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Review Article

Introduction

Social isolation among older adults is increasingly com-
mon (Carney et al., 2016; Margolis & Verdery, 2017) in 
a world of changing societal norms (Carr & Utz, 2020), 
relative increased ease and frequency of relocations, 
often far from family (AARP, 2012), and estrangement 
from family members (Scharp & Curran, 2018). 
Approximately 43% of adults over age 60 in the United 
States describe feeling lonely, and these older adults have 
an increased risk of both functional decline and death 
(Kotwal & Meier, 2022; Perissinotto et al., 2012). The 
literature on issues older adults face at the intersection of 
cognitive decline and social isolation remains nascent 
(Kim & Song, 2018), but we know these issues extend 
beyond the clinical into the ethical, psychosocial, and 
legal realms (Farrell et al., 2017). The literature that does 
exist spans across multiple disciplines that use heteroge-
neous and inconsistent terminology to describe those 

individuals who lack medical decision-making capacity 
and/or lack family, friends, or an executable advance 
health care directive to act in surrogate or default deci-
sion making. Table 1 shows several terms that have been 
used in the literature to refer to these populations.
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Socially isolated adults, including those with and without the ability to make medical decisions, are encountered 
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also identified the settings in which unrepresented patients and adults without advocates are described in the 
literature, including both within and outside health care settings. Our results indicate that there is heterogeneity and 
inconsistency in the terminology used to describe socially isolated adults, as well as heterogeneity in the settings in 
which they are identified in the literature. Our findings suggest that future work should include achieving consensus 
on terminology and integrating proactive interdisciplinary interventions across health systems and communities to 
prevent adults without advocates from becoming unrepresented.
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Henceforth, we use the term unrepresented to refer to 
patients lacking medical decision-making capacity and 
lacking an avenue for surrogate decision making (includ-
ing a surrogate decision maker, guardian, or executed 
advance directive). We will use the term adult without 
advocate to refer to those adults who maintain capacity 
to make medical decisions but lack an avenue for sur-
rogate decision making should they lose medical deci-
sion-making capacity.

Little is known about the settings in which unrepre-
sented adults and adults without advocates typically 
present. Studies that do address frequency of encounters 
with adults lacking decision making capacity or repre-
sentation are often specific to one setting. For example, 
it has been estimated that 16% of patients admitted to 
the ICU setting lack decision-making capacity (White 
et al., 2006) and that 3% to 4% of patients in long-term 
care settings are unrepresented (Karp & Wood, 2003). 
These estimates were published nearly 20 years ago. 
Within that time frame, the Baby Boomer population 
has grown with more than 10 million living alone and 
20% childless (Redfoot et al., 2013). For adults without 
advocates, even less is known about where they are first 
encountered in the healthcare system. Farrell et al. 
(2021) found that among 122 American Geriatrics 
Society members caring for older adults, 90.4% reported 
they were “moderately” to “extremely likely” to know 
when a patient is an adult without advocate, and outpa-
tient clinicians reported encountering adults without 
advocates as often as inpatient clinicians.

Without more robust data on where to look for socially 
isolated adults, and lacking consensus on what to call 
these highly vulnerable and often disadvantaged patients, 
healthcare systems cannot easily identify, adequately 
study, or monitor these individuals. Thus, they may 
remain invisible until a crisis situation occurs. The invis-
ibility of adults without advocates is likely a major con-
tributor to healthcare systems’ difficulties in caring for 
them, resulting in poor outcomes such as providing care 
or interventions not consistent with what the patient 
would want could they or an advocate represent them. 
The use of clear terminology within the medical and 
social sciences may foster consistent identification of 
these individuals and promote coherent academic and 
policy conversations to inform solutions to the problems 
these patients face within and outside healthcare settings.

The primary objective of this study is to assess and 
integrate the terminology used to describe unrepresented 
adults and adults without advocates in the available lit-
erature to inform future consensus on terminology. In 
turn, we anticipate that accurate and consistent use of 
terminology will enable attention and resources—
including community supports and additional research—
to be directed to appropriate populations of socially 
isolated adults. Our secondary objective is to better 
understand the settings in which unrepresented adults 
and adults without advocates are identified, including 
both within and outside health care settings.

