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Outline

• The stakes are high

• Opportunities for quality of life when living with dementia

• Loneliness hurts

• Intervention development is needed

• Challenges and strategies

• Definitions

• Building intervention theory, understanding effects

• Addressing stakeholder concerns

• Measuring outcomes

• Feasibility (and working in the real world)



High Stakes: 
See opportunities for quality of life



ing help,26,34,36,37 and helping others7,26,34,36,41 were impor-
tant for QoL, highlighting a desire for reciprocity.

Although all studies emphasized close relationships
with family and friends, kind and respectful interactions
with acquaintances and long-term care staff were also
important.7,26,35,37,38,40–42 Experiencing distrust,26,37 con-
flict, or indifference from others26,34 caused loneliness and
worsened QoL.26,34,35,41,43

Overall, “relationships” were interactions with others,
with positive experiences characterized by respect, reci-
procity, closeness, kindness, or love. When PWD felt
linked to others, they had better QoL. When PWD per-
ceived disconnection in relationships because of absent or
negative interactions, they were alone.

Concept 3: Agency in Life Today (Purposeful vs
Aimless)

Ability to express one’s sense of self and to experience
autonomy and independence in day-to-day living enhanced
QoL.7,26,34–36,40,41,43 Being able to determine the structure
of daily activities,41 have a direction in life,43 or achieve
one’s goals7,26,43 improved QoL for PWD. PWD fre-
quently set achievable goals, such as living in peace and
quiet,7,37,41 or enjoying life’s simple pleasures,7,26,34,38,41,43

such as listening to music. QoL worsened when disabil-
ity7,26 or rules in care settings34,41 limited participation in
desired activities. Financial stability was important to
QoL7,26,35,40 because it supported agency.7,26

Contributing to others or society, a component of
agency, affected QoL.7,26,34–36,41–43 When contributions to
others were less tangible, belief in a higher power could
build confidence that, even if it was not understood, there
remained a purpose to one’s existence.7,26,35,40

Overall, “agency in life today” was the person’s cur-
rent ability to express his or her sense of self, to control
the direction of daily life, to produce, to achieve, or to
have a meaningful effect on others or society. When per-
ceived needs and desires for daily life linked to the ability
to fulfill those needs and desires, PWD felt purposeful,
which positively influenced QoL. When daily life was dis-
connected from needs and desires, PWD were left feeling
aimless, which worsened QoL.

Concept 4: Wellness Perspective (Well vs Ill)

PWD in the studies had different perspectives on the mean-
ing of their chronic disease symptoms and emphasized
that, for people living with chronic disease or other age-
related changes, one’s outlook on life affected QoL. It was
not simply impairment but how one experienced health,
aging, and chronic conditions that affected QoL.

For example, people with multiple chronic diseases
reported that, when they perceived that they were in good
health7,36,37,41 or able to do what they wanted,7,26,35 this
enhanced QoL. Some stated that things could be a lot
worse7,36 or that dementia-related changes were smaller
than anticipated,36,41 thus maintaining optimism and a
focus on wellness while at the same time acknowledging
their illness. Conversely, sensing that one’s disease nega-
tively affected others could lead to a focus on illness and
reduce QoL.26,36 Although effects of forgetfulness on QoL
were highlighted in several studies, others did not identify
memory concerns as a prominent theme.34,37,38,40,42 This
variation supported that the meaning that PWD attached
to their own symptom experience, not simply impairment
per se, mattered to QoL.

Overall, “wellness perspective” was the person’s per-
spective on the meaning of their symptoms, with positive
perspectives characterized by an optimistic outlook on life
and incorporation of the illness experience into the context
of one’s life as a whole. In a well perspective, illness expe-
riences were incorporated into life and did not dominate.
In an ill perspective, focus on illness disconnected PWD
from broader life experiences, detracting from QoL.

Concept 5: Sense of Place (Located vs Unsettled)

Meaningful attachment between PWD and their immediate
and surrounding environment supported QoL. Feeling at
home in one’s immediate environment was important to
QoL,7,26,37,40 but meaningful attachment to the long-term
care environment occurred even with disorientation, when
PWD believed that they were at work or visiting a rela-
tive.37 Others developed attachment to the long-term care
facility as a place that met their needs.42 Interest or
involvement in the world beyond one’s immediate context
helped to maintain emotional bonds with the surrounding
environment,26,34,38,42 and enjoyable outings assisted PWD
in some studies to participate in and feel connected to
places beyond their immediate living environment, such as
nature, their community, and even the broader social con-
text (e.g., when a positive perception of one’s role in soci-
ety was maintained).26,35,41,42

A profound sense of displacement could result when
meaningful attachments were only to places other than the

Figure 2. Factors that affect quality of life according to peo-
ple with dementia. The overlapping circles show that relation-
ships exist between the four factors. Connectedness in all four
factors is illustrated in the center of the figure where all circles
overlap.
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Factors that Affect Quality of Life from the Perspective of
People with Dementia: A Metasynthesis

Hannah M. O’Rourke, BScN,* Wendy Duggleby, PhD,* Kimberly D. Fraser, PhD,*
and Lauren Jerke, MA†

OBJECTIVES: To comprehensively and systematically
identify, appraise, and synthesize qualitative research find-
ings on factors that affect quality of life from the perspec-
tive of people with dementia.

DESIGN: Systematic review and metasynthesis of primary
qualitative studies in published and gray literature that
aimed to identify factors that influence quality of life from
the perspective of people with dementia. Expert-developed
search strategies were applied in nine electronic databases.
Reference lists of included articles and literature reviews
identified during the search were reviewed. Structured
inclusion criteria were applied to screen 5,625 titles and
abstracts to identify 11 qualitative studies published from
1975 to April 2012. Two independent reviewers appraised
study quality.

SETTING: Primary study recruitment sites included long-
term care and community-based settings in the United
Kingdom, the United States, Canada, the Netherlands, Ire-
land, Australia, and Japan.

PARTICIPANTS: A combined sample of 345 people with
mild, moderate, and severe dementia.

