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Purpose: This study’s purpose was to advance 
the process of culture change within long-term care 
(LTC) and assisted living settings by using participa-
tory action research (PAR) to promote residents’ com-
petence and nourish the culture change process with 
the active engagement and leadership of resi-
dents. Design and Methods: Seven unit-
specific PAR groups, each consisting of 4–7 residents, 
1–2 family members, and 1–3 staff, met 1 hour per 
week for 4 months in their nursing home or assisted 
living units to identify areas in need of improvement 
and to generate ideas for community change. PAR 
groups included residents with varied levels of physi-
cal and cognitive challenges. Residents were defined 
as visionaries with expertise based on their 24/7 
experience in the facility and prior life experi-
ences. Results: All PAR groups generated novel 
ideas for creative improvements and reforms in their 
communities and showed initiative to implement their 
ideas. Challenges to the process included staff par-
ticipation and sustainability. Implications: PAR 
is a viable method to stimulate creative resident-led 
reform ideas and initiatives in LTC. Residents’ exper-
tise has been overlooked within prominent culture 
change efforts that have developed and facilitated 
changes from outside-in and top-down. PAR may be 
incorporated productively within myriad reform 
efforts to engage residents’ competence. PAR has 
indirect positive quality of life benefits as a forum of 
meaningful social engagement and age integration 

that may transform routinized and often ageist modes 
of relationships within LTC.

Key Words: Institutional care, Ageism, QOL, Age 
integration, Competence, Helplessness

Nursing homes and other long-term care (LTC) 
institutions have been the subject of extensive and 
growing attention and criticism from the public at 
large, popular media and scholars concerned about 
care and quality of life (QOL) issues of older peo-
ple. In addition to questionable standards of medi-
cal care within nursing homes (Kayser-Jones, 
Beard, & Sharpp, 2009; Weiner & Hanlon, 2001), 
critiques have focused on the excessive medicaliza-
tion of daily regimens that give relatively little 
attention to the realities of residents’ lives beyond 
their physical care needs (Foner, 1993; Gubrium, 
1976; Kayser-Jones, 1990; Thomas, 1996); sys-
tematic dehumanization and infantilization of resi-
dents (Kayser-Jones, 1990; Vladeck, 1980); and 
problematic work conditions, compensation, and 
lack of benefits for nurses assistants (Diamond, 
1986, 1992; Kalleberg, Reskin, & Hudson, 2000). 
These social dynamics and settings suppress recog-
nition and nurturance of older adults’ potentials 
for lifelong learning, growth and contribution 
(Barkan, 2003; Dannefer & Shura, 2008; Dannefer, 
Stein, Siders, & Shura, 2008; Thomas, 2004), and 
reify cultural belief systems of ageism and age-related 
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stigmatization that legitimize older adults’ isola-
tion (Butler, 2002/1975; Dannefer & Shura, 2009). 
Many criticisms of institutionalized LTC for elders 
have synergy with Erving Goffman’s definition of 
a “total institution” as a social setting of aggregate 
living and work that is cut off from broader soci-
ety, which is marked by strictly regimented sched-
ules and minimal opportunities for individuals to 
deviate from centrally administered routines and 
expectations (Goffman, 1961). This structure 
imposes formidable constraints on elders’ experi-
ences within LTC.

Over the past several years, these concerns have 
fueled a number of significant reform efforts within 
LTC (for a review, see Rahman & Schnelle, 2008). 
These include efforts to change the culture within 
nursing homes by altering immediate nursing home 
environments to create a more humane habitat 
replete with pets, plants, and young people (e.g., 
the “Eden Alternative”—see Thomas, 1996; 
Thomas & Johansson, 2003); transformations 
according to a neighborhood concept and inclu-
sion of on-site intergenerational centers (e.g., 
“Providence Mount St. Vincent”—see Anderson, 
2008; Boyd, 2003); and recent Green House ® 
(Cutler & Kane, 2009; Rabig, Thomas, Kane, 
Cutler, & McAlilly, 2006) and Small House 
(Rabig, 2009) projects that entail major structural 
and architectural changes in order to provide more 
home-like experiences for elders and family-like 
relationships between care staff and residents. 
More general approaches to reforming experiences 
in later-life and related care issues are advocated 
by organizations such as the Pioneer Network 
(Fagan, 2003) and Wellspring (Weiner & Ronch, 
2003) and evident in attempts to broaden and 
reframe discussion of later-life care options to 
include aging in communities in spite of public 
policy that currently promotes institutionalization 
(Thomas & Blanchard, 2009).

