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Abstract

Family caregiver engagement in clinical encounters can promote relationship-centered care and 

optimize outcomes for people with Alzheimer’s disease and related dementias (ADRD). Little is 

known, however, about effective ways for health care providers to engage family caregivers in 

clinical appointments to provide the highest quality care. We describe what caregivers of people 

with ADRD and people with mild cognitive impairment (MCI) consider potential best practices 

for engaging caregivers as partners in clinical appointments. Seven online focus groups were 

convened. Three groups included spousal caregivers (n = 42), three included non-spousal 

caregivers (n = 36), and one included people with MCI (n = 15). Seven potential best practices 

were identified, including the following: “acknowledge caregivers’ role and assess unmet needs 

and capacity to care” and “communicate directly with person with ADRD yet provide 

opportunities for caregivers to have separate interactions with providers.” Participants outlined 

concrete steps for providers and health care systems to improve care delivery quality for people 

with ADRD.
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Family engagement in clinical encounters can promote effective communication, patient-

centered care, and have meaningful impact on patient health and well-being (Wolff, 2012; 

Wolff et al., 2017). Family caregivers, however, are often seen by health care providers as 

ancillary agents to patients instead of partners in care (Boehmer et al., 2014). Training 
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programs, decision guides, and toolkits have been developed to help clinicians and patients 

learn how to communicate and share in decisions at different points in the care continuum 

(Burns, Bellows, Eigenseher, & Gallivan, 2014; Coulter & Ellins, 2007; Elwyn et al., 2005; 

Stacey et al., 2008), but less has been done to identify strategies for effectively integrating 

family caregivers into care (Borson & Chodosh, 2014; Miller, Whitlatch, & Lyons, 2016; 

Wolff & Roter, 2011). Shared decision-making research has examined patient/caregiver 

dyads in the clinical encounter (Lyons & Lee, 2018; Miller et al., 2016; Northouse, 

Williams, Given, & Mccorkle, 2012), but less is known about caregivers’ expectations about 

their engagement in clinical care and about care recipients’ expectations of caregiver 

engagement in clinical care.

Family members caring for people with Alzheimer’s disease and related dementias (ADRD; 

henceforth, “caregiver,” defined as someone who routinely provides direct care or support to 

a relative or close friend) are responsible for a significant share of care including adherence 

to medication regimens, support with complex behaviors and memory impairment, 

avoidance of unnecessary health care utilization, and mitigation of risks associated with 

ADRD (Speice et al., 2000; Wittenberg-Lyles, Oliver, Demiris, Burt, & Regehr, 2010; Wolff, 

2012; Wolff et al., 2017; Wolff & Roter, 2011). Integrating caregivers into health care 

appointments is beneficial in earlier stages of ADRD to provide clinical support for 

sustaining autonomy, but becomes imperative when a person with ADRD lacks capacity to 

reliably articulate personal health information, independently make treatment decisions, or 

communicate preferences (Barello, Savarese, & Graffigna, 2015). Evidence-based clinical 

guidelines for managing care for people with ADRD encourage caregiver engagement 

(Borson & Chodosh, 2014; Hogan et al., 2008; Sadak, Wright, & Borson, 2018) and ways to 

effectively manage communication among providers, people with ADRD and their 

caregivers have been studied (Adams & Gardiner, 2005; Karnieli-Miller, Werner, Neufeld-

Kroszynski, & Eidelman, 2012). Studies, however, are typically designed to understand 

providers’ perspectives of how to engage caregivers and people with ADRD. The 

expectations of caregivers and people with ADRD have been overlooked, but are critical for 

effective implementation of any intervention to address this gap. This study aims to 

understand what potential best practices are for including caregivers of people with ADRD 

into clinical appointments from the perspective of these two stakeholder groups.

Method

We convened seven asynchronous online focus groups with the principal investigator, a 

health services researcher with qualitative research training and experience as the group 

moderator. Caregivers’ experiences, stressors, and burdens vary by the caregiver’s 

relationship to the person with ADRD (e.g., spouse, adult child, and other family or friend; 

Conde-Sala, Garre-Olmo, Turró-Garriga, Vilalta-Franch, & López-Pousa, 2010), and 

therefore, we conducted three focus groups with spousal caregivers and three with non-

spousal caregivers (e.g., children, friend, siblings). The remaining focus group included 

people who self-identified as having mild cognitive impairment (MCI).

