivers and
providers and not the perspectives of patients. Both provid-
ers and family members expressed concerns about diminish-
ing the patient’s agency through their communication, but
none of these studies evaluated the patient’s perspective on
engaging family members in healthcare visits.

Studies also evaluated caregivers’ health and wellbe-
ing, primarily from their perspective. Most discussed what
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Table 2 Example Themes and Studies Addressed Within Each of the Four Worlds of Health Care

World of health care Number of studies
addressing this
world

Example themes and studies

Clinical 22 Patient health outcomes:

eReduced memory and behavior problems (Callahan et al., 2006; Shega et al., 2003)

eImproved detection of cognitive status (De Lepeleire et al., 2004)

elncreased patient satisfaction with PCP and care (Schmidt et al., 2009)

Caregiver health outcomes:

eImproved mood (e.g. reduced depression (Callahan et al., 2006; Judge et al., 2011; Shega et al.,
2003)

el essened relationship strain between patient and caregiver (Judge et al., 2011)

eReduced caregiver stress (Callahan et al., 2006; Philp & Young, 1988)

Operational 14 eFamily engagement did not have a negative impact on provider workflow (e.g. increase the fre-

quency of phone calls to the healthcare team; Judge et al., 2011)
eUsefulness of communication within the EMR (Vick et al., 2018)
eProviders co-signed notes of other team members in the EMR (D’Souza et al., 2015; Sato et al.,

2018)
Financial 4

eDecreased hospital admissions and reduced expenses related to life sustaining technologies (e.g.

feeding tubes; Shega et al., 2003)
eDecreased cost of time spent on caregiving (Nichols et al., 2011)
eNo change in time to nursing facility placement and related expenses (Callahan et al., 2006)
e Avoidance of unnecessary testing expenses (Fortinsky et al., 1995)

Educational 9

eTraining on benefits of resources in early stages of dementia helped to improve PCP consistency in

referrals to resources (Reuben et al., 2010)
eTrainings for communication skills would improve providers’ ability to effectively engage families
(Vick et al., 2018) while simultaneously trying to include patients with CI (Schmidt et al., 2009)

Studies may be included in more than one category (e.g. a study may address both the clinical and educational worlds)

happened in care visits and what healthcare teams did to
support them. Caregiver health outcomes as a result of
PFCC included (a) improved mood (e.g. reduced depres-
sion [Callahan et al., 2006; Judge et al., 2011; Shega et al.,
2003]), (b) lessened relationship strain (Judge et al., 2011),
(c) reduced stress (Callahan et al., 2006; Philp & Young,
1988), (d) minimized patient’s behavior disturbance and
reduced caregiver burden (Sato et al., 2018), (e) decreased
caregiver strain (Shega et al., 2003), and (f) increased car-
egiver satisfaction with PCP and care (Schmidt et al., 2009).
It is important to note that none of the studies evaluated pro-
vider health and wellbeing outcomes (e.g. provider turnover,
compassion fatigue) or relational outcomes.

Operational Outcomes

Fourteen studies examined operational outcomes. These
included (a) improved provider workflow, (b) increased utili-
zation of community resources, (c) collaborative documenta-
tion in the patient’s medical record, and (d) varying levels of
collaboration between healthcare team members. Providers
noted that family members did not have a negative impact
on provider workflow. For example, family members did not
increase the frequency of phone calls to the healthcare team
as expected in one study (Judge et al., 2011). Another study
noted the useful nature of using the EMR to communicate
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but did not provide specifics about how this happens opera-
tionally (Vick et al., 2018). Two studies engaged the provid-
ers by having them co-sign notes of other team members in
the EMR (D’Souza et al., 2015; Sato et al., 2018). However,
it is unclear how often or to what extent the providers uti-
lized the available information and how it impacted patient
care. Similarly, while collaboration among multidisciplinary
healthcare team members was found helpful (e.g. addition
of a nurse coordinator viewed as essential to success of pro-
gram; Shega et al., 2003), the level of collaboration was not
evaluated.