MEASUREMENTS: The primary studies used interview
and focus group methods. Findings from primary studies
were synthesized using techniques of taxonomic analysis,
constant comparison, and importing concepts.

RESULTS: Four factors and the experience of connected-
ness or disconnectedness within each factor influenced
quality of life according to people with dementia. These
factors, and the terms that represent connectedness and
disconnectedness, were relationships (together vs alone),
agency in life today (purposeful vs aimless), wellness per-
spective (well vs ill), and sense of place (located vs unset-
tled). Happiness and sadness were key outcomes of good
and poor quality of life, respectively.

CONCLUSION: The four factors identified potentially
modifiable areas to improve quality of life for people with
dementia, even in the context of worsening cognitive func-
tion. J Am Geriatr Soc 63:24–38, 2015.

Key words: dementia; systematic review; metasynthesis;
quality of life; patient perspectives

The growing population of people with dementia
(PWD) requires support to achieve good quality of life

(QoL).1–4 Good QoL is a positive “evaluation of one’s life
perspective,”5 influenced by context, value systems, and
one’s “goals, expectations, standards and concerns.”6 Fac-
tors and entities that influence QoL,7 could be used as tar-
gets for improvement interventions,3 but there is little
agreement on which factors affect QoL for PWD.8–10

Research that targets outcomes that matter to people
is an international priority.11,12 The United States, for
example, has created the Patient-Centered Outcomes
Research Institute, which by law must capture people’s
perspectives to ensure relevance of research questions and
outcome measures to address PWD’s needs.12 In terms of
QoL research for PWD, capturing people’s perspectives to
determine which factors affect QoL would identify targets
for future research.13

PWD can discuss their QoL,13–17 yet researchers rarely
considered their perspective when developing instruments,
selecting QoL factors based on literature from other popu-
lations and expert or caregiver opinion.18 Individuals with-
out dementia find it difficult to imagine a good QoL for
PWD and may overemphasize disability7 by focusing on
direct consequences of dementia such as cognitive impair-
ment, dependence, and communication problems.15,19–24

PWD have been included in identifying QoL factors in
some instrument-development studies, but these studies
also contained expert or family data,13,16,25 or methods
were not described,17 so it is unclear whether the views of
PWD were accurately captured.

Several exploratory qualitative studies have asked
PWD to describe what factors affect their QoL (Table 1),
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Several lifestyle and environmental factors are risk factors 
for early mortality, including smoking, sedentary lifestyle, 
and air pollution. However, in the scientific literature, 
much less attention has been given to social factors dem-
onstrated to have equivalent or greater influence on mor-
tality risk (Holt-Lunstad, Smith, & Layton, 2010). Being 
socially connected is not only influential for psychologi-
cal and emotional well-being but it also has a significant 
and positive influence on physical well-being (Uchino, 
2006) and overall longevity (Holt-Lunstad et al., 2010; 
House, Landis, & Umberson, 1988; Shor, Roelfs, & Yogev, 
2013). A lack of social connections has also been linked 
to detrimental health outcomes in previous research. 
Although the broader protective effect of social relation-
ships is known, in this meta-analytic review, we aim to 
narrow researchers’ understanding of the evidence in 
support of increased risk associated with social deficits. 
Specifically, researchers have assumed that the overall 
effect of social connections reported previously inversely 

equates with risk associated with social deficits, but it is 
presently unclear whether the deleterious effects of social 
deficits outweigh the salubrious effects of social connec-
tions. Currently, no meta-analyses focused on social iso-
lation and loneliness exist in which mortality is the 
outcome. With efforts underway to identify groups at risk 
and to intervene to reduce that risk, it is important to 
understand the relative influence of social isolation and 
loneliness.

Living alone, having few social network ties, and hav-
ing infrequent social contact are all markers of social iso-
lation. The common thread across these is an objective 
quantitative approach to establish a dearth of social con-
tact and network size. Whereas social isolation can be an 
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Abstract
Actual and perceived social isolation are both associated with increased risk for early mortality. In this meta-analytic 
review, our objective is to establish the overall and relative magnitude of social isolation and loneliness and to examine 
possible moderators. We conducted a literature search of studies (January 1980 to February 2014) using MEDLINE, 
CINAHL, PsycINFO, Social Work Abstracts, and Google Scholar. The included studies provided quantitative data on 
mortality as affected by loneliness, social isolation, or living alone. Across studies in which several possible confounds 
were statistically controlled for, the weighted average effect sizes were as follows: social isolation odds ratio (OR) = 
1.29, loneliness OR = 1.26, and living alone OR = 1.32, corresponding to an average of 29%, 26%, and 32% increased 
likelihood of mortality, respectively. We found no differences between measures of objective and subjective social 
isolation. Results remain consistent across gender, length of follow-up, and world region, but initial health status has an 
influence on the findings. Results also differ across participant age, with social deficits being more predictive of death 
in samples with an average age younger than 65 years. Overall, the influence of both objective and subjective social 
isolation on risk for mortality is comparable with well-established risk factors for mortality.
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Table 2. Characteristics of 70 Studies of the Association of Mortality With Subjective and Objective Measures of Social Isolation

Characteristic M Number of studies (k) %

Year of initial data collection 1,993 46  
Years of participant follow-up 7 70  
% deceased by the end of data collection 24.7 66  
% female 52.6 67  
% smokers 31.2 28  
Sample size 48,673  
 <200  6  9
 200–499  7 10
 500–999 10 14
 1,000–2,999 20 29
 3,000–9,999 16 23
 >10,000 11 16
Age of participantsa 66.0  
 <50 years  8 11
 50–59 years 12 17
 60–69 years 11 16
 70–79 years 21 30
 >80 years 10 14
Location of data collection  
 Inpatient medical treatment setting 15 21
 Outpatient medical treatment setting 11 16
 Community setting (normal populations) 44 63
World region of data collection  
 Europe 38 54
 North America 19 27
 Asia  7 10
 Australia  3  4
 Multiple regions  3  4

Note: Not all variables sum to the total number of studies because of missing data.
aAverage age category of participants at study initiation, although not all participants within the study would necessarily be in the category listed.