Online focus groups are a convenient, cost-effective research method, providing flexibility 

for participants to participate remotely at times convenient for them. Although online focus 
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groups inhibit the observation of group interactions and non-verbal cues and may bias 

participation toward people with better technological skills, research shows they capture a 

more geographically diverse group of participants (Rupert, Poehlman, Hayes, Ray, & 

Moultrie, 2017) and, because a moderator is not physically present, some studies suggest a 

decrease social desirability bias (Duffy, Smith, Terhanian, & Bremer, 2005; Skelton et al., 

2018).

To inform the moderator guide, we draw from models developed from literature reviews on 

engagement of dyads and families in health care (Frampton et al., 2017; Lyons & Lee, 2018; 

Northouse et al., 2012; Wolff & Roter, 2011). Our model (Figure 1) describes a recursive 

process by which intentional engagement of families in face-to-face clinical encounters with 

patients and providers could influence health care practice quality, clinical interaction, and 

outcomes. Relationship rapport, information exchange, and decision making, interpersonal 

processes highlighted in the review of quantitative studies by Wolff et al., are broad and 

general constructs, providing an ideal starting point for focus-group questions. We expected 

that people with self-identified MCI and caregivers would provide qualitative definitions for 

these constructs, identify other constructs to consider, and offer ideas on how to implement 

them in real-world clinical practices.

The focus group platform we used assigned a pseudonym to each participant so that 

researchers could not identify participants. No protected health information was requested 

during the focus group. For these reasons, the institutional review board (IRB), after 

reviewing the study protocol, deemed the research exempt from the requirement for IRB 

approval.

Participants

We used convenience sampling to recruit participants. Participants were recruited in 

collaboration with UsAgainstAlzheimer’s, an advocacy group that aims to mobilize 

participation in research on effective treatments and improvements in care quality for 

persons with ADRD (usagainstalzheimers.org). UsAgainstAlzheimer’s administers the A-

LIST, a unique online network of over 6,000 individuals who self-identify either as someone 

at risk for or with MCI or ADRD, a current or former caregiver for someone with ADRD, or 

someone interested in brain health (alist4research.org).

A-LIST administrators sent an email outlining study details to people on the A-LIST. Emails 

explicitly asked for caregivers of people with ADRD or people with MCI and included a 

hyperlink to additional information about the study. Those interested were given an option to 

share their name, email address, role (caregiver or person with MCI), and phone number for 

the study’s research team to contact them by telephone. Three attempts were made at 

different times of day to reach interested participants by phone. Inclusion criteria, assessed 

by phone during recruitment, included participants who were 18 years or older, able to read 

and understand English, enrolled in the A-LIST, had access to and ability to use a computer, 

and availability to participate over the 9-day study period. Caregiver participants were 

required to either currently provide or have previously provided care to someone with 

ADRD. For people reporting to have MCI, we did not verify a diagnosis, but instead relied 
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on a self-report of their condition. We did, however, require that they would be able to 

participate independently in the online focus group at least once a day for 9 days.

Procedures

We used self-reported demographic information to determine group assignment (spousal 

caregiver, non-spousal caregiver, person with MCI). We then sent participants an email with 

a hyperlink to the study’s online, subscription-based focus-group platform. After registering 

for the platform, participants were automatically assigned an alias to assure their identity 

was not disclosed to others or the study team. Two team members were group “observers.” 

They followed focus-group threads and suggested additional probes to the moderator.

Three researchers developed the moderator guide with input from UsAgainstAlzheimer’s. 

Questions focused on caregivers’ perceptions of their role, experiences working with clinical 

teams, expectations about the clinical teams’ engagement, and strategies for improving 

clinical care and outcomes (Table 1). The principal investigator posted a new question on the 

focus-group platform every other day for 9 days to provide adequate time for discussion. 

Participants logged onto the platform and were able to respond any time after the question 

was posted. The principal investigator reviewed postings each day, allowing for an initial 

preview of the data, and added probes and follow-up questions when appropriate. 

Participants were encouraged to respond to each other’s posts and to post as often as they 

wished about the same question. Data were downloaded and stored on a secure server for 

analysis.

Analysis

We used a thematic content analysis to analyze study data (Krueger & Casey, 2014). We 

read all transcripts multiple times to achieve immersion in the data. We then read the 

transcripts word-for-word to derive themes capturing key thoughts or concepts from the data 

and organized themes into codes. We developed a code book based on the initial coding 

schemes and definitions for each code. To structure the data, we applied the themes back to 

the transcripts using line-by-line inductive coding (Bradley, Curry, & Devers, 2007; Patton, 

2002).

