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Abstract

Background: Alzheimer’s disease and Alzheimer’s disease related dementias (AD/ADRD) 

research typically requires participants to enroll with a “study partner” (SP). Little is known about 

what predicts who steps into the SP role or whether the SP’s relationship to the participant affects 

their reports of disease severity.

Methods: Health and Retirement Study data (HRS), collected prior to the Aging, Demographics 

and Memory Study (ADAMS), was used to identify sociocultural factors that predict who serves 

as a SP in ADAMS. SP-reported outcomes were compared between three types of participant-SP 

relationships: spousal, adult child, and other.
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Results: Spouses (35%) and adult children (39%) were similarly likely to serve as SPs. Factors 

predicting who served differed. In multivariable analyses, adult children rated participants less 

impaired than spouses on measures of memory, judgment, and organizational abilities (p < .05).

Conclusions: The participant-SP relationship has independent effects on the SP’s reports of the 

severity of cognitive impairments.
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Introduction

Participants in Alzheimer’s disease and Alzheimer’s disease related dementias (AD/ADRD) 

research are often required to enroll as part of a dyad composed of the participant and 

the participant’s “study partner” (SP). SPs act as knowledgeable informants, providing 

investigators with insights into the participant’s cognition, function, and wellbeing—insights 

that often inform eligibility assessments as well as measurement of study outcomes (Ferris 

et al., 2006; Grill & Karlawish, 2017; Morris et al., 1997). Moreover, SPs influence 

participants’ enrollment decisions, attendance at study visits, and trial completion (Black 

et al., 2014; 2018; Grill & Karlawish, 2017; Karlawish et al., 2001; Nuño et al., 2019). 

They have been identified as essential collaborators as well as ethically significant figures in 

AD/ADRD research.

Yet, while the importance of the SP role is widely acknowledged, relatively little is known 

about how SPs are chosen or about how a SP’s relationship to the participant might affect 

their reports on the participant’s cognition and function. Knowing the factors that predict 

who steps into the SP role and how a SP’s relationship to the participant affects the 

SP’s insights may help inform recruitment strategies and ensure the validity of AD/ADRD 

research.

In understanding how SPs are chosen, we must ask which sociocultural characteristics make 

certain types of SP-relationships more likely. Sociocultural characteristics are forces within 

a society that influence the thoughts, feelings, and beliefs of individuals, as well as how 

one behaves, such as deciding to serve as a SP (Adams & Markus, 2004). Understanding 

this may help advance understanding of the sociocultural factors that facilitate or hinder 

AD/ADRD research participation. For example, prior work suggests that structural barriers 

exist to the participation of some individuals as study partners and this contributes to the 

lack of racial representativeness in AD/ADRD research (Manly et al., 2021; Wilkins et al., 

2020).

Until recently, research that involved persons living with dementia often relied on caregivers 

to serve as SPs (Cary et al., 2015). Thus, clinical characteristics related to severity of 

impairment and sociocultural characteristics that are correlates of being a caregiver were 

understood to be correlates of serving as a SP. Research has shown spouses often serve 

as caregivers for persons living with dementia, and, in the absence of a spouse, an adult 

child (Grill et al., 2012, 2013). Thus, spouses and adult children are typically SPs in studies 

Stites et al. Page 2

Res Aging. Author manuscript; available in PMC 2023 April 17.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



that enroll persons living with dementia. Notably, compared to spouses, adult children 

more often face logistical barriers to serving as a SP—for instance, having young children, 

being employed full time, and living apart from the participant (Grill et al., 2012, 2013). 

Consistent with this, adult children are more likely to view the SP role as burdensome 

(Conde-Sala et al., 2010). As a result, we hypothesized not having a spouse and having more 

living children would predict that an adult child would serve as SP.