Although few formal evaluations of culture 
change in LTC have been reported (Rahman & 
Schnelle, 2008), some studies have provided evi-
dence for improvements in older adults’ health and 
QOL and for organizational processes and rela-
tionships in residential LTC settings (Calkins & 
Marsden, 2000; Cutler & Kane, 2009; Dannefer 
& Stein, 2000; Dannefer et al., 2008; Thomas, 
1996). To date, studies of culture change efforts 
have documented improvements in medication 
reduction (Thomas, 1996), in degree of choice 
about daily activities such as bathing and the time 
of getting up in the morning (Barrick, Rader, Hoeffer, 

Sloane, & Biddle, 2008; Dannefer & Stein, 2000; 
Kane, Lum, Cutler, Degenholtz, & Yu, 2007; 
Weiner & Ronch, 2003), and in social engagement 
(Calkins et al., 2001; Dannefer & Stein, 2000). 
However, little evidence suggests that elders them-
selves have participated in the identification of 
areas in need of improvement within their LTC 
communities and in the development of culture 
change initiatives. In a noteworthy exception, 
Calkins, Kator, Wyatt, and Halliday (2009) ascer-
tained nursing home residents’ views on ways to 
improve use of their immediate physical environ-
ment, which resulted in community changes such 
as giving the “right of way” to residents regarding 
elevator use. Generally, changes are made “on 
behalf” of older adult residents to promote their 
best interests and improve their QOL while  
leaving elders themselves out of change processes. 
The tension between reform imperatives and 
already existing bureaucratic structures and power 
hierarchies within LTC facilities—structures and 
hierarchies that position elders in the relatively 
most powerless and passive roles within the total 
institution—is not an unrecognized problem 
by pioneers in LTC reform, yet presents formida-
ble theoretical, methodological, and existential  
challenges.

The purpose of this study is to advance the 
process of culture change within a LTC commu-
nity by engaging residents as experts directly in 
the change process. Resident engagement and 
leadership in reforms can benefit the goals of cul-
ture change and can offer a means of addressing 
some of the fundamental problems of nursing 
home life that initially motivated reform efforts 
and that are central to the mission and vision of 
reform organizations, particularly what Eden 
Alternative founder Bill Thomas termed the 
“plague of helplessness” of nursing home resi-
dents (Thomas, 1996). Resident engagement in 
reform offers a means of addressing residents’ 
lack of structural opportunities to overcome help-
lessness and to demonstrate competence within 
their LTC communities.

We use the method of participatory action 
research (PAR) to engage the expertise and pro-
mote the competence of residents. Our study, enti-
tled “Learning from Those Who Know,” consists 
of a model—including theoretical framework, 
method, and demonstration of this method’s 
potential and utility in LTC settings—that incor-
porates residents’ experience and expertise into 
culture change by facilitating elders’ involvement, 
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centrality, and leadership within community 
reform efforts. Others have recognized the abilities 
and skills of older adults through active involve-
ment in the evaluation of community change as 
well as in research (Baker & Wang, 2006; Blair & 
Minkler, 2009; Doyle and Timonen, 2010; Israel 
et al., 2008; Jones, Auton, Burton, & Watkins, 
2008; Minkler & Wallerstein, 2008; Ray, 2007), 
although elders’ involvement in participatory 
research is still relatively uncommon (Blair & 
Minkler, 2009). The primary goals of PAR in this 
study are twofold: to address institutionalized 
elders’ helplessness by promoting their competence 
and simultaneously to facilitate positive organiza-
tional change in LTC. We assert that this model 
has the potential to help to flatten hierarchies 
within LTC, to transform the power structure by 
promoting cross-age relationships with elders that 
are not based on their roles as care recipients, and 
to promote more creativity regarding community 
change than opportunities afforded in prominent 
reform imperatives.