Our team also included two trained qualitative PhD researchers with expertise in 

gerontology and developmental psychology. The three researchers coded data to assure that 

open coding was consistent and reproducible. Coding decisions were documented to provide 

a clear audit trail on the origin of the codes. We triangulated data by comparing and 

contrasting the data from people living with MCI and spousal and non-spousal caregivers. 

Approximately 1 year after the focus groups, when analysis was complete, we developed a 

summary of the findings and shared it with the original focus-group participants (i.e., 

member checking) by re-opening the online focus-group platform, asking participants how 

the summative findings matched their experiences, and whether there were obvious gaps that 

should have been included.
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Results

Participants

A total of 200 people expressed interest in participating in the focus groups. Study staff 

attempted to contact all 200. Of those, 78 caregivers agreed to participate and 15 people with 

MCI agreed to participate (n = 93, response rate = 46.5%). Of the 78 caregivers who 

participated, 42 were spouses and 36 were non-spouses. Ninety-one could not be reached 

after three attempts by phone at different times of day. Of the remaining 109 interested 

participants, nine were contacted, but ineligible (e.g., did not have access to a computer) and 

nine were contacted, but were not available to respond during the timeframe the focus group 

was open.

Demographics

Participants represented 28 states from each region in the United States, the District of 

Columbia, and three Canadian provinces. As shown in Table 2, 88% of caregivers were 

women and 53% of those with MCI were men. Nearly half of caregivers were retired (49%) 

and all with MCI identified as retired, not working, or disabled. Most caregivers were 

married (73%), White (95%), and had high at least a college education (77%). The average 

age for caregivers was 64 years and for people with MCI, 67 years.

Potential Best Practices

Emergent themes included relationship rapport, information exchange, and decision making 
and were seen as the core elements of co-creating reciprocal care processes that engage 

caregivers, people with ADRD, and providers to improve outcomes. Data included details 

about what these domains mean to participants and how best to achieve them in clinical 

practice, including structural barriers that need to be addressed. Illustrative quotes from the 

focus groups are included, with additional quotes in Table 3.

Relationship rapport.—Caregivers identified themselves as critical members of the 

clinical care team. They described themselves as advocates, navigators, liaisons, and 

translators, all roles for which a central responsibility is to interact routinely and effectively 

with clinical care teams. Non-spousal caregivers, 83% of whom were children of the person 

with ADRD, described challenges in building rapport with clinicians, including how 

providers were often wary of their abilities, motivations, and involvement with the person 

with ADRD.

Potential best practice: Build trust with caregivers and people with 
dementia.: Participants reported that part of the provider’s role in delivering quality care 

was to build rapport with caregivers and people with ADRD. Building trust through honest 

and compassionate interactions, respecting the history and legacy of the person with ADRD 

and their relationship with the caregiver, and recognition of the burden of living with or 

living with someone who has ADRD were important for building rapport. Skilled and 

trusted providers were identified as those who do not use jargon, are transparent in their 

communication by openly and honestly discussing challenging subjects, and effectively 

managing conflicting reports between people with ADRD and caregivers:
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When my mother first was diagnosed, her long-term primary care provider would 

not listen to me when I tried to explain what happens at home. She presented so 

well in the Dr.’s office he thought I was “difficult.” I want healthcare providers to 

know I am watching carefully and have her safety in my mind … I was looking for 

a care partner but instead he fought me every step … We see what is happening on 

a day to day basis—they should be our partners not just be “in charge.”

(Adult daughter, Group 1, #4)

Potential best practice: Respectfully acknowledge caregiver role and assess caregiver’s 
unmet needs and capacity to care.: There was strong support for a “family-centered” 

approach to care, where the caregiver’s well-being is considered an important part of the 

person with ADRD’s care. Although there was no consensus on the best approach, 

caregivers suggested providers use short surveys, checklists, or open-ended questions either 

prior to appointments, in the waiting room, or during a patient appointment to assess 

caregiver burden and capacity to provide care:

I think healthcare providers should take a holistic approach to this diagnosis. Not 

only treat the patient but also the main caregiver and family. In our family, it is truly 

a family diagnosis.

(Adult daughter, Group 3, #8)

Information exchange.—Caregivers described themselves as having valuable 

information about the person with ADRD. Caregivers bring knowledge of the person before 

ADRD began, daily habits and routines, personality, other health issues, and also hold a 

unique understanding of the person with ADRD’s preferences and values. Focus groups 

revealed that this information is not always sought, valued, or exchanged between caregivers 

and the clinical team.