In recent years, AD/ADRD research has expanded to include persons who do not presently 

have dementia but are at increased risk of developing dementia in the future. Unlike research 

that involves persons living with dementia, in which a caregiver typically steps into the 

SP role (Cary et al., 2015), persons who are cognitively unimpaired do not typically have 

caregivers. Stated otherwise, there is no default person to step into the SP role. This can be 

a barrier to participation in AD/ADRD research, which typically requires a participant to 

co-enroll with a SP (Largent et al., 2018). Thus, it may be useful to study who becomes a 

study partner of an older adult, regardless of whether they have dementia or not. The same 

sociocultural characteristics that influence who serves as SPs for individuals with dementia 

might foreshadow who serves as SP for persons who are not cognitively impaired. If they 

do, they might also be expected to influence who does or does not have a SP and, therefore, 

who is or is not eligible for research participation.

A second important question is whether the type of participant-SP relationship influences 

how the SP reports on the participant’s cognition and function. Prior studies have focused 

on how closely SPs’ reports correspond to participants’ cognitive testing data (Nuño et 

al., 2019; Ready et al., 2004). Findings from these studies prioritize spousal SP reports 

over adult child reports as more closely corresponding to a participant’s performance 

on cognitive testing. No published studies have directly compared SP-reported outcomes 

between relationship types: spousal, adult child, and other.

Such direct comparison is important given that data provided by SPs can inform study 

outcomes, it is important to understand how SP reporting varies across types of SPs, as this 

may offer information about threats to validity in AD/ADRD research. If differences exist 

by relationship type, researchers may be able to develop statistical methods to accommodate 

reporting differences. We expect, for example, that adult child SPs might underestimate a 

participant’s cognitive and functional problems (i.e., rate them less impaired) because they 

are more likely than spouses to live apart from participants, observing them less frequently 

and under differing conditions than do spouses (Grill et al., 2012, 2013).

Additionally, the results of direct comparisons may foster practices that promote 

sociocultural diversity in AD/ADRD research. A proposition of prior studies that compare 

SP-reports to cognitive test performance is that one type of SP—a spousal study partner—is 

preferred over another. But, the fewer requirements that are imposed on who can serve as a 

SP, the broader the pool of potential AD/ADRD research participants. Understanding how 

SP reports compare, and developing adjustments if necessary, may reduce the restrictions on 

who can serve as a SP. In addition, prior studies use cognitive testing data as the comparator 

for SP reporting. Cognitive testing has limitations that can differentially impact individuals 

from certain ethnoracial groups and other groups underrepresented in AD/ADRD research 
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(Barnes, 2021; González et al., 2021; Gross et al., 2015). Direct comparison of SP reports is 

essential to remove the influence of this potentially intervening variable.

The purpose of this study was to examine sociocultural and clinical characteristics that 

predict the participant-SP relationship and to compare how differences in the participant-SP 

relationship impact on SP-reported outcomes. The Health and Retirement Study (HRS) is 

a longitudinal cohort study of a representative sample of American adults over age 50; the 

Aging, Demographics and Memory Study (ADAMS) is a longitudinal study of cognition 

(Crimmins et al., 2011). ADAMS recruited HRS panel members ages 70 and older and, for 

each panel member, a SP. We analyzed data from HRS and ADAMS. We hypothesized that 

(H1) not having a spouse and having more living children would predict that an adult child 

served as a participant’s SP and that (H2) adult children would rate participants’ cognition 

and function as less impaired than spouses would.

Methods

Sample Selection

Older adults ages 70 and older with a range of cognitive function from typical to moderately 

clinically impaired were recruited from the HRS to participate in ADAMS (N = 730). To 

participate in the ADAMS, the older adults had to identity an individual to serve as their SP. 

Given the older adult was the primary focus in the ADAMS, we refer to this individual as 

the “participant” and the individual who co-participated with them as the SP. All individuals 

enrolled into ADAMS were eligible for the current study, which included 730 participant-SP 

dyads. For these individuals, we analyze data from both HRS and ADAMS.

