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Abstract
Background: Living with dementia can be a lonely experience, undermining older adults’ quality of life. Evidence supports that personal
contact interventions can address older adults’ loneliness. However, effects have been small to date, and little is known about how one’s
perceptions of baseline contact may in�uence an intervention’s use and effects. The purpose of this study was to explore how baseline
contact, as perceived by older adults living with dementia, may be associated with the acceptability of a personal contact intervention.  

Methods: This descriptive study was a secondary analysis of data that we collected from 15 people living with mild to moderate
dementia in a long-term care home who participated in Connecting Today. Connecting Today is a personal contact intervention that
involves 30 minutes of scheduled, unscripted interaction between persons living with dementia and a family member, friend or research
assistant. Visits occurred for six weeks, face-to-face or by phone. We compared groups that perceived that they had high (i.e., weekly,
n=8) versus low (i.e., monthly or unknown, n=7) contact at baseline to explore differences in acceptability. We measured perceived
acceptability (adapted Treatment Perception and Preferences Questionnaire) and the amount and reasons reported for missing data
and study withdrawal. Descriptive statistics were used to summarize the data, and proportions and frequencies were compared in
tables and charts to explore differences between groups.

Results: In visits one and two when there were little missing data, a larger proportion (85.7% to 100%) of low contact participants
reported feeling better, that the visits helped them, and that the visits were easy ‘mostly’ or ‘a lot’, as compared to the high contact group
(37.5% to 62.5%). Retention and attrition after visit two further supported that Connecting Today may be more acceptable for people
with low perceived baseline contact: the majority of missing data (71%) and all study withdrawals were observed in the high contact
group.

Conclusions: Testing the hypotheses generated in this study about the in�uence of perceived baseline contact upon acceptability in
larger feasibility and effectiveness studies will support development of tailored, theory-based personal contact interventions.

Background
Humans are a deeply social species. Social connectedness re�ects the feeling of belonging to a group and feeling close to other people
[1], and is a valuable resource in life [2]. Conversely, loneliness is associated with poor mental and physical health [3]. Loneliness is also
a perception, and re�ects feeling that the amount or quality of one’s relationships is insu�cient to meet one’s needs [4–6]. Social
isolation is a distinct concept referring to an objective lack of contact with, access to, or interaction with others [7] and is a risk factor
for loneliness [1]. 

Age is negatively related to network size, closeness to network members, and the number of non-primary-group ties, placing older adults
at increased risk for social isolation and loneliness [8]. The health risks posed by loneliness may be particularly severe for older adults
[9, 10], especially when they are also facing stressful life course transitions, health problems such as chronic diseases or psychological
stress [11], or disabilities [12]. Dementia is a chronic disease, and there is a steep increase in the prevalence of dementia with ageing: in
2014, an estimated 11.6% of Canadians between 75-84 and 37.1% over age 85 were living with dementia [13].

Personal contact interventions

Personal contact interventions are among the most frequently used approaches to prevent loneliness among cognitively intact older
adults [14]. These interventions are based directly on the empirical �nding that meaningful social contact is a key factor that in�uences
feelings of loneliness and social connection among older adults [15–17]. Personal contact interventions are single component
interventions [18]: they use scheduled contact with a family member, friend, or volunteer as the component or ‘active ingredient’ to
address loneliness [14]. The promise of personal contact interventions is supported by numerous studies that have found a small but
statistically signi�cant reduction in loneliness following a personal contact intervention when used with older adults [19–23].

However, researchers have not evaluated use of personal contact interventions to reduce loneliness speci�cally among older adults
living with dementia. The symptoms associated with dementia include memory problems, behavioural and personality changes,
confusion and disorientation [24]. Dementia symptoms increase the risk of feeling lonely due to the decreased ability to initiate and
maintain meaningful social connections without appropriate support, and the possibility of forgetting an interaction after it has
occurred [8]. Studies of the effects of personal contact interventions that aimed to address loneliness have targeted the ‘cognitively
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intact’ or people with ‘good cognitive function’ and have, at most, included a small minority of people who had mild cognitive
impairment [20, 22, 23].

No personal contact intervention aimed to address loneliness has been speci�cally designed or adapted to meet the needs of people
living with mild, moderate or severe dementia [14]. As such, we know little about the appropriateness, potential effectiveness, and
necessary adaptations of personal contact interventions for use with people living with dementia. Acceptability refers to key
stakeholders’ views related to an intervention. Acceptability assessments are done to determine whether an intervention is appropriate,
reasonable, suitable and convenient for application in a new target population, future research or in daily life [25]. If key stakeholders,
like members of the target population, do not �nd an intervention acceptable, in terms of its activities, mode of delivery, or dose, then
they are unlikely to participate in it, and it cannot have an impact on loneliness.

Collection of Baseline Contact Data

A key factor that may in�uence acceptability of a personal contact intervention is the amount and nature of contact that the person
living with dementia perceives that they receive at baseline. Along with the limited research attention given to addressing loneliness
experienced by older adults living with dementia, few studies of a personal contact intervention have collected data related to the
participants’ perceptions of their own personal contact at baseline. Most studies have described some social variables at baseline, such
as living arrangement, social support, or loneliness [20–23, 26–28], but none considered participants’ perceptions of the amount or
nature of personal contact prior to implementing a personal contact intervention. This seems to be an important omission, because
personal contact interventions aim to increase feelings of connection by augmenting the amount or nature of contact that one receives.