Table 3. Weighted Mean Effect Sizes (Odds Ratios) by Type of Measurement

Measure k OR+ SE 95% CI

Unadjusted data  
 Social isolation  3 1.83 0.185 [1.27, 2.63]
 Living alone 20 1.51 0.072 [1.32, 1.74]
 Loneliness  8 1.49 0.105 [1.22, 1.84]
 Overall 31 1.53 0.035 [1.38, 1.70]
Partially adjusted dataa  
 Social isolation  6 1.46 0.162 [1.06, 2.00]
 Living alone  8 1.55 0.132 [1.20, 2.00]
 Loneliness  7 1.52 0.213 [0.99, 2.30]
 Overall 21 1.51 0.117 [1.27, 1.79]
Fully adjusted datab  
 Social isolation 14 1.29 0.100 [1.06, 1.56]
 Living alone 25 1.32 0.075 [1.14, 1.53]
 Loneliness 13 1.26 0.099 [1.04, 1.53]
 Overall 52 1.30 0.116 [1.16, 1.46]

Note: k = number of studies; OR+ = random-effects weighted odds ratio; CI = confidence interval.
aTypically one or two covariates, most often age and gender. bData from the statistical model in studies that contained the most covariates; these 
adjusted data yielded effect sizes that were statistically significantly (p < .05) smaller than unadjusted data.
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We must address loneliness



Interventions to Promote 
Social Connectedness and 
Quality Of Life for Older 

Adults With Dementia and 
their Family Caregivers

A program of research



Challenge 1: Conceptual clarity

• What are we talking about, really?!?



Social Isolation vs. Loneliness

From Holt-Lundstad et al 2015, p. 229
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diagram containing the details of study inclusion (included 
in the Supplemental Material available online).

Data abstraction

A team of research assistants and the authors performed 
the data searches and coding. To reduce the likelihood 

of human error in coding, a team of two raters coded 
each article twice. Two different raters performed the 
second coding of each article. Thus, two distinct coding 
teams (four raters) coded each article. Coders extracted 
several objectively verifiable characteristics of the stud-
ies: (a) the number of participants and their composi-
tion by age, gender, health status, and preexisting health 

Table 1. Descriptive Coding of the Measures Used to Assess Objective and Subjective Isolation

Type of measure Description Example of measure

Objective  
 Social isolation Pervasive lack of social contact or communication, 

participation in social activities, or having a 
confidant

Social Isolation Scale (Greenfield, Rehm, & Rogers, 
2002)

 Social Network Index (bottom quartile; Berkman & 
Syme, 1979)

 Living alone Living alone versus living with others Binary item: yes, no
 Number of people in household
Subjective  
 Loneliness Feelings of isolation, disconnectedness, and not 

belonging
Loneliness Scale (De Jong-Gierveld & Kamphuis, 1985)

 UCLA Loneliness Scale (Russell, Peplau, & Cutrona,1980)

Note: UCLA = University of California, Los Angeles.

1,384 Potentially Relevant Reports Identified

154 Full-text Reports Retrieved for Detailed Evaluation

84 Reports Excluded Based on Detailed Review

29 Social Isolation/Loneliness was not an Independent Variable
17 Mortality was not the Outcome Variable
 9 Duplicate Report of Data Contained in another Report
 8 Insufficient Information to Extract an Effect Size
 8 Mortality Data was not Linked to Social Isolation/Loneliness
 7 Contained No Quantitative Data
 4 Non-human Subjects
 2 Cause of Mortality was Suicide/Violence

70 Reports Included in the Meta-Analysis 

1,230 Reports Excluded Based on Title/Abstract

339 No Mortality Indicator (Including Mixed Morbidity/Mortality)
296 No Mention of Social Isolation/Loneliness
217 No Quantitative Data (Editorial/Review/Commentary)
207 Irrelevant to Social Support/Mortality Association
 81 Cause of Mortality was Suicide/Violence
 42 Written in a Language other than English
 31 Mortality Data was not Linked to Social Isolation/Loneliness
 17 Non-human Subjects

Fig. 1. Reports evaluated for inclusion in the meta-analysis.



Definition, Determinants, and 
Outcomes of Social Connectedness for 
Older Adults
A Scoping Review

In 2012, approximately 810 mil-
lion individuals were older than 
60; by the year 2050, this number 

will reach 2 billion of the global pop-
ulation (United Nations Population 
Fund, 2012). Two recent systematic 
reviews of a combined 41 qualita-
tive studies indicated that social con-
nectedness enhanced the quality of 
life of vulnerable older adults, such 
as individuals with dementia and 
residents of long-term care (LTC) 

facilities (Bradshaw, Playford, & 
Riazi, 2012; O’Rourke, Duggleby, 
Fraser, & Jerke, 2015). Without ap-
propriate support, vulnerable older 
adults who require gerontological 
nursing care can experience reduced 
quality of their relationships with 
family, friends, other residents in as-
sisted living or LTC environments, 
and health care staff (Bradshaw et 
al., 2012; O’Rourke et al., 2015). 
Relationship problems are multi-

faceted and extend beyond simple 
dyads. For example, staff behaviors 
may prevent development of rela-
tionships between residents of LTC 
facilities, contribute to residents’ 
withdrawal from others, or com-
pound poor resident-to-resident in-
teractions (Ericsson, Hellström, & 
Kjellström, 2011).

Social connectedness is a funda-
mental human need (Easton-Hogg, 
2013; Register & Scharer, 2010; Sem-
ino, 1990; Van Orden et al., 2013) 
and a distinct function of one’s social 
network (Ashida & Heaney, 2008a). 
One study identified that social con-
nectedness influenced older adults’ 
health and well-being more than 
social contact, network, or support 
(Ashida & Heaney, 2008a). Social 
connectedness refers to a feeling of 
interpersonal connection, different 
from objective social network fea-
tures such as isolation or interper-
sonal contact, or the network func-
tion of social support (Ashida & 
Heaney, 2008a). 