Measures

Sociocultural variables include basic demographic data for participants and SPs as well as 

more detailed data about relationship statuses and living arrangements. Demographic data 

(i.e., age, sex/gender, and years of education) were collected for participants and their SPs 

in both HRS and ADAMS. These data allowed classification of three exclusive groups 

defined by SP’s relationship to the participant: Spousal, Adult Child, and Other. The “Other” 

category was an aggregate of many other relationships that were not either spousal or adult 

child and that had cell sizes insufficient to include in the analysis as independent groups. 

Detailed records of participants’ living, legal and biologic, relatives—including spouses, 

adult children, and other relatives—were available in HRS data, which were collected prior 

to ADAMS. The records permitted estimation of: number of siblings; indicator variables for 

presence of spouse, one or more brothers, one of more sisters; number of children; number 

of living children, number children living within 10 miles of participant; youngest child’s 

age; indicator variables for one or more living daughters, and one or more living sons. 

Spouse self-rated health was a single-item rating of health status on a 5-point scale from 

excellent (5) to poor (1).

During the initial ADAMS interview, participants completed cognitive testing and SP-

reported clinical measures were gathered. SPs reported on participants’ cognition. The 

Blessed Dementia Rating Scale (BDRS) is a 22-item measure of 2-year change in the 
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individual’s cognition (Blessed et al., 1968). Items ask about changes in performance of 

everyday activities like using money and finding one’s way (8 items), changes in behaviors 

like eating and dressing (3 items), and changes in personality, interests, and drive like 

rigidity in thinking and affect (11 items). Scores on the BDRS range from 0 to 28; higher 

numbers indicate greater loss in functional capacity. SPs also completed three single-item 

questions (Crimmins et al., 2011; Ofstedal et al., 2005). Response options for each of the 

single-item questions range from “excellent” (1) to “poor” (5). Participants’ current memory 
was assessed by asking: “How would you rate your friend or relative’s memory at the 

present time?” This question has been shown to discriminate between individuals who are 

and are not cognitively impaired (Ayalon, 2011). Judgment was assessed by asking: “How 

would you rate your friend or relative in making judgments and decisions?” Organization 
was assessed by asking: “How would you rate your friend or relative’s ability to organize 

his/her daily activities?” The single-item questions pertaining to judgment and organization 

have been shown to discriminate between persons with dementia and cognitively typical 

persons (Jorm, 1994; Jorm et al., 1989; Jorm & Jacomb, 1989).

By including these multiple discrete measures in our analyses, we aimed to include items 

that could capture impairment across a continuum of symptoms. In addition, while we had 

no formal hypotheses, we were interested to learn whether SPs demonstrated predictable 

patterns in how they assessed domains of an individual’s cognitive function (i.e., memory, 

judgment, and organization).

SPs completed four measures about the participant’s function (Adams Questionnaires, 

2020). Activity level was assessed through informant ratings for 10 items, where higher 

scores reflect more activity. SPs completed Instrumental Activities of Daily Living (IADL) 

and Basic Activities of Daily Living (BADL) questionnaires about the participant. The 

IADL questionnaire contains five items that evaluate the participant’s ability to complete 

tasks such as preparing meals and shopping for groceries; higher scores indicate more 

impairment (Fillenbaum, 1985). The BADL questionnaire contains six items that evaluate 

the participant’s ability to complete tasks such as getting across a room, dressing, and 

bathing; higher scores indicate more impairment (Katz et al., 1963). Impairments in IADLs 

are expected to present earlier in the disease course, while impairments in BADLs are 

anticipated later in the course. Finally, a caregiving questionnaire asked about limits of 

the participant’s cognition and function and the SP’s experience providing care to the 

participant.

We included SP-reported measures of both cognition and function as these are common 

endpoints in AD/ADRD research. We included multiple measures that capture varying 

domains of cognition and function that can be affected across differing stages of impairment.