We will describe two examples to illustrate this issue: a qualitative study that examined the opinions of users of the Befriending
Scheme, a local home-visiting service, (n=13) [28], and a case study about a program to use email contact (n=9) [19]. Both studies were
of personal contact interventions aimed to reduce loneliness among older adults. While each of these studies reported some data
related to the participants’ baseline contact (e.g., living arrangement, having someone to talk to), neither explored how people’s
perceptions of their personal contact with others at baseline may have in�uenced their uptake of, or engagement in, the personal
contact intervention. Researchers tend to assume that people who are isolated at baseline (e.g., living alone, or who have few friends)
may respond best to interventions aimed at increasing their personal contact, and then design their inclusion criteria accordingly to
target the socially isolated [19, 27]. However, participants with dementia have their own perceptions of the amount and nature of
contact that they receive at baseline, and these may differ from more objective measures of social isolation. How these perceptions of
baseline contact may in�uence their opinions of and engagement with a personal contact intervention has not been explored
empirically to date.

The purpose of this study was to explore how the perceptions of baseline contact of people living with dementia in�uenced their
acceptability of a personal contact intervention. This was the �rst study, to our knowledge, to explore these questions. From our
�ndings, we have generated novel hypotheses for testing in future research aimed to advance theory of the mechanisms and effects of
personal contact interventions.

Methods

Aim
Our aim was to explore how perceptions of weekly (as compared to monthly or unknown) baseline contact may be related to
acceptability of “Connecting Today”, a personal contact intervention. Connecting Today was pilot tested in a recent study with persons
living with mild to moderate dementia in long-term care homes. The overall feasibility and acceptability of Connecting Today will be
reported in a forthcoming manuscript.

Design
This was a quantitative, descriptive, exploratory study, and secondary analysis of data that we collected during the time that
participants in either the intervention or wait-list control groups received the Connecting Today intervention. Data were from 15 people
living with mild to moderate dementia residing in two urban long-term care homes. All were offered six Connecting Today visits. Ethical
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approval was received from the Health Research Ethics Board – Health Panel at the University of Alberta (Pro00084244). This research
was performed in accordance with the Declaration of Helsinki.

The Connecting Today Intervention

Development of Connecting Today has occurred in phases as per Medical Research Council recommendations for the development of
complex interventions[29, 30]. In Phase 1, HMO completed: (i) scoping reviews to de�ne antecedents and outcomes of older adults’
loneliness[1], and clarify the intervention’s active ingredient, activities, mode of delivery and dose[14]; (ii) a mixed methods study which
supported acceptability of personal contact interventions according to health care providers and family members and friends of people
living with dementia. This study highlighted the importance of �exible delivery, having a facilitator available to schedule and check-in
during visits, to involve family members and friends where feasible, and to bring and set up telephone equipment as needed (n=25)[31];
and (iii) the present study is a secondary analysis of data that we collected as part of Phase 2 pilot testing to assess feasibility and
acceptability of Connecting Today.

The essential component of the Connecting Today intervention is providing routine visits for a person living with dementia while they
reside in long-term care. We told participants to do what they can to attend and engage in routine visits, and that we would be studying
what is actually possible for people living with dementia in long-term care homes and their family members and friends. Some care
home residents had someone that self-identi�ed as a family member or friend and was willing to be their personal contact. If they did
not have a contact, then the research assistant (RA) was assigned to complete the visits. Several activities were involved to implement
routine visits: (1) The person with dementia (or their designated decision maker) chose a family member, friend or the RA to be the
contact, and interacted with the same contact person for all visits, face-to-face or by phone. In our study, three residents chose their own
visitor (which was the RA in all cases); the other contacts were selected by Designated Decision-Makers (DDMs). Seven of the 15
residents visited with an RA contact. We encouraged visits to occur face-to-face at least half of the time. (2) The RA worked with the
friend/friend contact to schedule visits for a minimum of 30 minutes, once per week, for 6 weeks, and sent the personal contact an
Alzheimer Society handout related to communication strategies used with people living with dementia. (3) The RA attended each visit
as the contact or, in the case of a friend/friend contact, to help set-up for the visit (e.g., �nd a quiet location, set up the telephone as
needed), and to complete a brief check-in after the �rst 10 minutes. (4) The resident and their contact determined what to talk about or
do each visit.

Setting
The pilot study took place across two large long-term care homes (each >100 beds) situated in a mid-size urban setting in Alberta,
Canada. The homes were similar in terms of their physical features (e.g., high proportion of shared rooms arranged along corridors)
and philosophies of person-centred care.

Inclusion and Exclusion Criteria

Clinical staff identi�ed potentially eligible participants (items 1-5 below). The RA then con�rmed eligibility (item 6). Clinical staff were
asked to complete the preliminary eligibility screen in January, April and July 2019 to identify new participants. The eligibility criteria
were:

1. Completed Resident Assessment Instrument (RAI) 2.0 full assessment [32] (to assess for eligibility, and necessary for the collection
of demographic data). 

2. Age of 65 or older (RAI 2.0 item AA3a).

3. Diagnosed with Alzheimer’s disease or other dementia (RAI 2.0 items I1r, I1v).

4. Had possible mild-to-moderate cognitive impairment (RAI 2.0 Cognitive Performance Score 1-3) [33].

5. Understood spoken English (based on clinical staff’s knowledge of the resident).

�. Had a Mini Mental Status Examination score >12 (necessary to complete measures). 