Although its importance for the 
health and well-being of vulnerable 
older adults has been highlighted, 
social connectedness has not al-

Hannah M. O’Rourke, PhD, RN; and Souraya Sidani, PhD

ABSTRACT
Social connectedness is critical to older adults’ well-being, but is defined inconsistently 

and its determinants and outcomes have not been comprehensively described. The cur-

rent scoping review mapped the definitions, determinants, and outcomes of social con-

nectedness for older adults. By identifying the conceptual features described in most 

articles, social connectedness was defined as: the opposite of loneliness, a subjective eval-

uation of the extent to which one has meaningful, close, and constructive relationships 

with others (i.e., individuals, groups, and society). Social connectedness is operationalized 

into: (a) caring about others and feeling cared about by others, and (b) feeling of belong-

ing to a group or community. One’s social network and life satisfaction were the most 

frequently proposed determinant and outcome, respectively. This review resulted in a 

clear definition of social connectedness and comprehensive description of its possible 

determinants and outcomes. This clarity will support the development of interventions 

to enhance social connectedness for older adults. [Journal of Gerontological Nursing, xx(x), 

xx-xx.] 
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Hannah M. O’Rourke, PhD, RN; and Souraya Sidani, PhD

ABSTRACT
Social connectedness is critical to older adults’ well-being, but is defined inconsistently 

and its determinants and outcomes have not been comprehensively described. The cur-

rent scoping review mapped the definitions, determinants, and outcomes of social con-

nectedness for older adults. By identifying the conceptual features described in most 

articles, social connectedness was defined as: the opposite of loneliness, a subjective eval-

uation of the extent to which one has meaningful, close, and constructive relationships 

with others (i.e., individuals, groups, and society). Social connectedness is operationalized 

into: (a) caring about others and feeling cared about by others, and (b) feeling of belong-

ing to a group or community. One’s social network and life satisfaction were the most 

frequently proposed determinant and outcome, respectively. This review resulted in a 

clear definition of social connectedness and comprehensive description of its possible 

determinants and outcomes. This clarity will support the development of interventions 

to enhance social connectedness for older adults. [Journal of Gerontological Nursing, xx(x), 

xx-xx.] 

1

The opposite of loneliness, a subjective evaluation of the extent 
to which one has meaningful, close, and constructive relationships 
with others. 

Operationalized as:
a) caring about others and feeling care about by others AND
b) feelings of belonging to a group or community



A few influencing factors
O

rden et al., 2013). Term
inology 

used to describe caring relationships 
in the literature included caring or 
nurturing (Easton-H

ogg, 2013; R
eg-

ister &
 Scharer, 2010; Van O

rden et 
al., 2013) and love or affection (O

ng 
&

 A
llaire, 2005; R

egister &
 H

erm
an, 

2010; R
egister &

 Scharer, 2010; Sem
-

ino, 1990). 
Feeling of belonging to a group or 

com
m

unity m
eant that older adults 

perceived that they held a valued 
place or role w

ithin a larger group. 
This 

perception 
w

as 
usually 

de-
scribed using the term

 “belonging” 
(A

shida &
 H

eaney, 2008b; H
aw

k-
ley et al., 2012; Pan, 2011; R

om
ero, 

2004; Sem
ino, 1990; Sun et al., 2012; 

Van O
rden et al., 2013; Zelenka, 

2011), but also as relating, connect-
ing, or identifying w

ith a group of 
people, 

collective, 
or 

the 
outside 

w
orld (H

aw
kley et al., 2012; Pan, 

2011; Sem
ino, 1990; Sun et al., 2012; 

Zelenka, 2011). The group size w
as 

unspecified and could likely range 
w

idely (e.g., from
 a few

 friends, to 
extended fam

ily, w
orkplace, neigh-

borhood, or broader society). 
Several them

es w
ere supported 

by <50%
 of investigations or re-

flected other concepts and w
ere not 

included as features of the definition 
of 

social 
connectedness. 

Personal 
identity and w

orth (n = 5, 24%
) de-

scribed social connectedness as an 
intrinsic com

ponent of one’s deeply 
held beliefs about him

/herself (e.g., 
as a loner) (H

aw
kley et al., 2012; 

R
om

ero, 2004; Sem
ino, 1990; Sun et 

al., 2012; Zelenka, 2011). This find-
ing suggests that personalities and 
beliefs m

ay affect m
odifiability of 

social connectedness. In a few
 inves-

tigations, tw
o determ

inants w
ere in-

cluded in a definition or description 
of social connectedness: social sup-
port (n = 6, 30%

), referred to as hav-
ing a reliable and supportive alliance, 
and social contact (n = 4, 19%

), de-
scribed as physical closeness or avail-
ability to interact w

ith others (R
egis-

ter &
 H

erm
an, 2010; Sem

ino, 1990; 
Sun et al., 2012; Van O

rden et al., 
2013). This inclusion dem

onstrates 

TABLE 2 

DETERMINANTS OF SOCIAL CONNECTEDNESS PROPOSED ACROSS INCLUDED INVESTIGATIONS (N = 23)
Category Investigations (n, %) Definition Reference
Social network 8 (35) The structural characteristics of one’s social ties Ashida & Heaney, 2008a; Easton-Hogg, 2013; Hawk-

ley, Browne, & Cacioppo, 2005; Hawkley, Gu, Luo, & 
Cacioppo, 2012; Mellor, Firth, & Moore, 2008; Pan, 
2011; Van Orden et al., 2013

Age 6 (26) Years of age Chaves, 2008; Hawkley et al., 2005; Hawkley et al., 
2012; Pan, 2011; Stanley, Conwell, Bowen, & Van 
Orden, 2014; Zelenka, 2011

Technology use 4 (17) Whether the individual was able to use and had access 
to technology (e.g., webcam, computer, internet)

Culley, Herman, Smith, & Tavakoli, 2013; Easton-
Hogg, 2013; Mellor et al., 2008; Pan, 2011

Marital status 4 (17) Whether one is married, widowed, divorced, single, 
or in a common-law relationship