Financial Outcomes

Four studies discussed possible financial benefits of PFCC,
such as decreased hospital admissions and reduced expenses
related to life sustaining technologies (e.g. feeding tubes;
Shega et al., 2003). However, none of them included an
actual financial analysis or examined the financial impacts
of engaging families. Rather, studies noted outcomes of
PFCC such as (a) decreased cost of time spent on caregiv-
ing (Nichols et al., 2011), (b) increased cost of time spent
in visits (Adelman et al., 2004), (c) no change in time to
nursing facility placement and related expenses (Callahan
et al., 2006), (d) avoidance of unnecessary testing expenses
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(Fortinsky et al., 1995), and (e) reductions in hospitalization
rates and associated costs (Callahan et al., 2006).

Educational Implications

Nine of the articles in this review included a discussion
of training and educational opportunities for providers to
learn more about the value of PFCC when treating CI. For
example, in one study researchers observed that PCPs were
not referring early-stage dementia patients to a beneficial
resource when they encountered patient and/or family reluc-
tance (Reuben et al., 2010). A special meeting was held to
discuss how PCPs could better present and discuss the value
of the early referral with patients and their families. The
researchers found that this additional training opportunity
helped to improve consistency in early-stage referrals. Fur-
thermore, researchers indicated trainings in communication
skills would help to improve providers’ ability to effectively
engage families (Vick et al., 2018) while simultaneously
making an effort to include patients with CI (Schmidt et al.,
2009). Most studies acknowledged the need for additional
training, direction, and support as it was a new skill as well
as research on training outcomes related to family engage-
ment and patient outcomes. To date, it is unclear what the
best method is for training multidisciplinary teams to work
together using PFCC and maintaining fidelity of the method
practiced.

Discussion

The purpose of this study was to better understand the out-
comes of engaging families in primary care settings when
caring for patients with CI. Despite the usefulness of the
results in the included studies, the authors were surprised
to find that none of the studies explicitly explored the direct
outcomes of engaging family in the care of older adults with
CI (i.e. compared care with family engagement to care with-
out family engagement). Nor did any of the studies explore
the role of family engagement practices from the patient’s
perspective. These are areas that should be explored in future
research. Regardless, utilizing PFCC (Johnson & Abraham,
2012) and Three World View (Peek, 2008), this systematic
review provides Medical Family Therapists, healthcare
administrators, policy makers, educators, and clinicians with
information related to family engagement and how it can be
implemented and enhanced in the care of patients with CI.

Implications of Family Engagement Practices
Special attention should be paid to studying successful meth-

ods of balancing family involvement and maintaining patient
autonomy (Jazieh et al., 2018). Medical family therapists

may help to promote patient agency through the engagement
of families in a manner that does not diminish the patient’s
autonomy (Hodgson et al., 2014; McDaniel et al., 2014a;
Mendenhall et al., 2018). This might include speaking
directly to patients during the primary care visit rather than
speaking about patients to their family members accompa-
nying them to the visit. It may also involve elucidating and
valuing a patient’s decision-making capacity even when the
patient disagrees with their family and/or PCP. It would be
beneficial for future research to explore how family engage-
ment practices influence the autonomy and agency of the
patient from patients’ perspectives as this was missing from
the studies included in this review. Furthermore, providers
should have flexibility and training on the various meth-
ods of engagement (e.g. EMR, videoconferencing) since
involved family members may not be able to attend medical
visits with the patient due to geographical distance (Teel,
2004). Medical family therapists are oftentimes well posi-
tioned to offer training in how to engage families in health-
care visits, particularly in allied health, medical school, and
residency education settings (Hodgson et al., 2014; Menden-
hall et al., 2018).

Implications of PFCC Outcomes

PFCC has the potential to reduce barriers for family engage-
ment in CI patient visits by engaging families through
means beyond accompanying patients to healthcare visits
(e.g. phone visits [D’Souza et al., 2015; Judge et al., 2011];
electronic communication [Vick et al., 2018]). However,
greater knowledge and understanding of barriers requires
more consistent and accurate documentation of efforts in the
EMR (Belmin et al., 2012). This review found no research
on how the EMR could be useful in primary care settings
to improve and increase family engagement. A recent study
revealed that EMR data collected during routine patient care
(e.g. medical notes containing information from family)
may help to identify dementia within one year of symptom
onset (Miled et al., 2020) but nothing is known about what
role family engagement plays in expediting or delaying this
process. Research is needed on how the method of family
engagement in the care of patients with CI influences the
diagnosis and care experience and what methods are most
beneficial for patients, families, and healthcare teams.