Background: Culture Change, Resident 
Engagement, and Human Needs

Culture change efforts start with the needs and 
life circumstances of residents. This emphasis is 
evident in the introduction of terms such as  
“person-centered or resident-centered care”  
(Kitwood, 1997; Koren, 2010), “person-directed 
care” (Anderson, 2008; White, Newton-Curtis, & 
Lyons, 2008), “individualized care” (Casper, 
O’Rourke, & Gutman, 2009), and “consumer-
driven health promotion” (White-Chu, Graves, 
Godfrey, Bonner, & Sloane, 2009). Despite this, 
culture change reform efforts have placed little 
emphasis on the direct involvement of elders. This 
omission is significant because the provision of 
care and service to residents, who are arguably the 
key constituents of the institution, is the entire  
raison d’etre of LTC facilities and because core 
principles of culture change include knowing, 
understanding and listening to residents, and hon-
oring their experiences and perspectives (Fagan, 
Williams, & Burger, 1997; Thomas, 1996). 
Thomas (1996) articulated the broad concerns of 
many reformers when he identified boredom, lone-
liness, and helplessness as the “three plagues” of 
nursing home life. The official vision statement 
and founding principles of the Eden Alternative 
call for their elimination (http://www.edenalt.org). 
“Boredom” in LTC contexts relates to a lack of 

opportunity to control the content of one’s experi-
ence and a paucity of options for activity that an 
individual evaluates as desirable or deserving her 
attention. “Loneliness” indicates a lack of related-
ness and social integration. “Helplessness” implies 
incompetence in matters of everyday life—loss of 
ability or lack of opportunities to demonstrate 
one’s abilities. These three plagues correlate closely 
with three basic human needs articulated in self-
determination theory in psychology—“autonomy,”
“relatedness,” and “competence” (Deci & Ryan, 
1985, 2008). Nowhere in self-determination the-
ory is it suggested that these needs atrophy with 
age; rather, they are understood as basic and uni-
versal components of health and vitality for all 
human beings. Self-determination theory thus 
offers a solid theoretical basis for Thomas’s three-
dimensional formulation.

This theoretical perspective is a useful analytic 
tool for evaluating culture change efforts, as prom-
inent reform programs have not addressed these 
three human needs equally. Residents’ competence 
is relatively underdeveloped within reform agen-
das, whereas reforms have given more comprehen-
sive attention to relatedness and autonomy. To 
recast this point in terms of Thomas’s claims, 
reform efforts have done more to address the 
plagues of loneliness and boredom than they have 
the plague of helplessness of residents.

For example, some studies suggest increases in 
social engagement in communities in which culture 
change has flourished (Calkins et al., 2001; Dan-
nefer & Stein, 2000), which can be considered an 
indicator of relatedness. Some research shows that 
an increase in individual choice making and control 
over one’s routine has been advanced through cul-
ture change reforms (Dannefer et al., 2008; Kane, 
et al., 2007), which relates to the need of auton-
omy. Largely these changes are not resident directed 
because they do not offer residents meaningful 
opportunities to demonstrate their competence and 
take on roles as experienced, capable members of 
their community, including within reform pro-
cesses. Even in Green Houses ®, a currently cele-
brated pinnacle of decentralized LTC reform 
(Cutler & Kane, 2009), no evidence suggests that 
the residents’ need for competence is incorporated 
into the program of reform. This poses existential 
and practical challenges for residents and reform-
ers, and in part may be understood as based on per-
vasive cultural assumptions that question old 
people’s abilities to engage meaningfully in research 
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and community building (Blair & Minkler, 2009; 
Ray, 2007).

Thus, within logics of prominent culture change 
initiatives, elders in LTC are still constructed as 
largely passive, incompetent and dependent, and 
are chiefly characterized as care recipients rather 
than recognized as dynamic and capable experts in 
the areas of life, routines, and interpersonal rela-
tionships within LTC. This study’s design and 
PAR methodology address this problem. This proj-
ect’s orientation to residents regarding their politi-
cal and cultural location within LTC institutions is 
to define them as experts.