Participants underwent a battery of psychological tests. Global cognition was assessed using 

the Mini Mental Status Exam (MMSE), a 30-point test where higher scores reflect better 

cognitive function (Brandt et al., 1988; Folstein et al., 1975). The CERAD Boston Naming 

test was used to assess participants’ word finding ability (Kaplan et al., 1978; Morris et al., 

1989). Trail Making Test, Parts A and B were used to assess executive function (Reitan, 

1992). Serial 7s, counting down from one hundred by sevens, was used to assess attention 
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(Brandt et al., 1988). Animal Naming was used to assess category fluency (Isaacs & Kennie, 

1973).

We included measures of cognitive testing to capture differences between groups in 

cognitive function that could be expected to influence SP-reporting. We incorporated 

multiple measures to capture differences in global cognition as well as varying domains 

of cognition that can be affected across differing types and stages of cognitive impairment.

Statistical Analyses

We used a two-part approach to examine effects of participant-SP relationships defined 

as: Spousal, Adult Child, and Other. First, we examined characteristics that predicted 

being a SP. In these analyses, bivariate and multivariable regression models were used to 

analyze data from 730 SPs and their respective participants. Three distinct models were 

built to identify characteristics that predicted each participant-SP relationship. The statistical 

universe for each model was defined by the outcome (i.e., models predicting spousal SPs 

were defined by a universe of participants with spouses). Candidate covariates included: 

participant age, sex/gender, years of education, IADL score, BADL score, number of 

siblings, brother, sister, spouse present, spouse self-rated health, number of children, number 

children in <10 miles, and number of living children, youngest child age, living daughter, 

living son. Models were built using forward stepwise regression with alpha-to-keep of 

0.05. Covariates that were conceptually contraindicated in a model were dropped; however, 

post-hoc testing showed that had they not been dropped for conceptual reasons they would 

have been dropped for not meeting the alpha-to-keep. In models predicting spousal SPs, 

for example, only participants with spouses were included. Thus, the covariate indicating 

whether a spouse was present was conceptually contraindicated.

Second, we conducted cross-sectional between-group comparisons to estimate mean effects 

of the participant-SP relationship on SP-reported outcomes. In these analyses, bivariate 

regression models were used to analyze data from participant-SP dyads. All participants 

with SP-reported outcome data were included in these analyses (N = 714). Logistic and 

linear regression were used for binary and continuous outcomes, respectively. To control for 

differences between groups in cognition and function that could be expected to influence 

SP-reporting, multivariable models were built using forward stepwise regression with alpha-

to-keep of 0.15. Candidate covariates included the following clinical instruments: MMSE, 

Trails A, Trails B, IADL, BADL, Serial 7s, Boston Naming, and Animal Fluency.

p < .05 defined statistical significance. 95%CIs that do not overlap denote statistical 

significance. 95%CIs of mean differences that exclude zero denote statistical significance. 

Analyses were conducted in Stata 16.0.

Results

Sample Characteristics

Participants were mostly White (79.2%), women (58.1%), with a mean age of 82 years and 

a mean MMSE score of 21.7 (Table 1). SPs were mostly White (75.8%), women (74%), 

with a mean age of 63.3 years. SPs identified as spouses (34.9%), adult children (38.5%), 
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or persons with some other relationship to the participant (26.6%). About half of SPs (51%) 

lived with the participant.

Most participants who had a living spouse also had at least one adult child though the 

reciprocal was not observed; many participants with adult child(ren) did not have living 

spouses (Figure 1a). More adult children identified as caregivers of participants than did 

spousal SPs (Figure 1b). The statistical models were constructed to be interpreted in the 

context of these patterns.

Sociocultural and Clinical Predictors of the Participant-SP Relationship

Among participants with spouses, older age and no living sister predicted that a spouse 

was more likely to serve as SP in a multivariable analysis (both p < .05). To examine our 

hypothesis (H1) that not having a spouse and having more living children would predict that 

an adult child served as SP, we conducted an analysis of participants with adult children. In 

these multivariable analyses, we found being a woman, being older, having more children, 

more impairments in IADLS, and not having a spouse predicted that an adult child was more 

likely to serve as SP (all p < .05).