Hawkley et al., 2005; Hawkley et al., 2012; Pan, 2011; 
Zelenka, 2011

Group membership 3 (13) Formal affiliation with a recognized group Hawkley et al., 2005; Hawkley et al., 2012; Pan, 2011

Sex or gender 3 (13) Whether one is male or female, or a man or woman Chaves, 2008; Hawkley et al., 2012; Pan, 2011; Van 
Orden et al., 2013

Living arrangement 3 (13) Whether one lives alone or with a spouse or others Hawkley et al., 2012; Kim, Hong, & Kim, 2015; Stanley 
et al., 2014

Income 3 (13) Yearly household income Hawkley et al., 2012; Pan, 2011; Zelenka, 2011

Social support 2 (9) The provision or receipt of emotional (e.g., expression 
of empathy), instrumental (e.g., a service), informational 
(e.g., advice), or appraisal (e.g., information) support

Ashida & Heaney, 2008a; Pan, 2011

Self-reported health status 2 (9) An overall assessment that an individual makes about 
his/her own health (e.g., excellent, good, fair, bad, poor)

Pan, 2011; Zelenka, 2011
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Challenge 2: Intervention design & adaptation

• Limited intervention theory

• Importance of active ingredients

• Can adapt what has been used with cognitively intact older 

adults

RESEARCH ARTICLE Open Access

Interventions to address social
connectedness and loneliness for older
adults: a scoping review
Hannah M. O’Rourke1*, Laura Collins2 and Souraya Sidani2

Abstract

Background: Older adults are at risk for loneliness, and interventions to promote social connectedness are needed to
directly address this problem. The nature of interventions aimed to affect the distinct, subjective concepts of loneliness/
social connectedness has not been clearly described. The purpose of this review was to map the literature on interventions
and strategies to affect loneliness/social connectedness for older adults.

Methods: A comprehensive scoping review was conducted. Six electronic databases were searched from inception in July
2015, resulting in 5530 unique records. Standardized inclusion/exclusion criteria were applied, resulting in a set of 44 studies
(reported in 54 articles) for further analysis. Data were extracted to describe the interventions and strategies, and the context
of the included studies. Analytic techniques included calculating frequencies, manifest content analysis and meta-summary.

Results: Interventions were described or evaluated in 39 studies, and five studies described strategies to affect loneliness/
social connectedness of older adults or their caregivers in a qualitative descriptive study. The studies were often conducted
in the United States (38.6%) among community dwelling (54.5%), cognitively intact (31.8%), and female-majority (86.4%)
samples. Few focused on non-white participants (4.5%). Strategies described most often were engaging in purposeful
activity and maintaining contact with one’s social network. Of nine intervention types identified, the most frequently
described were One-to-One Personal Contact and Group Activity. Authors held divergent views of why the same type of
intervention might impact social connectedness, but social contact was the most frequently conceptualized influencing
factor targeted, both within and across intervention types.

Conclusions: Research to test the divergent theories of why interventions work is needed to advance understanding of
intervention mechanisms. Innovative conceptualizations of intervention targets are needed, such as purposeful activity, that
move beyond the current focus on the objective social network as a way to promote social connectedness for older adults.

Keywords: Loneliness, Social connectedness, Intervention, Scoping review, Older adult

Background
The interplay of health and contextual factors puts older
adults at risk for loneliness [1], a negative feeling resulting
from a perceived deficit in companionship, quantity or
quality in one’s relationships with either an attachment fig-
ure or a community [2–4]. Health factors include chronic
disease experiences that interfere with functioning, and
cognitive decline resulting in communication impairments
[5] or inability to remember significant others or the

recent interactions with them [6]. Contextual factors relate
to lacking a confidant [7], relocation to a care facility as
well as loss of loved ones due to death [2, 7, 8], and spend-
ing too much time alone [7] or idle [8], which yields feel-
ings of separation from others. Loneliness may also be
influenced by the number and structure of one’s relation-
ships (i.e. social network), frequency of interaction with
others (i.e. social contact), or the types and amounts of as-
sistance received from others (i.e. social support) [9, 10].
Lonely people are at risk for reduced health and

well-being, including poor life satisfaction [11–15], de-
pression [16, 17], low self-esteem [13], reduced hope
[13], negative affect [18, 19], and impaired function in

* Correspondence: hannah.orourke@ualberta.ca
1Faculty of Nursing Level 3, Edmonton Clinic Health Academy, University of
Alberta, 11405-87 Avenue, Edmonton, Alberta T6G 1C9, Canada
Full list of author information is available at the end of the article
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Promising interventions

• Personal contact:

• Scheduled (but un-scripted) one-to-one contact with a 

human or animal

• Face-to-face

• 30 to 60 minutes, once per week, for 6 to 12 weeks

• Group activity:

• Joining a new group of 5-9 people, and engaging in an 

activity of interest AND with each other

• Face-to-face

• 1.5 hours, once per week, for 6 weeks



Challenge 3. Addressing stakeholder 
concerns

• Part of adaptation is understanding perspectives of 
key stakeholders
• People with dementia
• Their family and friends
• Health care providers

• Referred to as acceptability 

Sidani, S., Epstein, D. R., Bootzin, R. R., Moritz, P., & Miranda, J. (2009). Assessment of preferences for 
treatment: validation of a measure. RINAH, 32, 419–431. doi:10.1002/nur.20329



Acceptability of Personal Contact & 

Group Activity Interventions

• Mixed methods (concurrent triangulation) design

• Convenience sample of family, friends, and health care providers of 
people with dementia (n=25)

• Acceptability ratings
• Intervention descriptions + 6 items to assess perceptions, adapted 

from Treatment Acceptability and Preference measure (Sidani et 
al., 2009)

• Semi-structured interviews explored perspectives in more depth

• Descriptive statistics, conventional content analysis



Sample

• 56% (n=14) women 

• Age: range 23-65; mean=41.76 (SD 12.03)

• 9 Health Care Providers, 16 Family/Friends

• For the 36% (n=9) Health Care providers

• 3 HCA, 2 RN, 4 LPN

• 2 home care, 7 LTC



Acceptability measure

• Questions are about whether the intervention is effective, logical, 

suitable, easy, and whether they are willing to participate

• 5 point scales for each question. Example:

