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Abstract

Purpose of the Study: This article explores resident autonomy in assisted living (AL) and the effects that visitors and visit
ing the AL have on that autonomy. We examine formal and informal policies that govern visiting in AL, stakeholders views
and enforcement of these policies, and the complex arrangements that visiting often entails in everyday life in the setting.
Design and Methods: Data are drawn from a multiyear ethnographic study of autonomy in AL. Research from multiple
sites included participant observation, informal and in-depth, open-ended interviews of various stakeholders, and the writ
ing of leld notes. Research team biweekly discussions and the Atlas.ti software program facilitated coding and analysis of
interview transcripts and !eldnotes.

Results: Our ethnographic data highlight complicated factors related to visitors and visiting in AL. We discuss two impokr
tant aspects of visiting: (a) formal and informal policies at each setting; and (b) how resident autonomy is expressed or
suppressed through rules about visiting in AL.

Implications: Our data underscore the importance of resident autonomy and quality of care in relation to visitors and visit
ing, especially how this relationship is affected by inconsistent and confusing formal and informal visiting policies in AL.
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Many older adults in the United States live in long-term
care (LTC) settings and the numbers will increaseHarris-
Kojetin, Sengupta, Park-Lee, & Valverde, 2013. While nurs-
ing homes (NHs) are among the most widely recognized
LTC setting, they house only 2.8% of the over-65 popu
lation at any one time (Centers for Medicare & Medicaid
Services [CMS], 2013. In response to consumer demand for
housing that enhances personal autonomy and dignity, and
re"ecting public policy to control LTC costs, assisted liv-
ing (AL) was developed as an alternate residential approach
to care for dependent older adults. The needs of dependent

older adults range widely. Many needs for activities of daily
living (ADLs), such as dressing or toileting, or instrumental
activities of daily living (IADLs), such as using a telephone
or maintaining personal medications, may be manageable
in independent or community residential settings. However,
for those individuals who lack a support to continue to age
in their own homes, AL was developed as a home-like set
ting for older adults with acute needs and specilcally as a
setting that respects resident autonomy. That AL provides
a social model of care is an important tenet of AL philosce
phy. Unlike NHs, which are medical facilities, AL is situated

© The Author 2015. Published by Oxford University Press on behalf of The Gerontological Society of America. All rights reserved. 252

For permissions, please e-mail: journals.permissions@oup.com.

@¢v>(0$93(v($.(+)09(vai>>ca(o6(avdi<



The Gerontologis2017, Vol. 57, No. 2

253

within the larger community and therefore the presence of
visitors is, or should be, a normative part of AL#life.

This article focuses on two aspects of ALs: resident
autonomy and visiting by outsiders. When individuals move
into a specialized residential care setting, their social needs
are usually addressed in a variety of ways, both internally
through programmed activities and externally through visits
by family and friends. Both recognition and satisfaction of
the social needs of residents are key among the more cem
plex factors of resident autonomy and overall wellbeing.

Based upon our research, this article examines the rela
tionship between resident autonomy in AL and the circum
stances of visiting and visitors. We examine formal and
informal AL policies on visiting as well as stakeholdersON
residents, family members, frontline staff, and administra
torsNviews on these policies as well as the effects of family
on social support. Finally, after a background discussion of
care issues and a description of our research methodolo
gies, we describe and discuss our !Indings drawn from data
collected at lve AL settings over 4#years.

Background

The Growth of!AL

There are estimated to be between 36,000 to 68,000 ALs in
the United States, serving more than one million residents
(Burdick et#al., 2005 Eckert, Carder, Morgan, Frankowski,

& Roth, 2009 ; Stefanacci & Podrazik, 2005). While de!ni -
tions of AL and related forms of residential care may vary
by state (Genworth Financial, 2014), there are a number
of common features of AL. For example, as many as 90%
of AL settings provide assistance with medication man
agement and an additional ADL or IADL (Eckert et#al.,
2009). AL expanded upon earlier forms of housing into
what has been referred to as Ohigh-service, high-privacyO
sector (Hawes, Phillips, Rose, Holan, & Sherman, 2003
McCormick & Chulis, 2003 ). For the purposes of this
article, AL will refer to settings that provide room, board,
and assistance with ADLs at a non-NH or nonskilled level
of care (Gruber-Baldini, Boustani, Sloan, & Zimmerman,
2004; Zimmerman et#al., 2005. ALs are usually required by
state regulations to coordinate the following services: 24-hr
care staff and oversight; provision for help with ADLs and
IADLs; health-related services; social services; recreational
activities; meals; housekeeping and laundry; and transper
tation services (iles-Yokum & Wagner, 2011 ; Stefanacci
& Podrazik, 2005). ALs vary widely in both type and cul-
ture. They differ in the extent to which they are willing to
admit residents with high care needs, retain residents as
their needs change over time, or tolerate degrees of resident
autonomy. The services available in ALs may be depend
ent on philosophy of care, the 'nancial balance-sheet, and
on residents® ability to pay Golant & Salmon, 2004).
Further, the availability of services to residents can vary
signilcantly. Some settings have formal arrangements with
home health agencies to provide episodic nursing care and