Among all participants, not having a spouse, not being a woman, and more years of 

education predicted that a person other than a spouse or adult child was more likely to 

serve as SP in a multivariable analysis (all p < .05). In the same multivariable analysis, more 

children and no living daughter also predicted that a person other than a spouse or adult 

child was more likely to serve as SP (all p < .05, Table 2).

Bivariate Mean Estimates of Participant Characteristics, SP Characteristics, and SP 
Reports on Participants’ Cognition and Function by Participant-SP Relationship

Participants with adult child SPs were more likely to be women and to have, on average, 

lower MMSE scores than participants with spousal SPs (both p < .05). Years of education 

did not appear to differ between participants with spousal SPs and those with adult child SPs 

(p > .05).

Adult child SPs were similarly likely to spousal SPs to be women and to identify as Black 

(p > .05), but more likely to have a college degree and to identify as a caregiver for the 

participant than spousal SPs (all p < .05). How adult child SPs reported on participants 

also differed from spousal SPs; adult child SPs rated participants as more impaired than did 

spousal SPs on the BDRS, IADLs, and the three single-item measures of memory, judgment, 

and organizational abilities (all p < .05, Table 3).

SPs who were neither spouses nor adult children had characteristics similar to those of adult 

children (all p > .05).

Multivariable Adjusted Mean Differences in Ratings of Participants by Adult Child SPs and 
Other SPs as Compared to Spousal SPs

In analyses testing our hypothesis (H2) that adult children would rate the cognition and 

function of participants as less impaired than spouses would, we found adult children 

SPs rated participants as less impaired, on average, on measures of memory (−0.20, 
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95%CI −0.38 to −0.03; p < .05), judgment (−0.16, 95%CI −0.33 to 0.01; p = .007), and 

organizational (−0.18, 95%CI −0.35 − to 0.02) abilities than spousal SPs in multivariable 

analyses that adjusted for differences in participants’ cognition and function (Table 4).

In a subanalysis, we included only participants with no IADL impairments and global 

cognition in the unimpaired range (MMSE scores > 28). In this group, the floor rating 

of participants’ current memory for spousal SPs, which corresponded to a qualitative 

classification of “Fair” (4 of 5), was lower than that of adult child SPs (Figure 2).

No statistically significant differences were observed in BDRS scores between adult child 

SPs and spousal SPs in analyses that controlled for differences in participants’ cognition 

and function as measure by MMSE, Trails B, IADLs, BADLS, Serial 7s, Boston Naming, 

and Animal Fluency tasks. No statistically significant differences were observed in measures 

rated by other SPs compared to spousal SPs.

Discussion

We used a two-part approach in this study. First, we identified sociocultural factors that 

predicted who served as a SP: a spouse, an adult child, or other. Second, we examined 

differences in sociocultural characteristics and measures of SP-reported cognition and 

function by participant-SP relationship. We discuss our findings from the two parts in turn.

Factors that Predict Who Steps into the SP Role

Predictive analyses suggest that gender—in terms of identity but also social role—is a 

salient factor in determining who serves as a SP. We found that, independent of relationship 

to the participant, women are more likely than men to be SPs. In the spousal model, the 

majority of participants were men (68.7%) with women as SPs (67.5%), whereas women 

comprised the majority of both participants and SPs in the adult child model (73.7% and 

74.2%, respectively) and the other relationship model (70.6% and 82.1%, respectively). Our 

findings suggest that women facilitate others’ participation in research. As spousal SPs, 

women support their husbands enrolling in research, and as adult daughters, extended family 

members, and friends they facilitate other women enrolling in research.