Design and Methods

PAR begins with recognition of social and insti-
tutional problems and need for change and enlists 
relevant parties to examine and improve current 
modes of social action (Israel et al., 2008; Minkler & 
Wallerstein, 2008; Wadsworth, 1998; Whyte, 
1989). In this project’s research design, residents 
volunteer to participate in research groups (RGs) 
as experts who are uniquely qualified to offer dis-
tinct and sage perspectives on the LTC facility in 
which they live. PAR provides an opportunity for 
elders to take an active role, to contribute to the 
process of culture change directly, to demonstrate 
their competence (Doyle & Timonen, 2010), and 
to transcend largely imposed strictures of helpless-
ness. This is achieved in collaboration with staff 
and family members and with the facilitation and 
support of researchers. Residents were invited to 
be visionaries focused on the tasks of identifying 
strengths and problems in their community and to 
develop ways to improve community life. Resi-
dents’ lived experiences of LTC, as well as their 
former life experiences (including a diverse array 
of trades; management and supervisory skills; par-
enting, grandparenting and caregiving skills; and 
medical and nursing expertise), are all considered 
assets to be recognized and engaged within this 
method. The method of PAR is distinct from focus 
groups because rather than serving as a forum 
through which a researcher extracts experiential 
and descriptive information from research partici-
pants according to predetermined questions, PAR 
engages participants as co-researchers who partici-
pate in the formulation of questions and research 
goals (Chenoweth & Kilstoff, 2002). This is inte-
gral to the broader PAR intent to foster collective 
stakeholders’ processes of identifying areas of 
interest and importance to them, to empower them 

to envision collectively alternate and improved 
community processes, and to support their collec-
tive action to communicate and implement their 
ideas.

Setting and Sample

This project was conducted  at Judson at Univer-
sity Circle in Cleveland, Ohio, a continuing care 
retirement community (CCRC) that is designated 
as an Eden facility. The study was not designed to 
produce generalizable findings, but rather serves as 
an exploratory demonstration of what is possible 
through engaging elders in participatory research 
(Doyle & Timonen, 2010). Four units within the 
CCRC (including assisted living and nursing home 
units, and two specialized memory support units) 
were identified collaboratively by researchers and 
LTC administrators as in need of further improve-
ments and at diverse points in the culture change 
process, and thus appropriate for this project. On 
each of these four units, solicitation of volunteer 
research participants was done through a process 
of informational meetings. These meetings were 
announced by fliers and mailings distributed to 
residents, staff, and next of kin. Researchers gave 
presentations to residents, staff, and family mem-
bers to describe the project and invite participa-
tion. Afterwards, researchers spoke one-on-one 
with attendees to answer questions and generate 
lists of people interested in participating. Written 
informed consent was sought from all potential 
participants and, when required, from next of kin 
of residents.

Those for whom written consent was obtained 
were organized into seven unit-specific RGs, each 
consisting of a regular set of four to seven resi-
dents, one to two family members, and one to 
three staff. Two of these groups were in assisted 
living units, and the other five were in nursing 
home units. Each RG had two regular facilitators 
whose role was to encourage and mediate collec-
tive conversations about participants’ evaluations 
of aspects of their communities in need of improve-
ment and their ideas for positive change; the facili-
tators’ role was neither to make specific suggestions 
nor to lead the RGs in specific directions, but to 
support the experts’ collective process of critique 
and vision. Each RG met on their unit for 1 hour per 
week continuously for four months. RGs included 
residents with varied levels of physical and cogni-
tive challenges; no one was excluded from partici-
pation due to such challenges, including dementia. 
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Efforts were made to create diverse groups with 
respect to gender, ethnicity, health status, and cog-
nitive status. Although family members and staff 
of the community were invited to participate regu-
larly, their attendance was far less than residents’ 
attendance in terms of number and regularity. The 
total PAR sample included 74 residents, staff, and 
family/friend participants (see Table 1). Of these, 
53 were from the nursing home units and 21 were 
from assisted living units. More females than males 
participated in all categories, reflecting the gen-
dered patterns of nursing home occupancy and of 
care work.