assistance with ADLs; some may even encourage residents
to leave the AL to attend adult day activity programs in lieu
of providing their own ( Genworth Financial, 2010). In gen-
eral, ALs aspire to aid resident autonomy through emphasis
on availability of choices and a focus on resident dignity
and privacy (Butler, Gomon, & Turner, 2004 ). Despite the
fact that some AL residents may resemble NH residents in
acuity, all ALs are in theory nonmedical, community-based
living arrangements that are not licensed as NHs and there
fore do not undergo federal supervision. It is estimated that
over 80% of AL residents require assistance with at least
one ADL, and over 90% of residents need help with an
IADL ( Stefanacci & Podrazik, 2005). Understanding life in
AL settings, as well as the issues faced by residents and staff
members, is complicated as de!nitions of AL vary from
state to state; additionally, AL companies, both non- and
for-prolt, may use unique designations for levels of care
that make generalizations about services and care diflcult.
Unfortunately, there has been minimal research on ALs
as places of living or as environments analyzed from the
residentsO® points of view. In addition, until recently, there
has been almost no research exploring residentsQ experi
ences of personal autonomy and the social environment in
these settings. This article is a contribution to these topics.

Autonomy

For the research described in this article, autonomy was
delned as the ability of the individual to make and carry
out decisions about how, with whom, when, and where to
spend oneOs time. The subjective meaning of autonomy for
AL residents re"ects larger cultural ideas on control and
freedom, on personal predilection for self-administration,
on a personOs assessment of her own state of health and
functioning, and, signilcantly, on opportunities for or limi -
tations to autonomy provided by the AL itself (Ball et#al.,
2004; Carder, 2002). Autonomy as a cultural construct is
related most directly to the emphasis on individualism in
the United States and its operationalization through control
and the making of choices Eckersley, 2009. The cultur-
ally constructed desire to experience autonomy is a deep
part of American life and personhood. Americans interpret
this cultural goal through a powerful discourse that sug
gests the preeminent values of control, choice, freedom, and
agency, which are tied to the core cultural value of auton
omy. Autonomy and agency also relate to issues of power,
an important concern in AL (Holstein & Gubrium, 2000 ).
Additionally, part of the discourse of autonomy re"ects
questions about the social permeability of the AL settingN
who can enter and who must stay outNand the degree to
which an AL can be freely accessed for social purposes by
outsiders such as family and friends of residentsJackson,
Sullivan, & Harnish, 1996 ).

Maintaining autonomy is also central to quality of life
for older adults (Ball et#al., 2004 Steverink & Lindenberg,
2006). The presence of functional or cognitive impairments
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necessitating increasing care does not automatically mean
an older adult is willing to forgo autonomy partially or
completely, although some may feel more comfortable with
proxy control ( Morgan & Brazda, 2013 ). At the same time,
however, independent living settings may not provide suf
Icient support for the increasingly complex needs of older
adults (Eckert, Morgan, & Swamy, 2004 ).

The question of how autonomy is de!ned, experienced,
produced, maintained or thwarted in AL is a critical one.
In this regard our research sought to determine the forces
that create, insure, or deprive residents of autonomy across
several dimensions including visiting. Further, the mean
ing of autonomy to individuals and how this might be
gradually relinquished or signilcantly claimed are impor-
tant elements we explored. Speci'cally, and based on prior
work, we also viewed OautonomyO as a practice, re"ective
of setting factors such as layout, size and prolt status as
well as variously re"ecting individuals® differing experi
ences and understandings of autonomy. For AL residents,
autonomy may be most often expressed by choosing how
or where or with whom to spend oneQs time throughout
the day. Personal needs are often fulllled by interpersonal
relationships with others. Within ALs, residents may strug
gle to remain connected to prior social networks that now
are found outside the AL. Friends and peers must physi
cally visit the setting or residents must travel out of the
AL for them to feel Ofully connectedO to outside persons.
Research has shown a relationship between social support
and decreased levels of depression, increased well-being,
and decreased risk of institutionalization for older adults
(Steverink & Lindenberg, 2006). Therefore, on-going in-
person visits with family and friends are especially critical
to the wellbeing and dignity of older adults in AL. Visiting
clearly has a role in the provision of social and emotional
support to all AL residents regardless of health statuses.

Formal Visiting Policies

Policies such as formal Ovisiting hoursO are common in
AL. In many states, visiting rights are outlined under State
Health Department statutes. In Maryland, for example,
residents have the right to Omeet or visit privately with
any individual the resident chooses,O subject to Orea
sonable restrictionsO (Department of Health & Mental
Hygiene [DHMH], 2009 ). In California, guidelines stipu-
late that Ovisits are limited to reasonable hours of the
dayO (California Advocates for Nursing Home Reform
[CANHR], 2013 ). The vagueness of these guidelines is eas
ily tailored to unique settings, though they do not ultimately
provide control by residents over visitor access. Subject to
interpretation, staff members in a given AL may enforce
guidelines quite variably.