Methods

Our review follows the overall structure outlined by 
Whittemore and Knafl (2005) for integrative narrative 
reviews of problem identification, literature search, data 
evaluation, data analysis, and presentation. A narrative 
review allows rapid review of a small and diverse evi-
dence base, and the integrative method allows incorpora-
tion of data collection and analysis that goes beyond a 
typical narrative review to best address the above focused 
objectives.

Search Strategy and Inclusion Criteria

We selected the keywords “unbefriended,” “elder 
orphan,” “adult orphan,” “unrepresented patient,” 
“patients without proxies,” and “incapacitated patients 
without surrogates” as search terms based on terms 
known to refer to the populations of interest (Pope, 2017) 
for which results were available, as well as search terms 
used in other review articles of issues affecting unrepre-
sented adults (Kim & Song, 2018). Based on exploratory 
searches, we also included the keyword searches “deci-
sion making capacity AND surrogates,” “aging alone,” 
and “elderly AND guardian NOT children.”

We conducted keyword searches in a single database. 
Medline (Ovid) was chosen as the database based on rele-
vance and number of search results from exploratory 
searches conducted in Medline, Embase (Embase.com), 
Web of Science, PsychInfo, and Legal Collection 
(Ebscohost). One database was selected to avoid problems 
related to the burden of duplicate results between other 
databases noted in the exploratory searches. We did not 
limit our search by the year that an article was published 
given the relatively limited quantity of papers on this topic 
and to better elucidate how terminology has changed over 
time.

Given the limited results available from database 
searching and the nature of the research question, we 
also included citation index searching for the most perti-
nent articles as this has been noted to be efficient for 
nascent fields with fewer seminal works (Conn et al., 
2003). We also used the citation index searching method 
to identify grey literature sources (Figure 1).

We screened titles and abstracts of keyword search 
results and included for full review only those articles 

Table 1. Various Terminology Describing Socially Isolated 
Older Adults (Pope, 2017).

Unbefriended patient
Unrepresented patient
Friendless patient
Patient alone
Solo citizen
Patient without a surrogate decision maker
Patient without proxy
Adult orphan
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relevant to our research question. Articles with known 
common terms in the title for adults who lack a friend or 
family member (such as unbefriended, unrepresented, 
adult orphan, and elder orphan) to act as a surrogate 
were all included for full text review. We included all 
articles including adults over 50 years of age who lack a 
friend or family member to act as a surrogate decision 
maker. While much of the discussion of these issues to 
date has focused on older adults (age 65 years and older), 
this situation can and does apply to adults less than 
65 years of age as well. Therefore, the age minimum of 
50 years was selected to determine appropriately inclu-
sive terminology. We excluded articles that addressed 
solely decisional capacity assessment and patients lack-
ing decision making capacity except when a lack of an 
available surrogate was mentioned in the abstract.

We included full text articles in our data extraction 
when articles contained language relevant to terminol-
ogy. Eleven articles that did not contain any written ref-
erences to the population or question of interest, such as 
terminology or descriptions, were excluded at this stage.

Data Evaluation and Analysis

We used a data extraction tool in Microsoft Excel and 
organized the data extraction by elements of the primary 
and secondary research objectives. We collected article 
information (PMID, title, author, year, county, discipline, 
stated aim/purpose, and study type), reviewed terminol-
ogy (as described below), and collected information on 
the setting in which individuals in the population of inter-
est were identified (e.g., outpatient clinic, hospital set-
ting, ICU, legal setting, community settings, etc.), how 
the population of interest was defined, and the age of the 
population (when available). The data extraction tool 
also included a section for notes relevant to the research 
question and other miscellaneous notes.