Although attempts were made to include all 
people interested in participating for whom writ-
ten consent was obtained, overall, more residents 
became interested in participating in RGs than our 
project had the resources to include. In addition to 
written consent, facilitators were diligent in seek-
ing verbal consent for participation from each res-
ident at the beginning of each RG meeting, 
honoring anyone’s request to opt out of participa-
tion. This ongoing verbal consent process was not 
explicitly required by the human subjects’ proto-
col, yet it was enacted to ensure the voluntary 
nature of participation and to protect participants’ 
rights to not participate at any time, for any rea-
son. Institutional Review Board review maintained 
that this procedure went above and beyond human 
subject protocol.

Although the structure of each RG was fairly 
consistent (comprised of the same set of 8–10 par-
ticipants and 2 facilitators each week), the process 
in each group was emergent and depended greatly 
on its constituents. From the onset of participant 
recruitment through the denouement of all RGs, 
the premise that residents were the central mem-
bers of the RGs due to their lived experience and 
expertise regarding LTC was reiterated by research 
facilitators within RGs, and residents were engaged 
as key stakeholders within their LTC communities 
regarding visions of what is done well and visions 

of positive change. Staff and family members were 
also engaged as key stakeholders in these commu-
nities with their own valid experience and exper-
tise regarding LTC that is qualitatively distinct 
from residents’ views. Whereas residents held cen-
tral roles in the PAR processes, staff and family 
participants held supportive and collaborative 
roles by adding their perspectives to emergent top-
ics of interest and concern. Within the RGs’ collec-
tive processes, research facilitators consistently 
encouraged and mediated these diverse stakehold-
ers’ discussions, reminded participants that their 
experiences and views are unique and important, 
and oriented them beyond complaints and toward 
generating ideas for positive change or collective 
action.

It is important to note that the goal of the use of 
PAR in this project was to encourage critical and 
collective reflection about ideas for community 
improvements within LTC through a structured 
process that engaged residents as leaders and 
visionaries along with staff and family members. 
Unlike formal PAR research designs, this project 
did not include highly formalized processes of goal 
setting, identification of data formats, and pro-
cesses of collecting and reviewing specific forms of 
data. Rather, each RG’s process was emergent and 
based on the interests and group dynamics among 
the participants. Thus, the project’s method and 
design created a vehicle through which residents 
themselves could identify, discuss, and analyze 
areas in need of improvement in a collective forum, 
supported by staff and family members, and from 
these develop ideas for positive community change.

Results: Resident-Directed Culture Change 
Through PAR

Overall PAR processes fostered strengthened 
relationships among participants in all seven 
groups and resulted in various ideas and initiatives 
for community improvement. All groups generated 
ideas for positive change, several of which were 
implemented during the study. Themes that 
emerged across RGs included improving organiza-
tional practices; honoring accomplishments, capa-
bilities and talents; strengthening relationships 
among residents, staff, and family within units; 
and providing new opportunities for meaningful 
social engagement. For example, one assisted liv-
ing RG identified lack of personal knowledge of 
and sense of connectedness to staff as a problem. 
In their discussion, one resident suggested, and 

Table 1. Research Group Sample Description (N = 74)

Nursing home Assisted living Total

Women Men Women Men Women Men

Residents 28 9 9 3 37 12
Staff 12 0 7 0 19 0
Family/friends 3 1 1 1 4 2
Sub-total 43 10 17 4
Total 60 14