From a policy perspective, erring on the side of caution
by limiting outsiders® access can protect ALs from poten
tial liabilities. Safety concerns, in particular, drive many
rules about daily life for AL residents, including if, when,

and how a guest may visit them. From a policy perspective,
one key aspect of visitors is that they are untrained in many
activities with which they may wish to help residents. An
AL may require a staff member to supervise dining, laundry,
showering, or personal care, commonplace activities that
can be fraught with potential safety hazards. An untrained
visitor helping with dining, for example, may unintention -
ally facilitate choking, an outcome for which the AL is ulti -
mately accountable. A#visitor styling a residentOs hair with
hot curlers may break in-house rules about appliance use or
even start a small Ire. Thus, ALs must negotiate risk not only
with individual residents but also with each and every guest
or visitor. Consequently, ALs may limit or simply reject the
involvement of visitors in potentially hazardous daily tasks
as the best means of maintaining safety and control. Some
ALs may require signed waivers of risk to make ostensibly
dangerous behaviors possible for residents. Finally, the safety
of visitors themselves is also of concern. Residents may be
unpleasant to visitors and staff must then negotiate often
complex family dynamics that derive from negative interae
tions. Ultimately, it may be a safer outcome for residents and
their visitors to stay within the AL setting rather than ventur-
ing outside for a trip, for example, to go shopping.

Research Design and Methods

This article is based on ethnographic data collected in a
multiyear, multisite study of the meaning of resident auton
omy in standard ALs and in aflliated dementia care units
(DCUs). A#tkey aspect of our research focused on distinc
tive constructions of autonomy among !ve AL settings, and
these are discussed in this article using pseudonyms.

Research Settings

Our !rst site, Cedar Grove, is an OaffordableO AL licensed
for 60 residents in a semirural area. It sits among small
homes on a two-lane road one block down from a busy
highway. Cedar Grove was chosen for research because of
its medium size, geography, socioeconomic status of the
residential population, and its for-pro't status. There have
been a series of owners over time. During our research, a
couple bought it as an investment and added a new wing.
After sequentially !ring two directors and attempting to
run the AL themselves, the couple sold the AL to a local
for-pro!t NH#chain.

A second site, Walden, is considered a OprogressiveO
AL for its relatively small size and person-centered focus.
Walden is located in a suburban area and is composed of
two buildings built several years apart, joined by a linking
hallway with locked doors at either end. Thoreau House is
designed for 16 residents who are described as fairly inde
pendent and with minimal medical needs; Emerson House
is home to 12 residents with dementia and/or increased

care needs. Walden was selected as a research site because

of its philosophy, small size, and nonpro!t status.
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A third site for our research, St. Hildegard, is a relr
giously-aflliated AL that is joined via a walkway to inde -
pendent senior apartments and a NH on its campus. Daily
Mass is provided for residents. St. Hildegard was chosen
as an example of a mid-size AL (60 residents) and for its
nonprolt status.

The fourth site discussed in this research is Fairview, a
suburban for-prolt, chain-owned location that opened in
2010. Fairview offers both a three-story AL of 100 beds
and an adjacent skilled nursing and rehabilitation center.
Residents of the AL are housed according to acuity level,
with the top "oor providing the highest level of#care.

Lastly, Chestnut Creek, part of a national for-pro!t
chain, opened in 1995. Its two-story building sits on sev
eral wooded acres in an af'uent suburb. It offers private
apartments, companion suites, and shared rooms for 60 in
the AL. Many of its residents transition to the DCU on the
Irst "oor, which houses 40 residents and includes spacious
public areas and a private and secure fenced garden. At the
conclusion of our !eldwork, Chestnut CreekOs census was
struggling due to increased competition in the area from
other large, for-pro!t chains.

Data Collection

Over 4#years, six ethnographers have spent time conduct
ing participant observation and ethnographic interviewing
with 68 residents, 65 staff members, 18 administrators,
and 47 family members. Field visits occurred at various
times of the day and week, including evenings and week
ends. Formal ethnographic interviews ranged from 20 to
120min in length. Interviews were audio-recorded, profes
sionally transcribed and were assigned pseudonyms, yield
ing numerous documents for analysis. Ethnographic !eld
notes, totaling 370, were made based on participant obser
vation and informal conversations. Consent was gained for
all interviews, per approved Institutional Review Board
(IRB) protocol (IRBs # Y10AF21138 and Y13AF21058).
Employing qualitative, purposive sampling Oenzin &
Lincoln, 2011), we chose to interview: (a) staff across all
shifts and job types (administrative, activities, care, dietary,
housekeeping, and maintenance); (b) all residents who were
cognitively-able to complete an interview, as determined by
the ethnographer; and (c) family members who were active
participants in the AL. We utilized ethnographic interview-
ing eliciting informants® initial verbatim statements and
responses to initial questions as starting points for addi
tional questions and lines of inquiry, beyond those origt
nally supplied by the interviewer or the interview guide,
on critical topics of interest such as autonomy and social
relationships. For example, this permitted an exploration
of multiple perspectives, experiences, and biographies
that were part of the AL setting (Li, 2008). As examples,
questions in the open-ended interview guides included:
OHow do you spend your time here?O OAre you free to
pretty much do what you want?0 and OHas your idea of
independence changed since you moved here?O Multiple