The presence of multiple women in the participant’s family network also appeared to affect 

who stepped into the SP role. In the spousal model, where the majority of SPs were women 

(67.5%), the participant having a living sister lowered the probability that a spouse was SP 

(OR = 0.27, 95% CI 0.08–0.93). Notably, the presence of a brother was not a statistically 

significant predictor in this model. Thus, the sibling relationship coupled with gender-role 

dynamics impact on who serves as SP.

Gender role dynamics in parent-child relationships also appeared to affect who served as SP. 

Unsurprisingly, the strongest predictor that an adult child would serve as SP was the absence 

of a participant’s spouse. Among participants with adult children, the absence of a spouse 

was associated with a more than 10 times higher probability that an adult child would serve 

as SP rather than, for example, a grandchild or friend (OR = 11.96, 95%CI 2.07–69.16). In 

instances where an adult child was the SP, 74.2% were women. This suggests that the SP 
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role is typically filled by the spouse, and then, if a spouse is not present, an adult child, and 

that child is typically a daughter. These findings are consistent with our hypothesis that (H1) 

not having a spouse and having more living children would predict an adult child would 

serve as SP.

Normative American values and social structures rely heavily on gender roles and the notion 

of the nuclear family. Our findings are largely consistent with these normative patterns. The 

SP role reflects broader patterns of the society in which it operates. It raises a question as to 

whether, by interrogating these patterns, we may be able to identify ways to make SPs more 

representative of a more diverse range of sociocultural subgroups.

For example, in our analyses of spousal dyads, we found that older, White women in 

heterosexual relationships described the normative pattern of the SP role for spouses. 

Spouses of participants who deviate from this pattern may encounter barriers to being 

SPs. Unique features of the normative group may reveal factors that facilitate the group’s 

prominence in the SP role. In a subgroup analysis informed by these findings, we found 

wife SPs (mean age = 72 years) were much younger than husband SPs (mean age 79 

years). Moreover, White wife SPs were younger (average age = 73 years) than Black 

wife SPs (average age = 79 years). Public education campaigns that aim to educate 

and stimulate interest in AD/ADRD research participation among relatively younger but 

otherwise socioculturally diverse groups of spouses may enhance SP availability.

Our results from analyses of participant-spouse SP dyads offer an unexpected observation. 

The participants in this group clinically resemble participants in AD/ADRD secondary 

prevention trials: older adults (age, mean = 78.5) with no functional impairments (IADL = 

0, 72.2%) and no or mild cognitive impairment (MMSE, mean = 24.4, 95%CI 23.7–25.1). 

However, this group was mostly men (68.7%). This is quite different from those who 

volunteer for secondary prevention trials, mostly women (Jefferson et al., 2011; Johnson et 

al., 2017; Langbaum et al., 2019, 2020).

A number of factors may explain this discrepancy. HRS and ADAMS are observational 

cohort studies. Therefore, participation was less risky and less burdensome than participation 

in a secondary prevention trial. It is possible that men and women have different willingness 

to assume risks and burdens of clinical research, but this is unlikely to explain the disparity, 

as a prior study showed that women were more averse to risk in clinical research than were 

men (Chen et al., 2017). Another possibility is that wives are more likely to facilitate their 

husbands’ participation in HRS and ADAMS than husbands are to facilitate their wives’ 

participation. This would be consistent with the SP role being one of social facilitation 

(Kashima et al., 1995; Mosley, 2019), which similar to the caregiver role (Robinson et al., 

2014), is filled mostly by women. If this is the case, however, why aren’t women bringing 

men to secondary prevention trials? Public education efforts that promote the value of 

women as SPs in combination with campaigns that call for men to enroll as participants may 

help enhance recruitment in secondary prevention trials.

If women must rely on other women to facilitate participation in research, women who 

enroll in research may not be representative of all women but rather represent a subset 

Stites et al. Page 9

Res Aging. Author manuscript; available in PMC 2023 April 17.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



of women who had other women in their lives who could be their SP. A key part of a 

multipronged education campaign to enhance recruitment into AD/ADRD secondary trials 

should be addressing gender bias and gender stereotypes to decrease barriers to men being 

SPs.