Note: Total PAR participants across 7 RGs.
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others quickly supported, the idea of soliciting and 
conducting informal personal interviews with all 
direct care staff in their unit to get to know more 
about them and their lives and to use this informa-
tion to develop a “Staff Face Book” with bio-
graphical information and photos that would be 
shared with their unit and expanded over time. 
Their goal was to demonstrate that staff are valued 
community members. Within another RG, the 
paucity of civic engagement opportunities for resi-
dents, particularly residents with considerable 
mobility limitations and care needs, was identified 
as a problem. Members of this RG developed on-
site volunteer service opportunities for assisted liv-
ing residents to help local cultural and arts 
organizations with mailings. Within specialized 
memory support units, the challenges of empathy 
and communication between residents and staff 
were identified by two RGs as areas in need of con-
sistent energy and improvement. Members of one 
RG brainstormed and tested together from week-to-
week ways for staff to improve interpersonal com-
munication with residents with severe dementia, 
including through sustained eye contact, smiles, 
and touch. One memory support unit RG shared 
informal “daily diaries” between residents, staff, 
and family participants in order to learn more 
about each other and to prompt discussion about 
differences in experiences within LTC. Another 
memory support unit RG discussed the idea of devel-
oping a theatrical play to improve understanding 
and empathy between residents and staff.

In the following sections, we present more 
detailed descriptions of four additional RG initia-
tives to illustrate the potentials of the RG model to 
nurture the diverse and proactive expression of 
creativity and resourcefulness on the part of resi-
dents and to enable them to contribute to positive 
community change. They are not intended to be 
representative of the rich and varied ideas and pro-
cesses of the RGs. They are selected because each 
illustrates the central role of competence and con-
tributions of residents in the PAR process and 
because they illustrate the diversity of PAR group 
processes in this project.

Improving Organizational Practices and Honoring 
Accomplishments: Residents’ Perspectives Inspire 
Practical Changes in Bulletin Boards

In a nursing home RG, residents noted that bul-
letin boards were placed too high on the wall for 
residents who use wheelchairs to see clearly and 

that the print of posted materials was too small to 
read for those with visual impairments. Regular 
postings included activities calendars, the Resident 
Bill of Rights, and birthday and memorial service 
announcements. They shared concerns that this 
limited residents’ access to information and sense 
of participation in the everyday life of the unit and 
needed to be changed. This concern has direct syn-
ergy with the Eden principle of culture change that 
emphasizes promotion of resident participation 
in daily activities within their LTC community 
(Pioneer Network, 2010; Thomas, 1996, p. 66, 
principle #4). The group invited the nurse man-
ager to attend one of their meetings and discuss 
their concerns. The manager attended and agreed 
to pursue some of the issues raised. As a result, 
several postings were printed in larger font, and 
several bulletin boards were physically lowered. 
This RG also noted that positive news and arti-
facts representing residents’ accomplishments 
were rarely shared on bulletin boards. This con-
cern was triggered by one resident sharing her 
artwork with others in the RG, and it relates to 
Eden principles of culture change that emphasize 
variety and spontaneity in daily life within LTC 
and that encourage decentralized and resident-led 
authority over decision making (Pioneer 
Network, 2010; Thomas, 1996, p. 66, #5 and 
#8). In response, the RG posted enlarged prints of 
her artwork on the bulletin boards throughout 
the unit. This resident had learned to paint while 
participating in the facility’s arts program, and 
the group wanted to honor her new talent and 
share it with their community.

Improving Organizational Practices: Residents’ 
Practical Suggestions for Changes in Dining 
Experiences

In at least two RGs, the dining experience was 
identified as in need of improvement. In an assisted 
living RG, a resident noted that dinnertime was 
“loud and clangy” and that this environment made 
dining a very unpleasant experience three times a 
day. The group was then challenged to come up 
with ideas of how the dining experience could be 
more pleasant and home like. One resident noted 
that ambiance is key, and she mentioned how she 
always had a tablecloth and placemats (in contrast 
to paper ones) on her table at home, with flowers 
as the centerpiece. Others suggested that lighting 
could be dimmer so that residents and staff enter-
ing the dining room could feel as if they are eating 
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in a nice restaurant and that couples who ate 
together should be able to have their own table lit 
with candlelight if they wanted. The group thought 
that changes in lighting may limit the noise that 
occurs in the brightly lit dining area. In addition, 
one resident suggested that residents assist staff in 
setting the tables, like the chores they had when 
they were younger. This idea resonates with the 
culture change principle that encourages residents’ 
participation in the daily activities that are neces-
sary to maintain the home or community (Pioneer 
Network, 2010; Thomas, 1996, p. 66, #4). Because 
the Unit Manager was a member of this RG, she 
noted that these were practical suggestions that 
could be easily implemented to improve the dining 
experience on the unit, as soon as the next meal.