Recruitment and Informed Consent

In consultation with site managers, one or two units within each site were selected that included persons living with mild to moderate
dementia. Care home staff reviewed the medical records (i.e., the Resident Assessment Instrument, RAI 2.0 data) of all the residents in
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the selected units to determine eligibility. These staff then approached all residents (or the DDM) that met the inclusion criteria to
assess their interest in participating in the study. Clinical staff provided to the RA the names and contact information for those that
were interested in learning more about the study. The RA contacted these individuals to explain the study in further detail, con�rm
eligibility, and obtain written (or audio-recorded verbal) consent from the person living with dementia (or their DDM). The RA also
assessed assent of people living with dementia based on verbal and non-verbal indicators during each visit and data collection
session. The sample size calculation identi�ed that twenty participants were needed to estimate a proportion of 15% (which would be a
common estimate of attrition, for example) within 9 points of accuracy with 90% con�dence (Hertzog, 2008). To account for
withdrawals and missing data, the pilot study investigators aimed to recruit a minimum of 30 participants for the pilot, but challenges
with recruitment resulted in a smaller sample size (n=15). The small sample size is a study limitation.

Data Collection
Data were collected to assess participant demographics, perceptions of baseline contact, and indicators of intervention acceptability
from March to November 2019.

Demographics. Demographic data were collected from residents’ clinical RAI 2.0 records two weeks before the intervention group
received Connecting Today to measure variables that in�uence loneliness identi�ed in a comprehensive review [1]. The variables were:
age (RAI 2.0 item AA3a), sex (AA2), education (AB7), marital status (A5), hearing (C1), vision (D1), functional dependence (Activity of
Daily Living Hierarchy Scale items - G1eA, G1hA, G1iA, & G1jA), depression (Depression Rating Scale items - E1a, E1d, E1f, E1h, E1i, E1l,
& E1m), involvement in facility life (Index of Social Engagement items - F1a, F1b, F1c, F1d, F1e, & F1f), con�ict with others (F2a, F2b,
F2c, & F2d), absence of family member/friend contact (F2e), recent loss of loved one (F2f), family member/signi�cant other involved in
care planning (R1b & R1c), and number of medications (O1). Evidence supports the reliability (inter-rater and internal consistency) and
validity (criterion, convergent and predictive) of the RAI 2.0 items [34]. Our research team con�rmed the level of cognitive impairment by
using the Mini Mental Status Examination (MMSE) [35]. The MMSE is widely used, and has evidence supporting its construct validity
and test-retest and interrater reliability [35].

Baseline contact data. The perceptions of the amount and nature of current visits were collected as a component of the demographic
information from participants living with dementia before receipt of Connecting Today (Additional �le 1). Items were generated by the
authors to explore whether Connecting Today offered something different from what the resident perceived that they already received
(they were not intended to objectively measure actual contact). The stems were written in simple language, a limited set of response
options were provided, and the response tree strategy was applied to enhance comprehension and limit cognitive burden [36]. The RA
read each question and the response options aloud in face-to-face sessions. Participants were asked about who visits other than health
care workers, and asked about speci�c types of visitors one at a time (participant responded yes or no). If a participant stated ‘yes’ to
the type of visitor, they were asked how the visits with that person usually happen (in person, over the phone, videoconference, or other).
Another item asked, in general, ‘how often do people visit’ (less than once per month, about once per month, about once per week, a few
times per week, every day), and whether visits last as long as the person would like (yes or no). The co-author team, which includes
gerontological researchers and people who have experience working directly with people living with dementia, reviewed the items and
agreed that they were clear and relevant to the topic under study (face validity).

Acceptability data. Immediately following each Connecting Today visit, the RA asked the resident six items face-to-face to directly
measure acceptability, de�ned as participants’ perceptions of appropriateness, effectiveness, and convenience of Connecting Today
(Additional �le 2). The items were informed by the Treatment Perception and Preference (TPP) measure, but adapted to �t with the
particular treatment under assessment (i.e., Connecting Today), as per the developer guidelines (α > .85) [37]. To reduce cognitive
burden, item stems were simpli�ed and response options reduced from a 5-point to a 3-point Likert scale, and presented in a response-
tree format [36]. Items asked about whether they enjoyed the visit, felt better after the visit, and found it easy to visit. If the participant
responded ‘yes’ to the item, then the level of enjoyment, feeling better, or ease was assessed (a little, mostly, a lot).

Throughout the study, we used a study log to collect data related to retention, attrition, attendance at visits, and reasons that persons
living with dementia or their DDMs gave for not consenting to participate in the study. These are indirect indicators of acceptability
because withdrawal, non-attendance, and non-consent are associated with perceptions of the intervention; people who �nd an
intervention unacceptable are less likely to agree to participate or to complete all intervention sessions [38].
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Data Analysis
Descriptive statistics (means/SDs or medians and interquartile ranges for continuous variables and frequencies, medians, and modes
for categorical variables) were used to summarize the demographic characteristics and perceptions of baseline contact. We
dichotomized the variable measuring visit frequency to de�ne two subgroups: (1) persons living with dementia who received weekly
visits prior to the intervention and (2) persons living with dementia who received monthly visits or did not know their baseline contact
prior to the intervention. Descriptive statistics were used to summarize acceptability data in the overall sample (means/SDs as sample
size was 15) and the two subgroups (frequencies as the sample sizes were smaller). For analysis of attendance, attrition and missing
data, the denominator was the total number in the subgroup at baseline. The proportion of missing data at each time point and the
reasons for missing data were analyzed and considered carefully in the interpretation of the results. For acceptability data, we used
complete case analysis. Conventional content analysis [39] was used to summarize the reasons for non-consent. These data were then
converted to a quantitative, categorical format based on the identi�ed reasons for non-consent. We used tables and bar charts to
compare (not test) the results between the two subgroups for each visit (six visits in total). Between the groups, we noted differences in
perceived acceptability, and withdrawal and non-attendance. We explored whether the reasons for non-consent were related to baseline
contact. This led us to generate hypotheses about the in�uence of baseline contact on acceptability.