termsNfreedom, independence, making choicesNwe used
to elicit information about the experience of autonomy in
each AL. Interviews with employees focused on their expe
riences working within AL, in addition to opinions about
and observations of the residents in the sites and questions
of autonomy. Some individuals or Okey informantsO were
interviewed multiple times to explore selected themes in
greater detail and over time Rubin & Rubin, 2005 ).

During phases of participant observation, ethnogra
phers separately and together wrote !eld notes on everyday
life in the AL (e.g., on meals; staff; dining; Resident Council
meetings; interpersonal interactions among residents, staff,
and family members; and various activities such as Bingo,
crafts, and holiday parties). Participant observation relied
on insights generated by !eld researchers through repeated
observation of residents, family members, and staff mem
bers alone or in interaction (Wolcott, 2005). Field notes
were made of observations, interactions, insights, and
informal interviews with anyone within the AL setting.

Field notes and recorded interviews were transcribed
verbatim, checked for accuracy by the ethnographers, and
team-coded using inductively derived codes developed
by the research team. All leld notes and transcripts were
entered into Atlas.ti software program to facilitate coding
and qualitative analysis (Muhr, 2008). Rotating two-to
three-person teams coded each document individually and
met to reconcile any differences; this ensured coding integ
rity and reliability (See Eckert et#al., 2009 Morgan et#al.,
2011, for more detail). Any coding discrepancies that could
not be resolved by the coding teams were brought to the
larger research team for resolution during biweekly meet
ings. Once integrity of coding was established, documents
were coded individually. Analysis of the data involved run
ning Atlas.ti queries using both code and word searches.
For this particular analysis, word searches included Ovisit,O
Ovisitor,O Ovisitingd and Ovisitation.O Word searches for

Oson/daughter,0 Osignilcant other,0 Oloved one,0 Oguest,0

and Oin-lawO were also conducted. Lastly, we drew from
the ethnographers® extensive and detailed !eld-based
knowledge of the Ive AL settings.

Findings

In our analysis, we identiled three key areas that in"uence
outside visitors for residents in these settings. In this section,
we will Irst discuss what we found about visiting (through
observations by our ethnographers, and informal and formal
interviews) and then relate our Indings to issues of resident
autonomy. This is followed by a discussion of formal and
informal policies on visiting, and !nally by a discussion resi-
dent autonomy in its relationship to social policies on visiting.

What We!Found

Our research led us to conclude that when older adults
move into AL, they often newly feel a degree of distance
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from their previous social circles. For example, at Walden,
resident Maureen Durke told us that her friends from the
past Ohave all moved away.O Health decline and lack of
transportation often inhibit friends from visiting. At all set -
tings, many residents told us that they now have an entirely
new circle of persons, and the expectation of AL staff is
that new residents will bond with other residents, or, at the
very least, spend time with them at meals and other activi
ties. No one ever directly said that this new circle is replae
ing a residentOs old circle, but that appears to be the case;
the old circle of signilcant others, we observed, rarely vis
its, except for a few close relatives like spouses or children.
We also found that both old and new residents of AL often
feel uneasy about inviting neighborhood friends and family
to visit. We concluded that both diminished social circles
due to age and a boundary connected to the institutional
quality of the AL setting both acted to diminish outside
social connections. We found that, with residence in an AL,
visits may now feel contrived both to the resident and the
visitor. It was rare to see residents visiting each otherOs AL
rooms; instead, residents congregate in public spaces (e.g.,
main lobbies, small alcoves, or activities areas).

At Fairview, resident Anna Lux told us how diflcult
friendships are to maintain, saying, O[There were] people
that you could talk with, and we became instant friends
b instant friends, but [a friend] got sick here and this is
the thing, they pass away, they really do. You get to know
them and then the Irst thing you know, theyOre gone. They

that these rooms are a personOs home. Visits from a spouse
or others who do not reside in the AL may also pose chal
lenges. For example, visiting spouses must not only negeti
ate transportation, but also entry into the AL setting. Our
research found that the AL settings we studied are poorly
equipped (i.e., in terms of staff training, policies or proto-
cols), to address sexual needs of residents including conrju
gal visits (Dobbs et#al., 2008 Frankowski & Clark, 2009 ).