In a nursing home RG, the dining experience 
was described in different ways. One of the prob-
lems identified was that there was not enough 
space for residents who use wheelchairs to get 
around other residents sitting beside them. One 
resident stated, “The guy who designed this place 
has obviously never been in a wheelchair . . . we 
get all tangled up and can’t move around each 
other easily. I’ve said something to management 
about it, but no one took me seriously. Of course, 
the easy thing to do is to spread the dining room 
out into the hall during mealtime so we have room 
to move around.”

Ideas suggested by residents were not always 
consistent with the de-regimenting and deinstitu-
tionalizing ethos of culture change. For example, a 
second problem related to dining concerned orga-
nizational information about the timing of meals. 
Although the schedule lists a dinnertime, residents 
in a nursing home RG noted the reality of when 
residents are escorted and served dinner is not con-
sistent with the schedule. One resident noted that 
he had former experience in the Navy and that a 
clear whistle alerted the entire group when it was 
mealtime. He stressed that this minimized confu-
sion, and he stated clearly that this method could 
work in the nursing home, noting that current 
practices indicated that “We’re sloppy in our oper-
ation here, let’s put it that way.” Other residents 
agreed that this suggestion was a clever idea. This 
is interesting from the broad perspective of the cul-
ture change agenda because it seems to advocate 
an increase in institutional regimentation.

That point notwithstanding, such collectively 
generated ideas for improvement in the nursing 
home dining experience illustrate the culture 
change principle of de-emphasizing top-down 

bureaucratic authority in LTC and, instead, pro-
moting the competence and, indeed, helpfulness of 
residents (Pioneer Network, 2010; Thomas, 1996, 
p. 66, #8). Although these were practical ideas 
generated by the RGs to address dining room 
experiences, neither RG viewed this topic as a 
project to pursue further. It is important to note 
that although these outcomes may or may not have 
produced direct community change, the process of 
PAR through the RGs illustrates the competence of 
LTC residents to contribute directly and proac-
tively to ongoing culture change within their com-
munities and to generate meaningful interaction 
and nurture relationships among themselves in the 
process.

Strengthening Relationships Among Residents, 
Staff, and Family: Community Teamwork and 
“General Policy”

In another nursing home RG, participants iden-
tified what they regarded as a lack of teamwork in 
their community and noted that this is problematic 
for residents’ experiences as well as the experiences 
of care staff. They claimed that improving team-
work could improve the QOL of residents and 
staff alike. Based on this concern, the group brain-
stormed together about what teamwork means 
and how to promote and enhance it in their com-
munity. These concerns and their resultant RG 
activities relate to culture change goals of de-
emphasizing top-down bureaucratic authority 
within LTC communities and recognizing that cul-
ture change is an ongoing process rather than a 
formalized, pre-set program (Pioneer Network, 
2010; Thomas, 1996, p. 66, #8 and #10). Over 
several weeks, the group identified and discussed 
four aspects of teamwork that they thought were 
important to strengthen in their community: 
respect, good attitude, having regular staff on shift, 
and good support from management. This discus-
sion of teamwork generated two spin-off projects, 
each with the goal of initiating community dia-
logue about teamwork with the hope of improving 
everyone’s experiences.

The first project was drafting a “General Policy” 
for all community members in their unit and shar-
ing it with their community for feedback. The 
General Policy draft (see Figure 1) was aimed at 
both staff and residents and presented the groups’ 
ideas of what they considered principles and prac-
tices that should be followed by those living and 
working in their community. The group drafted a 
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letter explaining their efforts and asking for input 
and distributed it with the General Policy to all 
nursing staff and residents in their unit and mailed 
it to all residents’ next of kin. They made an anon-
ymous drop box for reactions, critiques, and sug-
gestions about this draft policy. The General Policy 
included promoting a good attitude, giving  
compliments and praise, and taking time to share 
“little extras” with each other including good 
conversations.