Results
Recruitment and non-consent

The staff at both sites approached all 103 eligible residents or their DDM and provided information about the study. Of those residents/
DDMs, 69 showed interest. When approached by the RA, 35 persons living with dementia or their DDMs declined to participate and 13
did not meet the inclusion criterion of having an MMSE > 12, leaving a total of 15 participants. The RA recorded the reasons that people
living with dementia/ DDMs decided not to participate in the study. The most common reasons for non-consent were perceptions that
the intervention or study was not appropriate for the health condition or ability of the person living with dementia (n=16) and concerns
with asking the person living with dementia too many questions (n=9). Several people also declined to participate because they
perceived that the person living with dementia already received enough visits (n=5) (see Figure 1).

Sample characteristics

The sample was mainly female (n=13, 86.7%), the average age was 87.2 years (range=76-99) and a majority of participants were
widowed (n=9, 60.0%). This sample composition is typical of care home populations in Canada. Nine out of 15 persons living with
dementia (60.0%) had hearing impairment and six (40.0%) had vision impairment. The average level of functional dependence was 3,
indicating needs of extensive assistance in personal hygiene or toilet use score (scale range 0-6; 0=independent 6-total dependence).
The average depression score was 2.13 (SD 2.61); a score of 3 or more indicates a potential or actual problem with depression (scale
range 0-14). None of the persons living with dementia had total absence of family member/friend contact or had recently lost a loved
one. Most residents did not have a family member or signi�cant others (n=9, 60%) involved in the RAI 2.0 assessment care planning
(see Table 1). We did not observe any obvious differences in the demographic characteristics between the groups with weekly as
compared to monthly or unknown contact at baseline.

Perceived baseline contact

How often a participant perceived they had a visitor was divided almost equally between groups that perceived high contact (i.e.,
having visitors at least once per week, n=8), and low/ unknown contact (i.e., having visitors once per month or not remembering the
frequency of contact, n=7). Participants most often reported that visitors were their children (n=9, 60.0%) or a friend (n=8, 53.3%). These
visits occurred most often in-person (children 7 of 9, 77.8%; friend 5 of 8, 62.5%) (see Table 2).

Attendance, attrition, and missing data

Participant attendance at sessions differed between the high and low baseline contact groups (see Table 3). In the high baseline
contact group, four withdrawals occurred between visits two to six and contributed to the higher non-attendance rates observed in this
group. No participants from the low baseline contact subgroup withdrew from the study. Two of the four withdrawals were related to
perceptions of the study or intervention. The participant who withdrew after visit one stated, ‘I don’t think this will help’. She explained
she was too busy in the mornings for the visits and too tired in the afternoons, indicators that the intervention was not viewed as
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appropriate by this participant. Another participant was withdrawn by their DDM after visit three because their DDM reported that they
were agitated and annoyed by the questions the RA asked. This suggests that the intervention was not viewed positively enough to
outweigh the inconvenience of the study procedures.

There were 9 instances of missing data, and 7 (71%) of these instances occurred in the high baseline contact group. Some missing
data in both groups could be explained by reasons that did not have to do with Connecting Today or study procedures. These reasons
included the RA being unable to attend visit three (affected n=1 in the high contact and n=2 in the low contact group) and an in�uenza
outbreak at the site during visit six (affected n=2 in each group). The other instances of missing data occurred because the participant
or their family member/friend contact did not attend the session or the participant refused to answer the questions. These instances of
missing data could be related to perceptions of Connecting Today or study procedures and occurred most often in the high contact
group (n=4) as compared to the low contact group (n=1). Taken together, the patterns related to missing data and attrition suggest that
participants with a lower perceived baseline contact may stay in the study longer and participate more regularly than participants with
a higher perceived baseline contact.

Perceived acceptability

In visits 1 and 2, there were little missing data, and the majority of the 15 participants that attended sessions perceived Connecting
Today as enjoyable, effective to help them feel better, and that it was easy to visit with the contact (i.e., majority rating > 2 for each
item). However, there were some differences between high and low contact groups in the proportion rating Connecting today as
enjoyable, effective, and easy (i.e., > 2) during visits 1 and 2 that suggested that the low contact group may have held more positive
perceptions of Connecting Today. Missing data in visits 4 to 6 limited our ability to draw conclusions about the extent to which these
perceptions were maintained over time (see Table 3). These �ndings are presented in detail below.

Appropriateness.

During visits 1 and 2, the majority of participants enjoyed the visits in both the low (100%) and high contact groups (87.5%). However,
in visits 1 and 2, a higher proportion of people in the low contact group enjoyed visits “mostly” or “a lot” (100%), as compared to the
high contact group (62.5%). In visits 4, 5, and 6, there were several participants in the low contact group that reported enjoying visits “a
lot” (n=4, 6, 1). In contrast, in the high baseline contact group in visits 4, 5 and 6, very few reported that they enjoyed the visit “a lot”
(n=2, 1, 1).