We also found that visiting hours and entry practices
varied greatly even among the ve settings in which we con
ducted research. What might be everyday visiting for com
munity-dwelling older adults, such as a friend or relative
freely walking into an individual®s home for a short social
call, can be diflcult or even unacceptable in AL settings due
to unstated, but enforced, practices concerning the control
of boundaries by staff members. Our !eldwork included
accessing and analyzing setting websites, handbooks, and
move-in materials, among other documentation, for pro-
tocols, including visiting hours; we found, unsurprisingly,
that a visiting protocol can range from wholly uncompli -
cated (including little formalized in writing) to the dis -
tinctly complex and regimented to an extent that functions
to purposefully deter regular and comfortable visits.

Formal and Informal Policies

In general, specilc policies on visiting in ALs are often not
oflcially displayed or documented, other than through a

pass away.O She also discussed a desire to have a male com general statement about visiting hours, posted or not or

panion to Osit with and talk with and eat with and just to
have somebody that you could just walk with andEpass
the time of day and be with. 1tOs just something I#would like
because in the apartment l#had that, l#always had thatO
Lastly, she discussed a male friend who lived nearby in the
community, but she hesitated to call him and invite him to
visit her in the AL. Most of all she wanted someone Oyou
could maybe shake hands withEor put your arm around
them or something like thatO While there are no explicit
rules at Fairview forbidding an outside visitor, AnnaNas
is often experienced by AL residentsNfelt that courting a
male friend or visitor would be frowned upon by the staff
as well as fellow residents.

We found that residents are often aware that the AL staff
or management have the ability (or actively are) observing
their visits by outsiders. This OoversightO has two mean
ings: (a) that staff members and others are observing resi
dents and (b) that it is a possibility that these persons are
judging their behavior. Some residents are wary. Given the
possibility of such observation by staff members and other
residents (real or imagined), residents then may feel uncom
fortable inviting a grandchild, for example, to spend the
night at the AL or a weekend with them at their new home.
Indeed, resident rooms may be too small for guest accom
modations and AL settings may be bound by both legal and
practical health and safety concerns and so act to discour
age or forbid overnight visits, despite the expressed belief

part of aOpackageO of rules given to the resident and family
upon arrival. This was the case in the ALs we are discussing
here; their written or communicated visiting policies were
sometimes obscure. We observed, however, that there are
unspoken rulesabout guests and what they are permitted
to do, which residents learn by trial and error or through
informal word-of-mouth. In these !ve research settings,
such unspoken rules clearly inhibit residents® autonomy
and also sometimes curtailed important decision-making
in daily life. In some instances, rules about length of visits
or staying overnight were unstated. AL staff members may
create Oinformal rulesO for particular friends or family, who
are disliked by one or more staff members or are viewed
as some sort of burden or as an impediment to medical or
institutional routine and who are therefore seen by them as
OoverstayingO their welcome and are unwanted guests in
the minds of the staff or management. Some rules can also
be quite powerful. For example, in Walden, some family
visitors were forbidden entry by the AL as a result of staff
membersO knowledge of previous family violence or issues
related to a previously identiled lack of care and concern
for the resident. In this case, such ad hoc rules served to
protect the resident.

At Walden, formal social policies were also adopted in
response to negative individual or troubling family visitors.
At St. Hildegard, family members were given the opportu
nity at intake to provide a list of persons to disallow from
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visiting. Informational packets at St. Hildegard indicate
that Ovisiting times are "exibleO and emphasize that the AL

At Cedar Grove, we witnessed a variety of family and
nonfamily visitors. Nonfamily visitors included social

is Othe residentOs homeO; yet the same documents maintainworkers, visiting nurses, pastors, club members (e.g., Girl

that residents are Osubject to reasonable restrictions on vis
iting hours and places,0 a term that remains ambiguous and
therefore can be interpreted on an individual basis by man
agers. From 8:00 a.m. to 8:00#p.m., a staff member moni
tors the main doors at St. Hildegard. OAfter hoursO guests
must ring a doorbell in hope that a care staff member will
greet them and permit access. For visitors who work full-
time or maintain Ountraditional® work hours, visiting can
therefore become diflcult. At the same time, Paula Furst,
Executive Director at St. Hildegard, described the expecta
tion of familial involvement, saying, O[T]hereOs an expecta
tion that [family] will be part of the caregiving, and that
part involves them visiting and being in touchE Because
until we get to know somebody, you know, we are not their
family and that®s who they want to see.O

During one Onew resident meetingO at St. Hildegard, an
ethnographer observed a seemingly commonplace discus
sion of Ono accessO persons. An adult son, in preparing for
his mother®s move there, provided a list of names of family
membershe did not want to have access to his mother. No
justilcation or detailed explanation was required or pro -
vided in making the list. Nor was there any follow-up to
review and approve the list with his mother, a supposedly
autonomous resident. It was as if the adult son, not the
resident, was the customer. This example in part highlights
dynamics within ALs over de!ning who the real client is. In
this case, the son was a private payer for his motherOs stay
at St. Hildegard and this probably led to his consideration
as the most powerful agent. However, there was no infor
mation to suggest that his mother was not able to make
such choices for herself.