0=not effective at all

1=somewhat effective

2=effective

3=very effective

4=very much effective

• An additional question asks about risk (0=not bad at all to 4= very much 

bad)



Acceptability ratings
Item Human Contact Animal Contact Group Activity

>2
% (n)

2
% (n)

3
% (n)

4
% (n)

>2
% (n)

2
% (n)

3
% (n)

4
% (n)

>2
% (n)

2
% (n)

3
% (n)

4
% (n)

Effect 96 (24) 24 (6) 44 (11) 28 (7) 84 (21) 36 (9) 32 (8) 16 (4) 92 (23) 32 (8) 44 (11) 16 (4)

Logic 100 (25) 32 (8) 52 (13) 16 (4) 88 (22) 32 (8) 40 (10) 16 (4) 96 (24) 36 (9) 52 (13) 8 (2)

Suitability 100 (25) 20 (5) 28 (12) 32 (8) 80 (20) 24 (6) 40 (10) 16 (4) 88 (22) 20 (5) 52 (13) 16 (4)

Ease 68 (17) 28 (7) 32 (8) 8 (2) 72 (18) 28 (7) 36 (9) 8 (2) 36 (9) 24 (6) 8 (2) 4 (1)

Willingness 
to 
participate

72 (18) 36 (9) 28 (7) 8 (2) 72 (18) 32 (8) 28 (7) 12 (3) 44 (11) 24 (6) 8 (2) 12 (3)



Risk severity

• Animal contact rated the riskiest of the 3 interventions, but:

• 56% still rated the risk as ‘not bad at all’

• 40% ‘somewhat bad’

• Group activity was viewed as low risk

• 64% ‘not bad at all’

• 32% ‘somewhat bad’

• Human contact was seen as the least risky

• 72% ‘not bad at all’

• 24% ‘somewhat bad’ 



Group activity interventions

Why rated less easy to deliver?

Why lower willingness to participate?

Focus, Attention

Because the attention span for a person with dementia it will not last for an hour. You’ll get lucky 

maybe if you get an hour of attention coming from a dementia client. But 30-45 minutes it’s like 

manageable for them, like the attention (HCP)

Assumptions, Stigma

Just simply on the basis that, you know, an extended period of time once and if that person 

doesn't have any recollection of it the impact may be lost on them.” (FF)

I mean, again, if they’re not capable of speaking and expressing their mind, what good would this 

do? They’re better off just talking to a dog. (FF)



Personal contact interventions
Why animal contact somewhat lower in perceptions of effective, logical, suitable?

Human Contact

“Dementia clients need people around them…They need to feel loved, they need to feel respected, 
they need to feel valued…This one-on-one makes them feel more human. Normally people with 
dementia…need somebody around. So this is an advantage if they get that one-on-one, this is an 
advantage” (HCP)

Animal Contact

“…they have different preferences. So if this person likes cats, the other one likes dogs, the other one 
likes monkeys, so if you are to give each client the kind of pet that person likes, that means you have 
five patients, you have five different pets.” (HCP)

“if someone is an animal lover and the person tries, is not very social, you know, not social with other 
residents and that in the home, you know, that's something that they can do with themselves. You 
know, just spend time with the animal, give them comfort.” (FF)



• All three types of interventions appear promising and 

low risk. 

• Individualizing interventions was important

• Future phase 2 trials should focus on assessing 

feasibility and acceptability of flexible personal contact 

and group activity interventions, and on the 

experiences and perceptions of people with dementia 

that receive interventions.

To sum up



Challenge 4: Measuring outcomes

• Loneliness/ social connectedness is a feeling and is self-reported

• Exclusion of people with dementia from intervention studies

[6, 34–38] (n = 5). Purposeful activity/keeping busy was
about engaging in pastimes or daily responsibilities, re-
gardless of whether these involved contact with others
and which were actually often solitary in nature, with the
intent to pass the time or to accomplish something. Exam-
ples of activities included reading, listening to music, go-
ing for a walk, cleaning, cooking, and arts and crafts. All
studies also described maintaining contact or interaction
with a social network as an important strategy (n = 5)
[6, 34–38]. Both in-person interactions and interac-
tions occurring over the telephone or email were

described. Of the five studies, three emphasized the
importance of maintaining familiar relationships with
family and friends, as opposed to making new con-
tacts [6, 36, 37, 39].
Social participation, community-based activities that

people choose and that have the potential to bring them
into contact with others like volunteer work, joining clubs,
or pursuing recreational activities [15], was discussed as a
strategy in three studies [34, 35, 37–39]. One study de-
scribed how people who had led active lives joined groups
[34, 35], while another described how community-dwell-
ing older adults watched television to feel connected to
and engaged in the social world [37, 39]. Another study
described how older adults who were part of a senior’s
club joined groups, went on bus trips, went dancing, or
attended a senior’s centre [38].
Just two studies explicitly described strategies that dir-

ectly targeted the need to feel cared for, described as
needing to have satisfying emotional relationships that
result in feeling valued or affection from others [36] or
seeking companionship from pets [37, 39]. All studies
did emphasize having contact with familiar people (i.e.
existing friends and family), which suggests that older
adults may seek out the type of contact that results in
feelings of being valued or cared for [6, 36, 37, 39].
Two studies described a strategy of personal develop-

ment to change one’s outlook on life or social relation-
ships. In one study, the people described how personal
growth could result in reframing their outlook on soli-
tude to prevent loneliness [38]. In the other, people
would feel better about their own situation when com-
paring themselves to those perceived as being worse off
or more lonely than they were [34, 35]. Social support,
which refers to receipt of different types of assistance
from others [9], was only explicitly described in one
study [37, 39]. Interestingly, in this instance, it was not
receiving social support, but providing social support
that was described as a strategy to ameliorate loneliness,
because helping others made people feel needed. Finally,
having a religious affiliation and belief in a higher power,
regardless of church attendance, was identified in one
study to provide strength to combat loneliness [38].