How the Participant-SP Relationship Affects SP Reporting on Cognition and Function

We hypothesized that (H2) adult children would rate the cognition and function of 

participants as less impaired than spouses would. Instead, we found that, in bivariate 

analyses, adult child SPs rated participants as more impaired than spousal SPs on multiple 

measures of cognition and function. We found the opposite, however, in multivariable 

analyses that adjusted for differences in performance-based measures of participants’ 

cognition and function. In these analyses, adult child SPs rated participants as less impaired 

on those measures than did spousal SPs.

Our findings raise questions about how the effects we observed could influence the validity 

of AD/ADRD research, including secondary prevention trials. Our findings suggest that 

if study arms or groups are not balanced on relevant SP characteristics, the results could 

be biased by sociocultural differences in how SPs report—for example, if functional and 

cognitive measures reliant on SP input are used to assess disease progression. Further 

investigation is needed. Changes to recruitment strategies or trial design might be needed to 

assure the validity of AD/ADRD research.

Our results are consistent with two prior studies that found differences in spousal and adult 

child SP reports (Nuño et al., 2019; Ready et al., 2004). Findings from these prior studies 

prioritize spouses as SPs as spousal SP reports more closely correspond to a participant’s 

performance on cognitive testing. This approach may differentially impact on individuals 

from ethnoracial groups that are underrepresented in AD/ADRD research, as they are more 

likely to be cared for by a non-spouse and more likely to enroll in a trial with an adult 

child as their SP (Grill et al., 2013). Moreover, variance shared between a participant’s 

cognitive test performance and the reporting of his or her SP may differ across sociocultural 

groups. This could be due to cultural biases in cognitive testing (Aiken Morgan et al., 2010), 

relationship factors (Grill et al., 2013), or other factors.

Our findings are also notably distinct from those of prior studies. We compared the reporting 

of spousal SPs to that of adult child SPs while controlling for participant-level factors. Our 

goal was to determine whether differences existed in SP reports based on their relationship 

to the participant. Given that we found differences, future studies are needed to replicate 

our findings. If they are replicated, research will be needed to identify the importance of 

specific group differences and the methods needed to address them. How scientists choose to 

address differences in SP reporting in AD/ADRD research will influence efforts to increase 

representation of diverse sociocultural groups.

In about a quarter of instances (26.6%, n = 194), SPs had a relationship to the participant 

other than spouse or adult child. This “other” category contained a variety of family 

members (e.g., grandchildren, aunts or uncles, nieces, nephews), friends, and also paid 

aides. Our analyses focused on spouses and adult children, as they comprised the two most 
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common SP relationships. Nevertheless, further study of this “other” category may yield 

important data. Understanding the sociocultural factors that support a grandchild, friend, 

paid aide, or other person in serving as a SP may offer information on social and cultural 

mechanisms that could be leveraged through education and policy to enhance recruitment.

Results of our bivariate analyses of the “other” category showed characteristics of SPs and 

participants that fell into this category were different than both the spouse and adult child 

group. On many measures, they appeared to fall between the spousal and adult child groups. 

There were, however, two exceptions. SPs who were not either spouses or adult children 

were less likely to identify as White (67.6% vs. 85.4% and 72.7%, respectively) and much 

less likely to reside with the participant (28.3% vs. 87.8% and 33.2%, respectively). The 

multivariable predictive model showed having a spouse, more living children, no living 

daughter, being a man, and having more years of education increase the likelihood that 

someone other than a spouse or adult child will serve as SP. Together the results suggest the 

absence of a wife or daughter to take on the role of SP in the context of extended families, 

economically solvent families, or both may lend to a SP who is neither a spouse or adult 

child of the participant. While no differences in reporting were identified between SPs in this 

category and SPs who were spouses, this result should be cautiously interpreted given the 

relatively low cell size (n = 194) and the heterogeneity of the category.