Autonomy Expression or Suppression

Visitors and Visiting
In our research, we saw that there is no standardized
method of OinformingO a resident of the arrival of a visitor.
Even within one site, a visitor may be led directly to a resi
dentOs room, asked to wait at the door with a staff member
while a resident is told of the visitorOs arrival and called to
the door, or allowed entrance with unaccompanied Ofree
reignO of the AL. This inconsistency was seen at Cedar
Grove, where resident Amelia Larke said, OAnd you can
have visitors anytime reallyEYou have to announce your
self, but thereOs no problem that way.O Another resident at
Cedar Grove, Stella Crandall, a resident, noted, OAnybody
that wants to come in, they are always welcome.O

We also witnessed variation in allowable visiting prac
tices from resident to resident. Some facilities consistently
maintained strict, mandatory Osign in/sign outO paperwork,
as was the case at St. Hildegard, whereas others kept an
informal Oin/outO clipboard near a main door that is not
enforced or !lled out, as was the case at Walden.

Scouts), community volunteers (Bookmobile), and children
and pets of staff members. Indeed, many residents and their
families selected Cedar Gove, in part, because of its afford
ability and close proximity to family and friends. Thus,
residents at Cedar Grove received more frequent, albeit
short, visits with family members compared to other sites;
residents would often leave the AL for short shopping trips,
or entertain visitors delivering supplies or special Otreats.O
In this way, many residents at Cedar Grove were kept in an
active loop of ongoing family events.

At all of our sites, family visits were often associated
only with off-campus medical appointments and many fam
ily members did not come at other times. Several family
members of Walden residents told us they juggled multiple
responsibilities (e.g., sick spouses or children) and conse
quently visits were short and infrequent. Walden and Cedar
Grove were unique in that the staff allowed family members
to organize their own in-house activities, such as Bible#study.

Residents in the !ve sites often struggled with maintain
ing former social networks, but more diflcult, we found,
was adjusting to the shrinking of their networks as friends
moved or passed away. Still other friends may themselves
transition into LTC settings, develop transportation diflcul -
ties, or move in with family members in distant communi-
ties. Similarly, in some sites in which we worked, regulations
limited information that AL staff could share with friends. If
a resident who has a friendship with another resident moves
elsewhere, this information may not be shared, and social
contact can end abruptly with no explanation.

Lastly, family members often dominate residentsO social
circles, and we determined that general AL residents fell into
two camps: those with family members that visited regularly,
e.g., several times a week; and those whose family members
that visited infrequently or sporadically, some only for holi-
days and special occasions. Johnna Kwiatkowski, an adult
granddaughter of a Chestnut Creek DCU resident, dis
cussed her disappointment with her fellow family members
following a large family birthday party for her grandmother,
Midge, hosted at Chestnut Creek, which included multiple
generations of siblings, children, grandchildren, and cousins.
Johnna described the majority of guests as Oself-absorbed,O
and Oso unaware of [MidgeOs] needs.O She later admitted
that the familyOs disengagement may be related to sadness
and anxiety from seeing MidgeOs deterioration, adding
Othey were probably so shell-shocked to see [Midge]O and
admitting there is a mourning process for family members;
the others might have been Otrying to just keep it together
[for the party]© JohnnaOs re"ection exempliles a common
underlying cause of infrequent visiting by family members;
staff echoed this sentiment, noting that families are often in
denial about a residentOs care needs and that it can be har
rowing to watch family visits, particularly as they decrease
in frequency the longer a resident lives in#AL.
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Staff members also raised concern for several married
couples at Chestnut Creek in the DCU, saying, O[They are]
pretty reclusive within themselvesEfor the most part, they
will stay in their rooms for the majority of the day with
their spouse.O For other residents, particularly those with
dementia, caregivers in particular recognize their central
role in the residents social lives.

Discussion

If resident autonomy is a goal of AL, then it should be
expected that residents have some degree of control over
a wide variety of life elements, including the presence of
visitors. If a programmatic analogy is made between an
AL setting and a personOs own home, it is right that a per
son should be able to control who has access to them and
who can come into their home. Legally, AL residents are
entitled to visiting hours and a degree of control over who
has access. However, such autonomous intentions are not
even applied in AL. It was clear that the !ve AL settings
that we describe here had no consistent de!nitions of visi
tor policies or practices. Control of who was de!ned and
approved as visitors varied by setting and by person with,
in at least one case, the approvals being determined by a
family member and not the resident herself. Visitors were

physically impaired. The observation that close friendships
can develop in AL is quite clear from our research and that
of others. However, such developing friendships form a
type of friendship replacement in which old friends who
no longer visit or call are replaced by new friends who live
inside the AL. Perkins et#al. (2013)in research in ALs in
Georgia, found that having a higher proportion of family
ties in oneOs social network was a strong predictor of well-
being and that relationships Oamong coresidents generally
were important but not emotionally closeO (p.#495). The
researchers also found that Ohaving more close ties was
associated with lower well-beingO (p.#495). The cut-offs,
monitoring, and surveillance of visitors, compounded by
the fear of AL management of the potential for visitors to
unintentionally cause harm to the residents, are not posi
tive contributors to maintaining relationships and clearly
impact residents® autonomy and dignity.