Clinical, Operational, Financial, and Educational
Implications

This review also revealed no standard practice or procedures
for incorporating information obtained from family members
about the patient’s condition into the care of patients with
CI. There is also a lack of research on clinical, operational,
financial, and training/educational benefits of implementing
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family engagement practices. Providers often rely on fami-
lies to initiate conversations about cognitive concerns (Nico-
sia et al., 2019) but how both parties prefer to exchange
information efficiently and effectively should be examined.

Research is needed to understand how differences in
social locations (e.g. race/ethnicity, gender, age) influence
clinical outcomes. Studies in this review included informa-
tion regarding participant characteristics, but rarely were the
influences of those characteristics analyzed or discussed.
Except for one study (Schmidt et al., 2009), differences in
caregiver and patient genders were not discussed. Callahan
et al. (2006) and Shega et al. (2003) both made note that
patients were mostly Black and African American, but how
that influenced their care and experience was not evaluated.
Additionally, provider descriptors for these studies were not
included to assess for variations in outcomes when providers
and patients are of similar or dissimilar race and ethnicity.

This review also identified provider education as a bar-
rier to effectively engaging families in caring for patients
with CI. Studies showed that providers experienced varying
degrees of comfort and confidence when communicating
with and engaging families. However, all studies, apart from
one (Sato et al., 2018), most often referred to physician-only
education and did not recognize the presence and role of
multidisciplinary and integrated care teams. Patients with CI
have high health care utilization rates, and most are cared for
by a variety of healthcare specialists (Lugo-Palacios & Gan-
non, 2017). Medical family therapists could add to the body
of literature through examination of how family engagement
is addressed within inter-professional education so that mul-
tidisciplinary healthcare teams are prepared to effectively
implement PFCC.

Limitations

A limitation of this systematic review is the omission of
gray literature given that it may have relevancy to PFCC as
an understudied field. However, this was done to ensure a
high level of quality of included studies given the rigorous
peer-review process. Another potential limitation may be
the lack of consistency when defining and interpreting “fam-
ily” in the included studies as this may present challenges
when developing strategies for engaging support persons
in the patient’s care. Additionally, the inclusion of findings
from multiple countries may present challenges to generaliz-
ability given global variations in healthcare systems. How-
ever, expanding the research frame to be more inclusive is
important to being able to better examine differences and
similarities of family engagement across countries and social
locations. Given that the analysis of the influence of patients’
race and gender on PFCC practices and outcomes were omit-
ted from the reviewed articles, discussion of such influences
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of identities between and among patients, families, and
healthcare team members was limited in this manuscript.

Conclusion

Medical family therapists are poised to apply and expand
the findings from this systematic review. Results identify
favorable outcomes of engaging families in primary care
for patients with CI. Engaging families by including them
in primary care visits, providing families with education,
and encouraging resource utilization, resulted in improved
satisfaction with patient care (Adams et al., 2005; Shega
et al., 2003) and reduced caregiver stress (Callahan et al.,
2006; Nichols et al., 2011; Philp & Young, 1988; Sato et al.,
2018). However, application of family engagement practices
remains inconsistent and ambiguous across settings. While
primary healthcare teams often interact with family mem-
bers of patients with CI, the active, intentional, and effective
engagement of those families is not yet standard practice.
This review also identified potential negative outcomes of
family engagement including restricted patient agency and
inconsistent documentation within the EMR. Medical family
therapists may help alleviate these challenges by promot-
ing agency and communion (McDaniel et al., 1992) when
engaging patients with CI and their families. Furthermore,
additional training and attention to the implementation of
family engagement practices may help to reduce inconsist-
encies within EMR systems. The field of Medical Family
Therapy has an opportunity to advance the implementation
of PFCC and family engagement with older adults exhibit-
ing Cl in primary care settings through influential research,
policy development, and training of PCPs through a family-
centered approach.
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