To organize our extraction of information relevant to 
terminology, the team initially met and agreed a priori on 
elements of relevant terms. Specifically, we tracked terms 
used for those (1) lacking both capacity and surrogacy 
(“unrepresented” by our working definition), (2) lacking 
capacity only, and (3) those lacking surrogacy and main-
taining capacity (“adults without advocates” by our work-
ing definition). The team achieved consensus on these 
elements and applied these elements uniformly during the 
data extraction process. Each of these three groups was rep-
resented by a different column in our data extraction tool.

Analysis of the terminology data obtained from the 
data extraction tool was conducted by the column. A given 
column of the data extraction tool was reviewed across all 
articles for all relevant terminology, alongside the com-
ments and notes. We completed a hand tally to quantify 
which terms were used most frequently for the various 
combinations of definitional elements and qualitative 
observations. Settings and article information were evalu-
ated similarly; miscellaneous qualitative observations 
were less often applicable to these categories.

Results

We identified 97 articles relevant to the objectives of 
interest. Year of publication ranged from 1990 to 2022, 
with increasing numbers of articles noted over time, 
especially after 2015 (Figure 2). The articles were writ-
ten from the vantage point of seven different academic 
disciplines. The largest category of reviewed articles 
came from the discipline of medicine, followed by eth-
ics and law (Figure 3).

Terminology

Individuals Without Surrogates. The element of surrogacy 
was heterogeneous in terms of language used as well as 
scope. Variations on the term “surrogate” were largely pres-
ent in articles that focused on clinical decision making in 
crisis situations. However, a variety of other terms described 
the potential for surrogacy and social situations that impact 
availability of a surrogate. Examples of these terms include 
alone, without advocates, no identifiable family or friends, 
without proxies, isolated, solo citizens, and kinless.

Figure 1. Article selection.

Figure 2. Articles by year published.
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The terms and language used to identify and describe 
patients who maintained capacity but lacked a (presum-
ably potential) surrogate decision maker were the most 
heterogeneous and inconsistently applied. Of all the 
papers reviewed, 61% did not mention or name the pop-
ulation of individuals without potential surrogates. 
Varying terms used to name this population included 
elder orphan, [individuals] aging alone, adult orphan, 
kinless, unrepresented, and unbefriended. The most 
common strategy for identifying individuals without 
potential surrogates was to be descriptive rather than to 
assign any specific term. Notably, the terms used to 
describe this population were also frequently used in 
other ways. “Adult orphan” was also used to describe an 
adult who has lost both of their parents. “Unbefriended” 
and “unrepresented” were terms also used as we have 
defined them to describe a population lacking both 
capacity and surrogates, as discussed further below. 
Other terms, such as “kinless” and “alone,” captured a 
sense of social isolation but lacked specificity regarding 
the availability of surrogate decision makers.

Individuals Without Capacity. Seventy-three percent of 
the articles we reviewed mentioned capacity. However, 
discussions about individuals who lack capacity and 
have a surrogate were more limited in the articles we 
reviewed related to our inclusion criteria. Language 
describing a lack of capacity was consistently intuitive 
but imprecise; articles used “incapacitated” and “lack-
ing in capacity” but often lacked further definition or 
discussion of capacity determination. Capacity was 
implied to be present when not explicitly noted as miss-
ing in defining a term of interest. When the process of 
capacity determination (Appelbaum, 2007) was dis-
cussed in detail, which only occurred in 6% of the arti-
cles in which capacity was mentioned, this process was 
described as being in the context of a specific decision 
at a specific point in time (Carney et al., 2016; Connor 
et al., 2016; Patel & Ackermann 2018; Pope, 2019).

Additional articles without detailed descriptions of 
capacity determination did still note a lack of capacity to be 
an explicitly temporary state ether due to acute illness or in 
the context of a specific pressing medical question. Those 
few articles that referred to incapacity as a long-term state 

due to chronic mental or cognitive illnesses all lacked a 
detailed discussion of capacity determination and were 
largely found in discussions specifically addressing guard-
ianship (Björkstén et al., 2014; Catlin et al., 2021; Coker & 
Johns, 1994). 