Policy Implications

Our data suggest two important conclusions. First, much
closer attention needs to be paid to the nature and mean
ing of visiting in AL. Evidence indicates that residents
themselves should have primary input into the forms of
their own autonomy if the promise of AL as home is to

also OoverseenO by staff members and residents were aware be met. Visiting must be seen as an expression of resident

of, and uncomfortable with, such surveillance. There were
concerns by management about the potential of visitors to
do unintentional harm to the resident they visited if they
were permitted to help out with daily tasks. Other settings
did not trouble themselves much about visitors or the need
to control them, and more or less permitted open access.
It appears, however, that the mere fact of moving from the
general community into an AL often produces changes in
the social networks of residents. We found that many of the
residents with whom we spoke described a process of sepa
ration from most of their friends and some of their fam-
ily members that accompanied their move into AL. It was
not that friends and family became fully detached from AL
residents, but rather it was that the AL itself constituted a
barrier; there was a disconnect between the institutional
world in which residents now lived and the larger world
from which they came. If contacts with outsiders contin-
ued, they became fewer in that there was now a barrier to
negotiate, further complicated when outsiders themselves
became frailer or sicker, or even passed away over#time.
There is little doubt that the inclusion of visitors is
socially and emotionally benel!cial to AL residents. Visits
from outsiders that are organized by activities staff in ALs
are common practice and might include church groups,
entertainment, childrenOs visits, and others. However, vis
its by people who are known personally, as friends, by
residents appear to become less common after a move
to AL. Commonly, friendship is now sought out among
oneOs peers residing in the AL, although this itself can be
problematic, as many coresidents may be cognitively or

autonomy and desire, and every opportunity should be
given to enhance the quality of this experience. The choice
of OacceptableO visitors should not be turned over to adult
children or other kin, unless the safety of the resident is
at stake and a decision cannot be independently made by

the resident herself. In all cases, we believe, the residentOs

input should be sought. Attention should be also made
to optimizing visiting hours for each resident so that all
lifestyles can be accommodated and residentsO dignity
respected. It may be the case that a child or friend can
not visit except at times that are inconvenient for the AL;
suitable compromises must be found for such situations
to prevent the AL from negatively informing the social
environment and quality of life for residents. While the
desire of a friend or other visitor to help care for the rest
dent may be problematic in some ways for the AL, again
compromise must be sought for in some cases. Individuals
may want to continue life-long patterns of interaction that
would now be enacted by feeding, setting oneOs hair, or
helping with a shower. It is possible for staff to actually
train visitors in these tasks, or for risk agreements to be
signed, so that the possibility of problems or liability is
minimized, positively shaping the future social environ
ment of#AL.

Second, itis clear that ALs should pay much more careful
attention to precisely what resident autonomy consists of.
Decisions about resident autonomy should be left, as much
as is possible, to the residents. Clear ideas of what resident
autonomy consists of and what domains of behavior and
interaction are to be autonomous should be the object of
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much more careful thought by staff members, family mem
bers and AL management. Sometimes, an inability to prom
ulgate a policy consistently promotes autonomy and other
times it may hinder it. Similarly, the effects of OcontrolO
and OsurveillanceO by staff members on individual residents
should be thoroughly thought through and evaluated to see
if they contribute to a fuller resident autonomy, or not.
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Abstimmung

Mitreden bei Politik und Forschung
Wie wollen wir in Zukunft im Alter leben?

| Welche Unterstiitzung brauchen wir zu Hause?
Wie soll unser Umfeld aussehen?

leben 20

Forschungsprojekt ,Autonomes Leben in W1en

Intro Visionen Newsletter2050 Abstimmung Kontakt f

Newsletter aus der Zukunft

Bei welchen Ideen wiirden Sie mitmachen? Jede Geschichte beschreibt einen Teil der Zukunft. Lassen Sie sich inspirieren und
wahlen Sie 1 - 3 Themen, die Sie am liebsten umsetzen mochten.