Effectiveness.

Effectiveness (as a component of acceptability) refers to the participants’ perceptions of the intervention in terms of helpfulness in
managing present problems [25]. In visits 1 and 2, the majority of participants reported that Connecting Today helped them feel better
in both the low (85.7%) and high contact groups (75%). In visits 1 and 2, a higher proportion of people in the low contact group stated
that visits helped them feel better mostly or a lot (85.7%), as compared to the high contact group (37.5% in visit 1 and 50.0% in visit 2).
In visits 4, 5, and 6, there were several people in the low contact group that reported that visits helped them feel a lot better (n=4, 5, 2). In
contrast, in the high baseline contact group, very few reported that visits 4, 5, and 6 helped them feel a lot better (n=1, 1, 0). These
patterns support that participants who have a lower perceived baseline contact may view the intervention as more helpful or effective.

Convenience.

The third question was about the ease of the visit from the perspective of the participants, which relates to convenience. In visits 1 and
2, all participants in the low contact group (100%) and about half in the high contact group (50% in visit 1 and 62.5% in visit 2) found it
easy to visit. In visits 1 and 2, a higher proportion of people in the low contact group reported the ease of the visit as ‘mostly’ or ‘a lot’
(100.0% in visit 1 and 85.7% in visit 2), as compared to the high contact group (50.0%-62.5%). In visits 4, 5, and 6, there were several
people in the low contact group that stated that ease of visit was ‘a lot’ (n=5, 6, 1). In contrast, in the high baseline contact group, very
few reported that the ease of visit was ‘a lot’ in visits 4, 5, and 6 (n=2, 1, 0).

Discussion
In this study, we explored several indicators of acceptability of a personal contact intervention, Connecting Today, in a small sample of
people living with mild to moderate dementia in care homes. Considering both attendance and perceived acceptability, we found that a
majority of those with high and low baseline contact initially reported that Connecting Today was acceptable. However, after visit three,
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patterns of and the reasons for attrition and missing data support that those with high contact at baseline did not �nd Connecting
Today as valuable as those in the low baseline contact group. This proposition was also supported by the consistent pattern of higher
proportions of people in the lower contact group reporting that Connecting Today was enjoyable, helped them feel better, and was easy
‘mostly’ or ‘a lot’. Our �ndings suggest that people living with dementia who perceive their baseline contact to be substantially less than
what is offered by a proposed personal contact intervention may have more positive perceptions of the intervention.

The three main hypotheses generated from this small exploratory study, and which should be tested in future research are: (1) Those
with high perceived baseline contact are more likely to withdraw from the study or refuse to answer study questions, as compared to
those with low contact at baseline; (2) Those with low perceived baseline contact view personal contact interventions as more
acceptable as compared to those with high perceived baseline contact; and (3) While both those with low and high perceived baseline
contact may bene�t from personal contact interventions, effects may be stronger among those with low perceived baseline contact.
These hypotheses are novel; the in�uence of perceived baseline contact on acceptability and subsequent intervention effectiveness has
not been previously explored among cognitively intact older adults or people living with dementia.

Our �ndings support that the collection of perceived baseline contact data may help identify those who would bene�t most from a
personal contact intervention. Targeting is a commonly used technique that focuses on the development of a single specialized health
intervention approach for a de�ned subgroup of people [40]. Our �ndings highlight that not all people living with dementia in a long-
term care home perceive that they are socially isolated, and that the strongest effects of a personal contact intervention may be
observed by targeting those that perceive that they are socially isolated. However, we do not recommend excluding people with high
perceived baseline contact from all future studies. While we identi�ed possible differences between the groups highlighting the
importance of assessing the participants’ perceptions of their baseline contact, some participants in the high baseline contact group
still perceived Connecting Today as enjoyable and bene�cial and saw value in an intervention that promoted weekly visits.

Rather than excluding people with high perceived baseline contact from future studies, we recommend completing subgroup analyses
to compare effects between groups. This approach would advance knowledge because previous studies have overlooked the potential
in�uence of perceived baseline contact or only included people that the researcher deemed socially isolated (e.g., older people living
alone), without assessing the individual’s perceptions of their social integration [20–23, 26–28]. Participants’ perspectives can help
researchers gain insight into what works, what does not work, and why. This kind of understanding supports implementation of
interventions at the right time to the right person, enhancing their effects, and addressing the urgent need for precise, theory-informed
interventions to address individual’s needs [41].

Given our �ndings, Connecting Today will be revised to more explicitly encourage the resident or DDM to tailor the intervention to the
resident’s needs. Most complex interventions do involve some level of tailoring as they are implemented [42]. Intervention tailoring
re�ects a process of individual assessment to determine the best strategies for that person based on their characteristics and to
address the outcome of interest [40]. For example, some persons living with dementia may perceive that they receive regular visits from
a single contact or caregiver, and Connecting Today could be applied to promote visits by people other than the primary contact. The
intervention could also be used to offer visits by phone for someone who cannot use the phone on their own. Tailoring would involve a
collaborative discussion to identify how Connecting Today could be used to �t the individual’s needs and wants for social connection.
By considering participants’ interests, goals, and perspectives, there is an opportunity to improve adherence, optimize intervention
design, and promote better outcomes [25].