Individuals Lacking Both Capacity and a Surrogate. Nearly 
three-quarters (74%) of articles reviewed named or 
described patients lacking both capacity and a surrogate 
decision maker. Many articles used more than one term to 
refer to these individuals for clarity given the lack of con-
sensus on terminology to date. The most common term 
used to name these adults in the articles reviewed was 
unrepresented, which was the primary term in 43 of the 
articles reviewed. The second most common term was 
unbefriended, which was the primary term in 38 articles 
reviewed. Thirty-four articles (including some of those 
that used unbefriended or unrepresented as primary terms) 
also referred to unrepresented adults using a description of 
the combination of both components of the definition 
(e.g., incapacitated and alone, incapacitated and without 
surrogates, incapacitated adults without advocates.) The 
medical ethics literature contained the majority of the pub-
lications about patients lacking both capacity and a surro-
gate, in which case articles addressed an acute medical 
crisis situation, often in a hospital setting.

Settings

Among the articles we analyzed, all either implied or 
specifically named a setting in which adults without 
advocates or unrepresented adults may be identified in 
the context of the specific article. The majority (68%) of 
these were healthcare or medical settings, with 31% spe-
cific to hospitalized patients, 6% specific to patients in 
nursing homes, 7% specific to patients in intensive care 
units, and 25% referring to other unspecified or mixed 
medical settings.

Many of the articles classified as referring to 
“unspecified or mixed medical” settings were medical 
ethics articles and those providing general clinical guid-
ance applicable to medical providers generally but not 
specific to one healthcare setting. While some of these 
“unspecified” medical articles included outpatient clin-
ical settings, there were no articles that specified adults 
without advocates or unrepresented patients presenting 
to outpatient clinics. In other words, no articles specifi-
cally addressed these populations in the outpatient clin-
ical setting. This is in stark contrast to the number of 
articles specific to these patients and the issues they 
face when they present specifically in the hospital 
environment.

Several articles referred to adults outside of medical 
settings (28%), either in the community (21%) or in the 
legal system (7%). Three percent of the articles referred 
to populations identified in multiple (both medical and 
non-medical) settings (Figure 4).

Figure 3. Article disciplines.
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Discussion

Socially isolated adults including unrepresented adults 
and adults without advocates are among the most highly 
vulnerable patients in health care systems (Farrell et al., 
2017). There is not consensus on appropriate terminology 
to describe these populations and scant data on the set-
tings and circumstances in which these individuals 
present.

Terminology

Prior articles defined individual terms such as “unbe-
friended” (Farrell et al., 2017), “unrepresented” (Pope, 
2019), “adult orphans” (Montayre et al., 2019), and 
“elder orphans” (Carney et al., 2016) in the context of 
discussing important clinical issues surrounding these 
groups without always addressing competing or equiva-
lent terminology. When competing terminology has 
been explicitly discussed (Pope, 2017), recommenda-
tions to inform consensus terminology have not been 
present. Prior reviews of unrepresented adults have 
identified variability in terminology used to describe 
these patients (Kim & Song, 2018), consistent with our 
findings of heterogeneous terminology describing adults 
lacking surrogates. To the best of our knowledge, this is 
the first review article to evaluate terminology for both 
unrepresented adults and adults without advocates at 
risk of becoming unrepresented.

Our findings reinforce the need for consensus on termi-
nology used to refer to vulnerable adults lacking social 
support. Consensus in terminology is especially important 
for those who retain medical decision-making capacity but 

who are one crisis away from becoming unrepresented 
(i.e., “adults without advocates”), who our study uniquely 
addresses. Notably, almost two-thirds of the articles we 
reviewed did not mention this critical population. Our 
study thus demonstrates a significant gap in the existing 
literature and a need for more research specifically 
addressing adults without advocates.