Our results should be interpreted in light of the following limitations. Our study sample 

was a fairly homogenous group of older, White Americans. Studies are needed to examine 

SP effects in other sociocultural groups, such as those defined by race and ethnicity. 

Cross-cultural studies are also needed, particularly those that help elucidate values and 

practices that vary significantly between individualist and collectivist cultures. Such studies 

might compare societies with similar cultural values but varying socio-economic structures 

and contrast societies with differing cultural values and practices but similar economic 

structures. This line of study may help understand how sociocultural factors enable or 

impede the SP role.

In this correlational study, it was not possible to evaluate all possible confounders. Even 

in statistical analyses that distinguish between the spousal relationship and living together, 

it is difficult to fully disentangle the respective effects (Ready et al., 2004). Moreover, our 

models statistically controlled for functioning using IADL scales that are completed by 

SPs. Thus, they could be subject to the same bias or misreporting as the other SP-reported 

measures. Future investigation is needed that replicates this study with a function measure 

that is fully independent of potential influence of SPs. Additionally, there is no documented 

protocol for how the SP was chosen or enrolled for ADAMS. Our understanding is that 

individuals were asked to identify a person who could be approached to co-participate 

with him or her. It is also important to note that the ADAMS sample of 730 dyads is 

small relative to large populations. In addition, our analyses identified gender as a salient 

determinant of the SP role. However, our analyses were limited in evaluating the full range 

of sex and gender identities on the SP role given limitations in measurement of sex and 

gender and representation of sexual and gender minoritized populations in the source data.
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Conclusion

We used a two-part approach in this study. First, we identified sociocultural factors that 

predicted who served as a SP: a spouse, adult child, or other person. Second, we examined 

differences in sociocultural characteristics and measures of SP reported cognition and 

function by participant-SP relationship. In the first stage of our analyses, our findings 

suggest that gender—as an identity and social role—is a salient factor in determining who 

serves as a SP. Women appear to facilitate others’ participation in research as spouses, 

adult daughters, extended family members, and friends. Educational campaigns informed 

by these findings may aid in enhancing recruitment of socioculturally diverse samples in 

AD/ADRD research. We suggest such campaigns promote the value of women as SPs in 

combination with calls for men to enroll as participants; encourage research participation 

among relatively younger but otherwise socioculturally diverse groups of spouses; and 

address gender bias and gender stereotypes in order to decrease barriers to men being SPs.

In the second stage of our analyses, we found that SP reporting differed accordingly to a 

SP’s relationship with the participant. Adult child SPs rated participants as less impaired 

than did spousal SPs. Our findings suggest that if study arms or groups are not balanced 

on relevant SP characteristics, results could be biased by differences in SP reporting. If our 

findings bare out with replication, research will be needed to develop methods—whether 

changes to recruitment strategies, trial design, or data analysis—to address them. Contrary to 

earlier studies that prioritized spousal SPs over SPs with other relationships to participants, 

we contend that, in order to promote diversity, inclusion, and representation in research, 

individuals should be encouraged to serve as SPs regardless of relationship type. This may 

contribute to increased representativeness of study samples.

SPs make valuable contributions to AD/ADRD research. Yet, the precise nature of the role 

has long been overlooked, and the effect on data ignored. Our findings suggest SPs influence 

who can participate in AD/ADRD research and what is understood about the individuals 

who participate. More work is needed to understand how the role can be designed and data 

can be analyzed to improve AD/ADRD research.
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Figure 1. 
Venn Diagram of (a) relationship between participants with living spouses and adult children 

and (b) relationship among participants with living spouses and adult children who also 

identify as caregivers of the participants.
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Figure 2. 
Study partner’s (SP’s) ratings of present memory in participants with no instrumental 

activities of daily living impairments and mini-mental status exam scores >28. Higher scores 

reflect SP reports of worse memory functioning.
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