Beschreibungen zu allen Themen anzeigen ¥  IhreWahl
. Die Zukunft immer im Blick
Freies Denken, grenzenlose Stadt L /
Die Stadt der Sprachen neu entdecken v
. Zuruck in die Zukunft des Handwerks v
r: Gemeinsam mehr bewegen v
Einsatz fiir ein vitales Leben v

=

' Dialog der Generationen schafft Wissen A

Das Programm ,Lernen durch Begegnung*
wurde 2020 entwickelt, um den Austausch
von Wissen und Erfahrungen zwischen den
Generationen zu fordern. In dieser Vision wer-
den stadtweite Begegnungsstatten geschaf-
fen, in denen alle Generationen zusammen-
kommen. Lernen findet selbstbestimmt statt.

vollstandiger Text...

. Vom Arbeitsmarkt zum Tatigkeitsmarkt v
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Freies Denken, grenzenlose
Stadt

Im Jahr 2050 bedeutet Barrierefreiheit, dass nicht
nur Mobilitatshindernisse sondern auch
Kommunikationsschranken abgebaut sind. Die
Lebensfreude in der Stadt ist gestiegen, da das
Miteinander durch kiirzere Wege, mehr 6ffentliche
Verbindungen und gegenseitige Unterstiitzung im
generationsiibergreifenden Leben erleichtert
wurde.

Interview von Leben2050 mit den zwei Griindern der Initiative ,Freie Bahn
auf allen Ebenen". Die Initiative wird von Wien-Zukunft, Wien-Miteinander
und Wien-Wissen unterstiitzt.

2013 griindeten Sie lhre Initiative. Damals hief sie noch
»Mobilitdt, barrierefreie Bewegung auf allen Ebenen*. Was
wollten Sie in Wien damit erreichen?

Neben den vielen Hindernissen im Wohnumfeld und der Stadt gab es damals
auch Kommunikationsschranke ischen den Generationen und Hiirden, die
das Erhalten von geistiger Flexibilitat bis ins hohe Alter massiv erschwerten.
Unser Ziel war es, diese Hindernisse auf allen Ebenen und fiir alle
Generationen abzubauen. Barrierefreiheit sollte sich dabei nicht nur auf
Mobilitdt, also die kérperliche Bewegung von A nach B beziehen. Geistige
Flexibilitdt und die kommunikative Anbindung an die Gesellschaft sind fir uns
genauso wichtige Kernpunkte fiir eine umfassende Barrierefreiheit. Generell
wollen wir soziales, generationsiibergreifendes Miteinander fordern. Hier
arbeiten wir auch eng mit dem Programm ,Lernen durch Begegnung“ von
Wien-Wissen und dem Aktionsplan ,,Generationen in Bewegung “ von
Wien-Miteinander zusammen.

Neue Kommunikationstechnologie und soziale Netze haben
definitiv Schranken liberwunden, und dazu beigetragen,
soziale Isolation zu vermindern. Neue Technologie
ermoglicht Barrierefreiheit, aber kann sie auch Immobilitat
verursachen?

Freies Denken, grenzenlose Stadt (Text-Popup)
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Intro

leben 2050

Forschungsprojekt ,Autonomes Leben in Wien”

Visionen Newsletter2050

Newsletter aus der Zukunft

Hier ist die Verteilung der Stimmen aller bisherigen Teilnehmer. Wenn Sie die Maus uber die Balkenanzeige halten, sehen Sie
die jeweilige absolute Stimmanzahl.

. Gemeinsam mehr bewegen

. Inkludiert und integriert v
. Zuriick in die Zukunft des Handwerks v
. Die Zukunft immer im Blick v
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l Insgesamt gab es bisher 560 Abstimmungen.

lhre
Wahl

O

I - T e . O O . - |

Bitte stimmen Sie aus Fairnessgriinden nicht ofter als einmal ab!
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Mitreden bei Politik und Forschung

' Wie wollen wir in Zukunft im Alter leben?
| Welche Unterstitzung brauchen wir zu Hause?
Wie soll unser Umfeld aussehen?
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A 9 R Rrbeitsmarkt zum TStigkeitsmarkt
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entwickelt. Die finanzielle Grundsicherung erm3glicht allen BYrgerinnen eine

sinnvolle und sinnstiftende Teilhabe an der Gesellschaft. Auch die Pflege und

Betreuung Slterer Menschen wurde so aufgewertet und verbessert 3

A 'L D QI& Generationen schafft Wissen
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Austausch von Wissen und Erfahrungen zwischen den Generationen zu fSrdern. In
dieser Vision werden stadtweite BegegnungsstStten geschaffen, in denen alle
Generationen zusammenkommen. Lernen findet selbstbestimmt statt 3

A (L Q Vivrwih vitales Leben

Einsatz fYr ein vitales Leben. VitalitSt ist die Voraussetzung fYr ein selbstbestimmtes
Leben in allen Lebensabschnitten. Die Stadt und ihre Bewohner setzen mehr
Ressourcen wie Zeit, Wissen und Geld gezielt zur GesundheitsfSrderung und *
vorsorge ein. VitalitSt ist dabei mehr als nur Gesundh