We observed a noticeable shift from the term “unbe-
friended” to “unrepresented” beginning in about 2015 
among the 74% of articles that named these adults. We 
advocate for the use of the term “unrepresented” instead of 
the term “unbefriended.” The term “unrepresented” cap-
tures all the elements of a situation in which an adult can-
not represent themselves due to their lack of capacity to 
make their own medical decisions, in which they cannot 
be represented by another due to the lack of a surrogate 
decision maker, and in which they cannot be represented 
by a health care proxy since there is not an executable 
advance directive. We also prefer the term “unrepresented” 
to the term “unbefriended” as it is possible to have friends, 
acquaintances, or relatives that are unwilling or unable to 
serve as surrogate decision makers.

Settings

Prior studies of unrepresented patients have focused 
on individual settings such as the ICU (White et al., 
2006) or long-term care (Karp & Wood, 2003). Studies 
looking at adults without advocates (Farrell et al., 
2021) provided only indirect measures of the fre-
quency with which clinicians encounter these patients. 
Prior studies that described more broadly the preva-
lence and characteristics of both unbefriended adults 
(Chamberlain et al., 2018) and adults without advo-
cates (Carney et al., 2016) lack analyses of the settings 
in which these individuals are identified. To the best of 
our knowledge, our study is the first review to attempt 
to address this question across both medical and non-
medical settings.

The heterogeneity of settings in which we found 
that unrepresented adults are encountered—both 
within and outside healthcare settings—is striking. 
Although the most common setting identified was the 
hospital, the second most common setting was the 
community, and overall, about one-fourth of the arti-
cles we reviewed were based in community and non-
health care settings. Interestingly, none of the articles 
discussed unrepresented patients solely in the outpa-
tient setting, despite prior findings that outpatient cli-
nicians reported encountering adults without advocates 
as often as inpatient clinicians (Farrell et al., 2021). 
This heterogeneity of settings suggests that approaches 
to meeting the needs of unrepresented adults will 
likely be unsuccessful if these approaches do not span 
the continuum of health care settings and professions, 
and link with legal services, social services, and other 
community-based supports.

Figure 4. Settings.
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Strengths and Limitations

Strengths of this narrative review include a robust and 
multidisciplinary search strategy for this type of review 
with inclusion of multiple terms to capture evidence on 
the topic comprehensively and involvement of an inter-
disciplinary team to conduct the literature review. 
Additionally, our approach including a priori defined 
elements, a data extraction process, and quantitative 
evaluation provided additional rigor to our approach to 
this narrative review. Our relatively narrow focus on ter-
minology and settings is an additional strength as it 
allowed for an in-depth evaluation of areas where con-
sensus is lacking in this field. Our rigorous and broad 
search strategy also allowed us to accommodate for the 
relative nascency of this area of study and the relatively 
limited number of articles available for review.

Limitations of our approach include that the format 
of a narrative review is inherently limited relative to a 
more comprehensive scoping review. Our search strat-
egy and a priori defined elements may also introduce a 
degree of selection bias given that we had to select 
search terms to address our question of terminology, 
thus articles using those terms selected a priori are likely 
to be overrepresented in our sample. Additionally, the 
nature of a narrative or integrative review does not allow 
us to synthesize results as a systematic review would; 
however, we do not believe there is adequate existing 
research in this field to support a systematic review. We 
considered including demographic descriptions of 
unrepresented patients in our review, however, the het-
erogeneity of definitions and approaches to identifying 
this group limits the ability to apply such findings.

Clinical Implications and Future Directions

We suggest the term adult without advocate to describe 
those who are socially isolated and maintain capacity to 
represent themselves and their interests in medical deci-
sions but lack a friend or family member to act as a surro-
gate should they lose medical decision-making capacity. 
We suggest the term unrepresented to describe those who 
are not able to represent themselves (due to lack of medi-
cal decision-making capacity) and do not have surrogate 
representation in the form of a family member, friend, 
executable advance directive, or legally appointed guard-
ian. The use of consensus terminology to describe unrep-
resented adults—and adults at risk of becoming 
unrepresented—will serve at least two purposes. First, 
consistent terminology will provide health systems and 
researchers with a common language to care for and study 
this population, enabling resources to be concentrated 
more directly to their care (e.g., facilitating the use of ICD-
10 [International Classification of Diseases-10] codes to 
assist in clinical documentation as well as data analysis 
and extraction within electronic health records). Second, 
naming adults without advocates and unrepresented popu-
lations will help to ensure that their interests are presented 
to and understood by health care policymakers.