Our �ndings also support that participants’ perspectives should be taken into account in future research to design and understand the
effects of personal contact interventions. In previous studies with the cognitively intact, participant perspectives have been used to
inform the design of an intervention by addressing older adults’ concerns related to use of technology in a videoconference intervention
[20], to use older adults’ suggestions to publicize a telephone befriending service [27], to help select the contact for a befriending
program [28], and to identify reasons (e.g., technical problems) why users were satis�ed or dissatis�ed with a telehealth intervention
[23]. These four studies used perspectives of cognitively intact older adults related to the intervention to improve adherence, optimize
intervention design, and to promote better outcomes. Our �ndings support that older adults with dementia also have an important
perspective that can be used to inform intervention design, and that their perceived baseline contact may be a key component of this.

Strengths And Limitations
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This was a secondary analysis of a small dataset, and the sub-groups in our study were small. While the small sample greatly limits
stability of the quantitative estimates and the �ndings do not have statistical generalizability, our purpose in this secondary analysis
was to use the data to think more deeply about acceptability and generate hypotheses for future testing. The �ndings support
recommendations for improving recruitment and retention in future studies and raise testable questions, and thus have analytic
generalizability [43]. Future prospective studies, powered to detect differences between low and high contact groups, will be needed to
rigorously test the hypotheses and produce �ndings with statistical generalizability. After visit three, attrition and missing data lead to
very small and unequal group sizes, and comparisons of perceived acceptability between groups after visit two was particularly
problematic. Despite missing data, the longitudinal dataset remained a key study strength and supported triangulation of data sources,
allowing us to compare perceived acceptability with the amount and reasons for missing data and withdrawals in order to generate the
hypotheses.

Conclusion
This study supports the growing body of literature related to the importance of understanding and integrating perspectives of end
users, including people living with dementia, during the research process. Little is known about how perceived baseline contact impacts
one’s experiences in receiving an intervention aimed at increasing personal contact, and even less is known when the intervention is
aimed to support people living with dementia. Our �ndings support that a person with dementia’s perceptions of their baseline contact
may affect acceptability of a personal contact intervention. This effect on acceptability will, in turn, in�uence the potential of such
interventions to promote social connectedness and quality of life. This exploratory study has identi�ed patterns that can inform design
of future research and has generated novel hypotheses that warrant further testing. Perhaps most important, the �ndings add support
to a growing body of research and advocacy efforts to include the voice of the person with dementia in research. Regardless of whether
or not these perceptions hold objective accuracy, the perceptions of people living with dementia related to their baseline contact hold
great value to improve understanding of how interventions can be designed to more effectively address loneliness.
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Tables
Table 1 - Resident Demographics (n=15)
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Variable

 

N (%)

Sex  

       Male 2 (13.3)

       Female 13 (86.7)

       Not reported 0 (0.0)

Education  

No schooling 0 (0.0)

Grades 1-8 or less 1 (6.7)

9-11 grades 2 (13.3)

High school graduate 3 (20.0)

Technical/trade school 0 (0.0)

Some college 0 (0.0)

Bachelor’s degree 1 (6.7)

Graduate degree 0 (0.0)

Not reported 8 (53.3)

Not assessed at 1 site.

Marital Status  

Never married 1 (6.7)

Married 2 (13.3)

Widowed 9 (60.0)

Separated 0 (0.0)

Divorced 3 (20.0)

Not reported 0 (0.0)

Hearing  

       Hears adequately 5 (33.3)

Minimal di�culty 4 (26.7)

Hears in special situations only 2 (13.3)

Highly impaired/absence of useful hearing 0 (0.0)

Not reported 4 (26.7)

Vision  

Adequate 2 (13.3)

Impaired 6 (40.0)

Moderately impaired 1 (6.7)

       Highly impaired 2 (13.3)

Severely impaired 0 (0.0)
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Variable

 

N (%)

Not reported 4 (26.7)

 

Functional dependence  

Independent 0 (0.0)

Supervision 0 (0.0)

Limited 5 (33.3)

       Extensive 1 4 (26.7)

Extensive 2 6 (40.0)

Dependent 0 (0.0)

Total dependence 0 (0.0)

Not reported 0 (0.0)

Con�ict  

       With staff  

       No 14 (93.3)

       Yes 1 (6.7)

             Not reported 0 (0.0)

       With roommate  

No 15 (100.0)

Yes 0 (0.0)

            Not reported 0 (0.0)

       Other residents  

No 14 (93.3)

Yes 1 (6.7)

            Not reported 0 (0.0)

       Family member/friends  

No 15 (100.0)

Yes 0 (0.0)

            Not reported 0 (0.0)

Absence of family member/friend contact  

        No 15 (100.0)

       Yes 0 (0.0)

       Not reported 0 (0.0)

Recent loss of a loved one  

No 15 (100.0)

Yes 0 (0.0)
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Variable

 

N (%)

       Not reported 0 (0.0)

Family member/signi�cant other involved in RAI 2.0 assessment  

No 9 (60.0)

Yes 6 (40.0)

Not reported 0 (0.0)

Table 2 -Perceived baseline contact reported by persons living with dementia (n=15)
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Variable

 

N (%)

Anyone visits  

      No 2 (13.3)

      Yes 13 (86.7)

Who visits  

      Friends 8 (53.3)

      Spouse 3 (20.0)

      Children 9 (60.0)

      Grandchildren 6 (40.0)

      Siblings 6 (40.0)

      A paid companion 0 (0.0)

      Volunteer(s) 6 (40.0)