Potential best practice: Communicate directly with person with ADRD and provide 
opportunities for caregivers to have separate interactions with the 
providers.: Participants were unequivocal in their belief that health care providers need to 

direct their communication to the person with ADRD, even when it appears that the person 

may not understand or remember the information.

Despite this firm belief, caregivers also discussed how people with ADRD often are not 

reliable reporters of personal behaviors or changes in cognition. Thus, it is critical that 

caregiver reports and insights are respected and considered by providers. Suggestions for 

integrating caregivers included having a clinical process in place, either a separate meeting 

with clinical staff or electronic communication prior to an encounter, allowing a person with 

ADRD to maintain their dignity in the encounter, but assuring providers have full and 

accurate information:

I would like my husband’s healthcare providers to know I was not comfortable 

talking about my husband’s health in front of him. I wanted and needed to answer 

the questions they posed in a separate room. My husband was proud and 

determined and would get angry when I spoke about him in terms of Alzheimer’s.
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(Spouse, Group 1, #2)

Even with the best intentions, however, this potential practice could be misconstrued or seen 

as undermining by the person with ADRD:

I welcome the perspective that my caregiver can give to my healthcare team for the 

most part but sometimes (especially with my social worker), I wish they wouldn’t 

share so many secrets.

(Person with MCI, #13)

Potential best practice: Improve provider knowledge of the disease and training on 
how to communicate knowledge.: Participants discussed the need for training providers 

about ADRD because health care providers often do not have a thorough understanding of 

different types of dementia, effective treatments, or what behaviors to expect in the short- 

and long term. They discussed the need for providers to set expectations for caregivers and 

people with ADRD about how changes in cognition will begin a shift in the autonomy and 

safety of the person with ADRD to the caregiver and how both roles will change over time:

… it behooves every clinic and hospital to assure their staff/ personnel know how to 

make sure that a patient with Alz [sic] understands questions. In order to do that, 

the staff needs to learn how to listen and speak to an Alz [sic] patient … . Training 

would be valuable. If not available, a check-list would be a good start, including 

what to expect from an Alz [sic] patient, i.e. asking questions over & over … .

(Person with MCI, #2)

Potential best practice: Screen and assess caregiver needs and provide information 
about helpful resources to contact for additional support.: Participants agreed that 

provider knowledge about caregiver health and capacity was important, but were not unified 

about the degree to which health care providers should assess caregiver well-being, capacity 

to provide care, or willingness to provide care. Some participants suggested that simple 

acknowledgment of the burden of care would be enough. Others described that, because the 

caregiver was an essential part of the care team, any compromise of the caregiver’s health 

and well-being should be understood by the provider. Some caregivers were well aware of 

clinical constraints on providers diverting attention away from patients and commented that 

although an assessment of caregiver burden and capacity might be considered an ideal 

practice, with provider time constraints, privacy laws and inability for clinics to bill for time 

spent with caregivers, any assessment of caregiver health or well-being is not currently 

feasible. Caregivers were unified, however, on the importance of providers being 

knowledgeable about and able to refer them to community and social service resources that 

may benefit caregivers in their caregiving role:

I think it is extremely important that the loved one’s doctor know about the 

caregiver’s health because it directly impacts their ability to provide care … this 

includes physical, mental, emotional and maybe spiritual health which some 

doctors may not think to ask about. Doctors need to be aware of resources for the 

caregiver, such as day care and respite programs.

(Spouse, Group 1, #13)
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Potential best practice: Coordinate care between members of the clinical 
team.: Caregivers identified one of their roles as navigators, or someone who takes action to 

facilitate a patient’s medical care. They discussed the boundaries of that role, and that the 

exchange of information between different health care providers should be coordinated by 

the clinical team, not by the caregiver:

… I really wish my husband’s providers would talk to each other instead of asking 

me, a non-medical person, to relay information back and forth when I don’t really 

understand either the information or the impact of it.

(Spouse, Group 2, #9)

Decision making.—With progressive declines expected in the cognition of people with 

ADRD, participants understood that over time caregivers will take on more responsibility for 

decision making from the person with ADRD. Both discussed how shared decision-making 

principles should be followed throughout the trajectory of care.