Interventions
Nine different intervention types, classified based on
their components (i.e. active ingredients), were identified
in 39 studies (Table 2). The mapping of theoretical un-
derpinnings—the authors’ descriptions or rationale for
why an intervention would work—to indicators and fac-
tors that influence loneliness/social connectedness, by
intervention type across all studies, is shown in Table 3
and summarized in-text, following the descriptions of
the interventions’ components. One-to-One Personal
Contact (21%, n = 8) and Activity Group (18%, n = 7

Table 1 Key characteristics of included studies (N = 44)
Characteristic % (N)

Country

United States 38.6%
(17)

The Netherlands / Nordic countries 22.7%
(10)

Australia/New Zealand 13.6% (6)

the United Kingdom 9.1% (4)

Asian countries 6.8% (3)

Canada 6.8% (3)

Eastern Europe 2.3% (1)

Culture

Not reported 54.5%
(24)

More than 60% white or Caucasian participants 40.9%
(18)

More than 50% non-white participants 4.5% (2)

Setting

Community (i.e. Lived independently, in assisted living or
‘alone’)

54.5%
(24)

Residential care (i.e. Nursing home or long term care facility) 29.5%
(13)

Mixed community/residential care 13.6% (6)

Not reported 2.3% (1)

Cognitive Impairment

Cognitively intact 31.8%
(14)

Not reported 31.8%
(14)

Included some people with mild impairment 29.5%
(13)

Majority cognitively impaired to a mild, moderate or
severe degree

6.8% (3)

Gender

50% or more of participants were women 86.4%
(38)

Not reported 9.1% (4)

50% or more of participants were men 4.5% (2)
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studies also described maintaining contact or interaction
with a social network as an important strategy (n = 5)
[6, 34–38]. Both in-person interactions and interac-
tions occurring over the telephone or email were

described. Of the five studies, three emphasized the
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family and friends, as opposed to making new con-
tacts [6, 36, 37, 39].
Social participation, community-based activities that

people choose and that have the potential to bring them
into contact with others like volunteer work, joining clubs,
or pursuing recreational activities [15], was discussed as a
strategy in three studies [34, 35, 37–39]. One study de-
scribed how people who had led active lives joined groups
[34, 35], while another described how community-dwell-
ing older adults watched television to feel connected to
and engaged in the social world [37, 39]. Another study
described how older adults who were part of a senior’s
club joined groups, went on bus trips, went dancing, or
attended a senior’s centre [38].
Just two studies explicitly described strategies that dir-

ectly targeted the need to feel cared for, described as
needing to have satisfying emotional relationships that
result in feeling valued or affection from others [36] or
seeking companionship from pets [37, 39]. All studies
did emphasize having contact with familiar people (i.e.
existing friends and family), which suggests that older
adults may seek out the type of contact that results in
feelings of being valued or cared for [6, 36, 37, 39].
Two studies described a strategy of personal develop-

ment to change one’s outlook on life or social relation-
ships. In one study, the people described how personal
growth could result in reframing their outlook on soli-
tude to prevent loneliness [38]. In the other, people
would feel better about their own situation when com-
paring themselves to those perceived as being worse off
or more lonely than they were [34, 35]. Social support,
which refers to receipt of different types of assistance
from others [9], was only explicitly described in one
study [37, 39]. Interestingly, in this instance, it was not
receiving social support, but providing social support
that was described as a strategy to ameliorate loneliness,
because helping others made people feel needed. Finally,
having a religious affiliation and belief in a higher power,
regardless of church attendance, was identified in one
study to provide strength to combat loneliness [38].

Interventions
Nine different intervention types, classified based on
their components (i.e. active ingredients), were identified
in 39 studies (Table 2). The mapping of theoretical un-
derpinnings—the authors’ descriptions or rationale for
why an intervention would work—to indicators and fac-
tors that influence loneliness/social connectedness, by
intervention type across all studies, is shown in Table 3
and summarized in-text, following the descriptions of
the interventions’ components. One-to-One Personal
Contact (21%, n = 8) and Activity Group (18%, n = 7

Table 1 Key characteristics of included studies (N = 44)
Characteristic % (N)
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United States 38.6%
(17)

The Netherlands / Nordic countries 22.7%
(10)

Australia/New Zealand 13.6% (6)

the United Kingdom 9.1% (4)

Asian countries 6.8% (3)

Canada 6.8% (3)

Eastern Europe 2.3% (1)

Culture

Not reported 54.5%
(24)

More than 60% white or Caucasian participants 40.9%
(18)

More than 50% non-white participants 4.5% (2)

Setting

Community (i.e. Lived independently, in assisted living or
‘alone’)

54.5%
(24)

Residential care (i.e. Nursing home or long term care facility) 29.5%
(13)

Mixed community/residential care 13.6% (6)

Not reported 2.3% (1)

Cognitive Impairment

Cognitively intact 31.8%
(14)

Not reported 31.8%
(14)

Included some people with mild impairment 29.5%
(13)

Majority cognitively impaired to a mild, moderate or
severe degree

6.8% (3)
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50% or more of participants were women 86.4%
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Not reported 9.1% (4)

50% or more of participants were men 4.5% (2)
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Some options
• Measures have been used to assess loneliness among people living with dementia

• E.g., 3-item loneliness scale (Hughes et al. 2004)

• But limited validation

• What about relevant QOL subscales?

• E.g., DEMQOL social relationships (Banjeree et al, 2006)

• E.g., Dementia Quality of Life social belonging (Brod et al, 1999)

• Not perfect, but good enough?

• Look at other indicators that may be linked with loneliness 

• E.g., Engagement, behavioral and psychological symptoms of dementia

• Need to develop and test theory of links AND measure indicators in meaningful ways



Challenge 5. Intervention feasibility

• What is possible during the research and after it ends?



Example: Connecting Today Pilot

• Pilot to assess feasibility and acceptability of a personal contact intervention

• Active ingredient: increasing the amount of time that a person with dementia 

spends with a visitor while residing in long-term care

• The person with dementia chooses a family member, relative, friend or a 

volunteer to talk or spend time with, and interacts with the same contact 

person for all sessions. 