We believe that our findings support a shift to a proac-
tive rather than a reactive approach to caring for adults 
without advocates and unrepresented adults. It is critical 
to understand where adults without advocates and unrep-
resented patients typically interact with the health care 
system so that health care resources and other supports—
including social, financial, and legal supports—can be 
deployed accordingly. This will be difficult for health sys-
tems and communities to accomplish without knowing 
how to name these populations or how to screen for them. 
For adults without advocates, it is especially critical to 
understand where they interact with health care profes-
sionals because there is an opportunity to identify these 
patients at the point of care before they become unrepre-
sented, thus preventing the attendant difficulties such as 
inability to identify their health care wishes, delays in 
obtaining a guardian, and excessive healthcare expendi-
tures. For unrepresented patients, if the costs of imple-
menting interventions to support them fall on only one 
part of the health care continuum, the benefits of these 
interventions may not be realized by the same entity and 
thus may be financially unsustainable. For example, com-
munity investment in creating a volunteer guardianship 
program for unrepresented patients may benefit hospitals 
by reducing length of stay, without any investment from 
hospitals. As a result, we anticipate that cross-sector col-
laboration with multiple stakeholders will be needed to 
build the necessary infrastructure (including but not lim-
ited to health care, legal, and social services such as hous-
ing) to meet unrepresented patients’ needs.

Interprofessional education and practice will be criti-
cally important to prepare the health care workforce to 
meet these patients’ complex needs across various health 
care settings. For example, capacity assessment, appro-
priate inclusion of caregivers in discussions about 
patients’ goals and preferences (such as supported deci-
sion making), and knowledge of the roles and responsi-
bilities of community agencies are not routinely taught 
in health professions education, yet interprofessional 
competencies such as understanding the roles and 
responsibilities of other team members (Interprofessional 
Education Collaborative, 2016) are essential to provide 
appropriate care for socially isolated adults. In addition, 
health care professionals should be aware of the adverse 
health outcomes of social isolation, such that the lack of 
a caregiver should prompt action to identify a surrogate 
decision maker. Using consistent and agreed-upon lan-
guage potentially improves the quality of these assess-
ments and conversations.

We envision a future in which primary care clinics 
and community agencies screen for patients at risk of 
becoming unrepresented, triggering needed social sup-
ports. From a value-based care standpoint, upstream 
preventive interventions are likely to be much more 
cost-effective since they have potential to avoid long 
lengths of stay while patients await a surrogate decision 
maker and to reduce the likelihood of requiring nursing 
home placement. This cost-benefit analysis is an area 
that is deserving of future study.
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Conclusion

This structured narrative review of the interdisciplinary 
literature addressing unrepresented patients and adults 
without advocates illustrates the lack of consistent lan-
guage and highlights the need for consensus regarding 
the terminology used to identify and describe these pop-
ulations. The use of consistent terminology can allow 
community services and healthcare systems to identify 
patients who could become unrepresented in a medical 
crisis that impairs their medical decision-making capac-
ity and direct essential medical, social, financial, and 
legal supports to these patients.

The context in which unrepresented adults and adults 
without advocates are described in the literature spans 
the continuum of geriatric care in the community. 
Approaches to meet these highly vulnerable patients’ 
needs should thus involve interprofessional education 
and cross-sector collaboration. Future work should 
explore proactive approaches to better identify adults 
without advocates both within and outside of acute care 
settings to provide necessary supports before they 
become unrepresented in a crisis situation. Future work 
should also identify the infrastructure and financial 
resources necessary to meet the complex needs of unrep-
resented patients.
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