Potential best practice: Train providers in shared decision making and how to resolve 
conflicts with caregivers and people with ADRD.: Results indicate that participants expect 

providers to help navigate shared decision-making processes. People with MCI emphasized 

their desire for autonomy in decision making and also acknowledged that autonomy is 

relational, and that information needed for decisions is shared not just between clinician and 

patient but among multiple people including caregivers.

Related to discussions about personal and relational autonomy were conversations about 

how shared decisions should take into consideration caregiver capacity and values, not as a 

proxy to the person with ADRD but as an important contributor to the care of the person 

with ADRD. Setting a pattern of shared decision making early in the disease process can 

familiarize the provider and caregiver in negotiating care once the person no longer has 

capacity to make decisions.

Non-spousal caregivers commonly cited examples of how clinical teams would change 

medication or care practices without consulting them. Because non-spousal caregivers often 

did not live with the care recipient, providers did not always value the significance of non-

spousal caregiver’s role and how changes in treatment without their knowledge made it 

difficult for them to stay apprised of current medications and presented challenges for 

monitoring side-effects and medication adherence:

Caregivers often have numerous responsibilities and limited time and flexibility. 

While I’m sure providers are somewhat aware of this, it is likely not the first thing 

on their minds when they prescribe complex care routines or medications … 

Providers need to be mindful of not only the best treatment for patients, but the best 

treatment that can realistically be properly administered to the patient by the 

caregiver in light of extenuating circumstances.

(Granddaughter, Group 1, #2)
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Discussion

This study aimed to understand what people with MCI and caregivers of people with ADRD 

consider ideal practices for health care providers to integrate caregivers into medical 

appointments and health care teams. Research has examined similar questions, but primarily 

through the lens of the health care provider (Groen van de Ven et al., 2017; Mitnick, Leffler, 

& Hood, 2010; Yaffe, Orzeck, & Barylak, 2008). A smaller number of studies have explored 

caregiver engagement in the encounter and focused on caregiver perceptions of their role in 

the encounter (Borson & Chodosh, 2014; Sadak et al., 2018). Emerging theory on illness 

management suggests that a clinical focus on the patient/caregiver dyad helps optimize the 

inter-related and reciprocal issues experienced by patients and their caregivers (Lyons & 

Lee, 2018; Northouse et al., 2012). Our initial conceptual model and results are consistent 

with these studies, but extend the work with specific suggestions for potential clinical best 

practices ranging from small-scale, individual practices (e.g., Build trust with caregivers and 

people with dementia) to larger system-level practices (e.g., Screen and assess caregiver 

needs and provide information about helpful resources to contact for additional support).

Results emphasized the centrality of relationships between and among the clinical team, 

caregivers, and people with ADRD. Participants had expectations of care being 

“relationship-centered.” This meant in the delivery of care, not only was the patient–

provider relationship considered but also the caregiver–provider relationships and 

relationships among clinical team members. The potential best practices identified by 

participants were consistent with the four principles associated with relationship-centered 

care: (a) relationships in health care ought to include the personhood of all participants; (b) 

affect and emotion are important components of care relationships; (c) all health care 

relationships occur in the context of reciprocal influence; and (d) the formation and 

maintenance of genuine relationships in health care is morally valuable (Beach, Inui, & 

Relationship-Centered Care Research Network, 2006).

Participants discussed the deep knowledge caregivers have about their care recipients’ 

behaviors and ways they help manage daily and social activities. Caregivers saw themselves 

as valuable allies to providers, people who, with support and resources, can effectively co-

manage the care recipients’ health alongside the providers or clinical teams. Consistent with 

research on shared decision making for people with ADRD, both people with MCI and 

caregivers discussed their desire for a person with ADRD to be engaged in decision making 

as long as possible (Miller et al., 2016). Values clarification is a key component in shared 

decision making and caregivers advocated for their values and values of people with ADRD, 

be considered.

Implications

Participants provided ideas for practices ranging from small-scale practice changes that can 

be implemented by a single provider to large-scale institutional practice changes, such as 

restructuring clinical encounters. Evaluation of the Support, Health, Activities, Resources, 

and Education (SHARE) program suggests that both caregivers and persons with early-stage 

dementia can effectively and meaningfully participate in interventions that include both 

dyadic and individual sessions (Whitlatch et al., 2019). Like the sessions in SHARE, 
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separate clinical encounters would allow institutional practice changes, such as restructuring 

clinical encounters, to allow for separate, yet coordinated, interactions for patients and 

accompanying caregivers. Separate encounters would allow clinical teams to collect patient 

information in a respectful way while maintaining patient autonomy. The benefits of 

including caregivers or companions in appointments improve communication and 

autonomy-related behaviors (Groen van de Ven et al., 2017; Laidsaar-Powell et al., 2013; 

Schilling et al., 2002), but far less research examines the impact of separate appointments 

(Swetenham, Tieman, Butow, & Currow, 2015; Swetenham, Tieman, & Currow, 2014).