• Visits occur face-to-face or over the phone

• Visits are scheduled for a minimum of 30 minutes, once per week, for 6 

weeks.

• People with dementia and family asked about perceptions of the visits



Consort Diagram: Recruitment and Withdrawal of Residents  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Eligible residents identified by initial 
screening by facility staff 

n = 103 
 

Residents/POAs agreed to be contacted by RA 
n = 69 

 
 

Excluded n = 54  
• Unable to contact: n =6  
 
• Non-consent: n=35 

 
• Ineligible among consented: n=13 

 

Random assignment of Participants  
n = 15  

 
 

Group 1 (Treatment)  
n = 8 

 

Visit 1 
 n=8 

Visit 2 
n=8 

 
Visit 3 

n=5 
[missing visit n=3] 

 

Visit 4 
n=6 

[missing visit n=1; withdrawals n=1] 
 

Visit 5 
n=6 

[missing visit n=1] 
 

Visit 6 
n=3 

[missing visit n=4] 
 

Group 2 (Control)  
n = 7 

 

Visit 1 
 n=7 

Visit 2 
n=6 

[withdrawal n=1] 
 

Visit 3 
n=5 

[withdrawal n=1] 
 

Visit 4 
n=5 

 

Visit 5 
n=4 

[missing visit n=1] 
 

Visit 6 
n=3 

[missing visit n=1; withdrawal n=1] 
 

Total withdrawals 
of residents 

Treatment: n=1 
Control: n=3 



Reasons for non-consent

Not suitable for the resident’s conditions or ability (n=16)

• When asked about scheduling phone calls the family member 

stated phone calls do not work as the resident has difficulty 

understanding what a phone is.

• Family member stated the resident cannot communicate 

verbally, has deteriorated a lot in the past month. 

• …

Concerns regarding questionnaires (n=9)

• Family member stated that the resident does not give proper 

answers to questions.

• Not receptive to phone calls, agitated with too many 

questions. 

• …



Example: Music Connects Us Pilot 

O’ROURKE   Combating loneliness in dementia: an innovative music-based group activity intervention  
 

1 
 

 
“Loneliness, helplessness, and boredom account for the bulk of suffering among our Elders”1. 

 
This proposal tackles loneliness, an intractable problem that causes suffering and poor quality of life 
among older adults with dementia. It is a basic human need to feel socially connected 2–5. An 
international priority, UK surveys demonstrate high prevalence of loneliness among people with 
dementia, ranging from 39% to 62%, and have a national campaign to respond to this public health 
crisis6. Loneliness is a perceived lack of quantity or quality in relationships with other people or 
communities7–9. This perception exerts powerful effects. Loneliness can cause behavioral and 
psychological symptoms of dementia (BPSD)10, predicts depression5,11,12, and poses a mortality risk on 
par with smoking and obesity13. Loneliness is painful14 and experienced by many of the 62%15 of 
Canadians with dementia in long term care communities1. Social connectedness is the opposite of 
loneliness9. For several decades, people with dementia and long term care home residents have made 
consistent, ardent calls for the promotion of social connectedness to improve quality of life 16,17. 
Despite this, interventions to promote social connectedness and decrease loneliness have not been 
developed for older adults with dementia16–18.  

Group Activity Interventions (GAIs) demonstrate promising effects when used with cognitively 
intact older adults, and target two key factors that influence loneliness: social contact and social 
participation 18–22. To combat loneliness, GAIs need to do more than simply deliver an activity to 
several people at once (e.g., Bingo): GAIs must engage participants with the activity of interest and 
with other group members. Music-based GAIs show promise to engage people with moderate to severe 
dementia in activity and with one another23, and systematic reviews consistently support that music can 
decrease BPSD 24–29. However, little research has examined feasibility, acceptability, and effectiveness 
of music-based GAIs developed to combat loneliness among people with dementia18. Our 
interdisciplinary team has adapted and completed an initial feasibility assessment of a promising 
music-based GAI, Music Connects Us (MCU). This study aims to assess feasibility and acceptability of 
MCU and study procedures, to form the foundation for a large pragmatic trial to test its effects.  
 
RESEARCH QUESTIONS  
 
1. Is MCU feasible to promote engagement for people with moderate and severe dementia?  
2. Is MCU acceptable to care staff and people with moderate and severe dementia? 
3. Are study methods, including plans for outcome measurement, feasible for use in this population?  
4. Does inclusion of care staff show potential to promote sustainability of MCU’s effects? 
 
Figure 1. Description of Music Connects Us for use with people with dementia 

 

Goal: to reduce loneliness, BPSD, and depression   
Targets modifiable influencing factors of: Social Contact & Social Participation 
Component / mechanism: Engagement (in music-making and with group members) 
Dose: One 60-minute session per week for 8 weeks 
Mode of delivery: Three musicians facilitate face-to-face sessions with 8 people with dementia  
Outcomes: Social connectedness/Loneliness*, BPSD, Depression, Quality of Life* 
Moderators (influence intervention impact): Levels of Engagement, Perceptions of the Intervention  
*measureable in moderate but not severe dementia 

Commented [HO1]: Notes from NU ERA meetings 
--Framing this around engagement: can enhance how 
engagement links to residents, community and staff 
--EDI: stratified results, develop individualized interventions 
for different groups? Highlight MCU as a practice to promote 
engagement within diverse groups 
--PWD is a marginalized group but there are other diverse 
identify factors (e.g., ESL) 
--Look up ‘intersectional analysis’ 
--Highlight Gold standard vs scale-up version (further 
optimize through adaptation?) 



Thank You 
Questions?

• The stakes are high

• Opportunities for quality of life when living with dementia

• Loneliness hurts

• Intervention development is needed

• Challenges and strategies

• Definitions

• Building intervention theory, understanding effects

• Measurement

• Addressing stakeholder concerns

• Feasibility (and working in the real world)

hannah.orourke@ualberta.ca