      Cousin(s) 2 (13.3)

      Nieces or nephews 4 (26.7)

      Other

 

3 (20.0) [Neighbors, Pastor, Don’t know where she came from]

Typically in-person visits  

      Friends (n=8) 5 (62.5)

      Spouse (n=3) 2 (66.7)

      Children (n=9) 7 (77.8)

      Grandchildren (n=6) 5 (83.3)

      Siblings (n=6) 4 (66.7)

      A paid companion (n=0) 0 (0.0)

      Volunteer(s) (n=6) 5 (83.3)

      Cousin(s) (n=2) 1 (50.0)

      Nieces or nephews (n=4) 3 (75.0)

      Other (n=3) 3 (100.0)

Typically phone visits  

      Friends (n=8) 2 (25.0)

      Spouse (n=3) 1 (33.3)

      Children (n=9) 2 (22.2)

      Grandchildren (n=6) 1 (16.7)

      Siblings (n=6) 2 (33.3)

      A paid companion (n=0) 0 (0.0)

      Volunteer(s) (n=6) 1 (16.7)

      Cousin(s) (n=2) 1 (50.0)
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Variable

 

N (%)

      Nieces or nephews (n=4) 1 (25.0)

      Other (n=3) 0 (0.0)

Typically visits both in-person and by phone  

      Friends (n=8) 0 (0.0)

      Spouse (n=3) 0 (0.0)

      Children (n=9) 0 (0.0)

      Grandchildren (n=6) 0 (0.0)

      Siblings (n=6) 0 (0.0)

      A paid companion (n=0) 0 (0.0)

      Volunteer(s) (n=6) 1 (16.7)

      Cousin(s) (n=2) 1 (50.0)

      Nieces or nephews (n=4) 1 (25.0)

      Other (n=3) 0 (0.0)

Number of visitor types  

0 visitors 2 (13.3)

1 visitors 0 (0.0)

2 visitors 3 (20.0)

3 visitors 4 (26.7)

4 visitors 3 (20.0)

5 visitors 1 (6.7)

6 visitors 2 (13.3)

Frequency of contact  

Everyday 0 (0.0)

A few times per week, but not everyday 3 (20.0)

Once per week 5 (33.3)

About once per month 4 (26.7)

Less than once per month 0 (0.0)

Don’t know 3 (20.0)

Not reported 0 (0.0)

Length of contact/visit (in minutes)  

Less than 60 3 (20.0)

60 to 120 5 (33.3)

More than 120 1 (6.7)

Didn’t report in minutes  5 (33.3) [Depends on the day; Doesn’t matter; Good enough;    Not sure; Hard to
say]

Not reported 1 (6.7)
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Variable

 

N (%)

Acceptability of length of visit (resident
perception)

 

No 3 (20.0)

Yes 9 (60.0)

Don’t know 2 (13.3)

Not reported 1 (6.7)

Identify with a culture or ethnicity  

No 12 (80.0)

Yes (Canadian [n=1]; Ukrainian Catholic [n=1]) 2 (13.3)

Don’t know 1 (6.7)

Not reported 0 (0.0)

Table 3. Perceived acceptability in high (weekly, n=8) or low (monthly or unknown, n=7) baseline  contact groups
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  Visit 1 Visit 2 Visit 3 Visit 4 Visit 5 Visit 6

  High Low High Low

 

High Low High Low High Low High Low

Variable N (%) N (%) N (%) N (%) N (%) N (%) N (%) N (%) N (%) N (%) N (%) N (%)

Attended session

  No 0 (0.0) 0 (0.0) 1
(12.5)

0 (0.0) 3
(37.5)

2
(28.6)

4
(50.0)

0 (0.0) 5
(62.5)

0 (0.0) 6
(75.0)

3
(42.9)

  Yes 8
(100.0)

7
(100.0)

7
(87.5)

7
(100.0)

5
(62.5)

5
(71.4)

4
(50.0)

7
(100.0)

3
(37.5)

7
(100.0)

2
(25.0)

4
(57.1)

 

Non-attendance due to

 
Withdrawal

0 (0.0) 0 (0.0) 1
(12.5)

0 (0.0) 2
(25.0)

0
(0.0)

3
(37.5)

0 (0.0) 3
(37.5)

0 (0.0) 4
(50.0)

0
(0.0)

  Contact
(e.g.,
absent)

0 (0.0) 0 (0.0) 0
(0.0)

0 (0.0) 0
(0.0)

0
(0.0)

1
(12.5)

0 (0.0) 1
(12.5)

0 (0.0) 0 (0.0) 0
(0.0)

  RA sick 0 (0.0) 0 (0.0) 0
(0.0)

0 (0.0) 1
(12.5)

2
(28.6)

0
(0.0)

0 (0.0) 0
(0.0)

0 (0.0) 0 (0.0) 0
(0.0)

  Resident
(e.g., tired)

0 (0.0) 0 (0.0) 0
(0.0)

0 (0.0) 0
(0.0)

0
(0.0)

0
(0.0)

0 (0.0) 1
(12.5)

0 (0.0) 1
(12.5)

1
(14.3)

  Site
closed

0 (0.0) 0 (0.0) 0
(0.0)

0 (0.0) 0
(0.0)

0
(0.0)

0
(0.0)

0 (0.0) 0
(0.0)

0 (0.0) 1
(12.5)

2
(28.6)

 

Enjoyed visit

  No 0 (0.0) 0 (0.0) 0
(0.0)