Participants recommend providers receive training on (a) the prognosis and disease course of 

different types of dementia; (b) effective pharmacological and non-pharmacological 

interventions; and (c) caregiving resources. The majority of participants express a desire for 

the far more simple skill of compassionate interpersonal communication from providers. 

Advances in medical education afford new opportunities for provider training in 

compassionate communication with caregivers. With the Association of American Medical 

Colleges embracing a new “kindness curriculum,” several medical schools now provide 

instruction in the neuroscience of empathy, teaching practical techniques for improving 

rapport and using virtual reality to engage medical residents in practicing empathetic 

communication (Howard, 2018; Louie et al., 2018; Zielke et al., 2017).

Research has reported that providers, too, feel under-trained in diagnosis and care 

management and also perceive assessing and addressing caregiver needs out of their purview 

(Yaffe et al., 2008). Creative and efficient solutions need to be developed to cross-train 

interdisciplinary teams with expertise in different aspects of the care experience. Drawing 

from comprehensive frameworks of integrated care, such as the Assessing Caregivers for 

Team Interventions (ACT) used in hospice care (Demiris, Oliver, & Wittenberg-Lyles, 

2009), may prove especially useful.

For the large-scale practice changes to become reality, alternative payment mechanisms and 

performance standards are required. Especially needed are reimbursement models that 

compensate providers for interactions with caregivers and performance standards that hold 

providers accountable for caregiver support. Although important features of Medicare and 

Medicaid payment policies, such as cost, coverage, and eligibility, are influenced by political 

factors and vary considerably from state to state, several advances hold promise for 

expansion, particularly chronic care management and transitional care service codes that 

allow providers to bill for non-face-to-face discussions with caregivers about the 

beneficiary’s care (Centers for Medicare and Medicaid, 2015; Medicare Payment Advisory 

Commission [MedPAC], 2015). To the extent that legislative progress can be made toward 

implementing scalable and sustainable reimbursement models, aligning this study’s potential 

best practices with relevant, progressive payment reforms will be crucial to ensuring future 

health care delivery innovations fully embrace relationship-centered care.

Limitations

This study has several limitations. First, we recruited participants for only one focus group 

of people with MCI. Of those, all but one had an actively involved caregiver. Our results 

may be more weighted toward perceptions of caregivers than people living with MCI or 
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ADRD with or without a caregiver. We did, however, compare data across all focus groups 

and found similar responses and expectations. Second, our sample was a convenience 

sample. Participants were recruited from an Alzheimer’s disease advocacy group and 

because of their active engagement in advocacy to improve care for people with ADRD, they 

may not represent all people with ADRD or their caregivers and, by virtue of their 

participating in the study, may have greater health and technological literacy than other 

caregivers of people with ADRD. Third, the sample captured different caregiving 

experiences (e.g., caregivers who were spouses, adult children, grandchildren). Despite this 

diversity, few were either people newly diagnosed or caregivers of people newly diagnosed 

with ADRD. Finally, the use of online focus groups may have limited interaction between 

participants who often enrich in-person focus groups. Research shows, however, that online 

focus groups foster more forthright and robust interactions and are less prone to social 

desirability bias, in part because the anonymity allows participants to be frank (Reisner et 

al., 2017). Online focus groups may also benefit those who struggle with the pace of in-

person focus groups by allowing them to follow the conversation by reading the threads in 

their own time.

Conclusion

Our study gives voice to people with MCI and their caregivers and identifies potential best 

practices to integrate caregivers of people with ADRD into clinical appointments through 

individual and systemic adoption. These practices are rarely assessed but critical for 

developing models of care that meet the needs of people with ADRD and their caregivers, 

who remain the cornerstones to the health and well-being of this growing population. This 

research offers guidance for small-and large-scale changes that providers and health systems 

with vested interests in better serving the needs of these individuals could implement. 

Measuring the efficacy and effectiveness of these practices and outcomes for people with 

ADRD and their caregivers is an important next step toward validating these approaches.
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Figure 1. 
Conceptual model of factors and processes of caregiver engagement in clinical 

appointments.
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