0 (0.0) 0
(0.0)

0
(0.0)

0
(0.0)

0 (0.0) 0
(0.0)

0 (0.0) 0 (0.0) 0
(0.0)

  Yes 7
(87.5)

7
(100.0)

7
(87.5)

7
(100.0)

5
(62.5)

5
(71.4)

4
(50.0)

7
(100.0)

2
(25.0)

7
(100.0)

2
(25.0)

4
(57.1)

  Missing 1
(12.5)

0 (0.0) 1
(12.5)

0 (0.0) 3
(37.5)

2
(28.6)

4
(50.0)

0 (0.0) 6
(75.0)

0 (0.0) 6
(75.0)

3
(42.9)

 

How much enjoyed visit

  A little 2
(25.0)

0 (0.0) 2
(25.0)

0 (0.0) 1
(12.5)

0
(0.0)

0
(0.0)

0 (0.0) 1
(12.5)

0 (0.0) 0 (0.0) 0
(0.0)

  Mostly 1
(12.5)

2
(28.6)

0
(0.0)

2
(28.6)

2
(25.0)

2
(28.6)

1
(12.5)

3
(42.9)

0
(0.0)

1
(14.3)

1
(12.5)

3
(42.9)

  A lot 4
(50.0)

5
(71.4)

5
(62.5)

5
(71.4)

2
(25.0)

3
(42.9)

2
(25.0)

4
(57.1)

1
(12.5)

6
(85.7)

1
(12.5)

1
(14.3)

  Missing 1
(12.5)

0 (0.0) 1
(12.5)

0 (0.0) 3
(37.5)

2
(28.6)

5
(62.5)

0 (0.0) 6
(75.0)

0 (0.0) 6
(75.0)

3
(42.9)

 

Felt better

  No 1
(12.5)

1
(14.3)

0
(0.0)

0 (0.0) 3
(37.5)

0
(0.0)

0
(0.0)

0 (0.0) 0
(0.0)

1
(14.3)

1
(12.5)

0
(0.0)

  Yes 6
(75.0)

6
(85.7)

6
(75.0)

6
(85.7)

2
(25.0)

5
(71.4)

4
(50.0)

7
(100.0)

1
(12.5)

6
(85.7)

0 (0.0) 4
(57.1)
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  Missing 1
(12.5)

0 (0.0) 1
(12.5)

1
(14.3)

3
(37.5)

2
(28.6)

4
(50.0)

0 (0.0) 7
(87.5)

0 (0.0) 7
(87.5)

3
(42.9)

 

How much felt better

  A little 2
(25.0)

0 (0.0) 2
(25.0)

0 (0.0) 0
(0.0)

0
(0.0)

3
(37.5)

1
(14.3)

0
(0.0)

1
(14.3)

0 (0.0) 0
(0.0)

  Mostly 0 (0.0) 2
(28.6)

1
(12.5)

2
(28.6)

0
(0.0)

1
(14.3)

0
(0.0)

1
(14.3)

0
(0.0)

0 (0.0) 0 (0.0) 2
(28.6)

  A lot 3
(37.5)

4
(57.1)

3
(37.5)

4
(57.1)

1
(12.5)

4
(57.1)

1
(12.5)

4
(57.1)

1
(12.5)

5
(71.4)

0 (0.0) 2
(28.6)

  Missing 3
(37.5)

1
(14.3)

2
(25.0)

1
(14.3)

7
(87.5)

2
(28.6)

4
(50.0)

1
(14.3)

7
(87.5)

1
(14.3)

8
(100.0)

3
(42.9)

 

Easy to visit

  No 2
(25.0)

0 (0.0) 2
(25.0)

0 (0.0) 2
(25.0)

1
(14.3)

0
(0.0)

0 (0.0) 1
(12.5)

0 (0.0) 0 (0.0) 0
(0.0)

  Yes 4
(50.0)

7
(100.0)

5
(62.5)

7
(100.0)

3
(37.5)

4
(57.1)

4
(50.0)

7
(100.0)

1
(12.5)

7
(100.0)

2
(25.0)

3
(42.9)

  Missing 2
(25.0)

0 (0.0) 1
(12.5)

0 (0.0) 3
(37.5)

2
(28.6)

4
(50.0)

0 (0.0) 6
(75.0)

0 (0.0) 6
(75.0)

4
(57.1)

 

How much easy to visit

  A little 0 (0.0) 0 (0.0) 0
(0.0)

0 (0.0) 1
(12.5)

1
(14.3)

1
(12.5)

0 (0.0) 0
(0.0)

0 (0.0) 1
(12.5)

0
(0.0)

  Mostly 1
(12.5)

2
(28.6)

0
(0.0)

0 (0.0) 0
(0.0)

1
(14.3)

1
(12.5)

2
(28.6)

0
(0.0)

1
(14.3)

1
(12.5)

2
(28.6)

  A lot 3
(37.5)

5
(71.4)

5
(62.5)

6
(85.7)

2
(25.0)

2
(28.6)

2
(25.0)

5
(71.4)

1
(12.5)

6
(85.7)

0 (0.0) 1
(14.3)

  Missing 4
(50.0)

0 (0.0) 3
(37.5)

1
(14.3)

5
(62.5)

3
(42.9)

4
(50.0)

0 (0.0) 7
(87.5)

0 (0.0) 6
(75.0)

4
(57.1)

 

Table 3 note: Missing data includes withdrawals, non-attendance, and non-response.
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