Low staff participation and little community 
feedback overall in this RG extended the group’s 
concern about staff experiences, so the group 
developed a second, related project to learn more 
about whether and how their unit’s staff experi-
ence teamwork and to show their interest in staff 
experiences. They created four brief lists of ques-
tions for direct care staff, each focused on one of 
the four themes of respect, attitudes, support of 
co-workers, and management. Examples of ques-
tions included: how respected do you feel by resi-
dents? How supported by management do you feel 
when on the unit? Generally, what is the attitude 
of management toward nursing staff? They dis-

tributed these four lists of questions one at a time, 
anonymously, to all 50 direct care staff’s mail-
boxes on their unit, hoping to encourage more 
staff participation in their efforts and to garner 
additional comments or specific experiences related 
to teamwork in their community. Between 7 and 
10 staff participated in each questionnaire. 
Although the response rate was not impressive by 
standards of survey research, RG members were 
nevertheless very interested in their results. Some 
staff reported that they felt very respected and sup-
ported, whereas others indicated no sense of sup-
port from management, residents or other nurses, 
suggesting vast diversity of experiences of team-
work in this nursing home unit.

Based on the results of their projects, this RG 
continued dialogue about troubling aspects of 
the culture in their unit, specifically their sense 
that the morale of care staff was low. Although 
these projects did not result in immediate or dis-
cernible changes in teamwork on their unit, these 
processes of PAR were based on residents’ sophis-
ticated ideas about teamwork and their concerns 
to improve their community. The development 

Figure 1. General policies.
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of these initiatives to understand the experiences 
of others, especially staff, is one example of the 
resident-led PAR process and its potential as a 
forum to transform relationships and reform 
communities.

Providing Opportunities for Meaningful Social 
Engagement: Veteran Recognition Projects

In another RG, residents reminisced about work 
and hobbies, including journalism and photogra-
phy, which they had not had the opportunity to 
pursue since entering the facility. They also noted 
concern that not all residents in their unit had 
equal ability and opportunity to participate in 
events held in other areas of the CCRC. In the 
course of this discussion, RG members decided to 
pursue a journalism project, reporting on events in 
their community from their unique perspectives to 
share information that may not be accessible to all 
of their neighbors, especially residents with con-
siderable limitations. The group aimed to partici-
pate in a specific event together, discuss it and then 
write their own newsletter for their unit. This RG’s 
concerns and resultant activities reflect the culture 
change principles of imbuing daily life with spon-
taneity in which unexpected events can take place 
and de-emphasizing the programmed activities 
approach to life in LTC (Pioneer Network, 2010; 
Thomas, 1996, p. 66, #5 and #6).

Armed with disposable cameras and audio 
recorders, the RG decided to focus their efforts on 
a small group of Marines who came to the facility 
each week to visit with other veterans. The group 
interviewed the Marines and listened to them share 
stories of their lives and military experiences. In 
subsequent meetings, the RG discussed what they 
considered highlights from this interview and con-
nected these highlights to how each of their lives, 
their families, and the country have been shaped 
by war experiences, including contemporary 
armed conflicts. They outlined and drafted the  
first edition of their newsletter and named it the 
“Resident Gazette” (see Figure 2). The final version 
was distributed to all the residents and staff in 
their unit.

The interview with the Marines and resultant 
Resident Gazette generated yet other activities, in 
the form of two spin-off projects. First, the group 
discussed different symbols during wartime over 
the years, including the symbolism of the blue and 
gold stars that were hung in homes to signify hav-
ing a loved one who is actively serving in the armed 

forces or who has died in service, respectively. This 
discussion led one resident to ask, “What do we 
have now? Why don’t we have something like that 
here?” The RG discussed how the blue and gold 
star concept could be implemented throughout the 
facility as a way to generate community solidarity, 
social support, and perhaps, they believed, healing 
among those residents and staff who had family 
who had served or were serving in the armed 
forces. Although the four months of formally 
planned RG meetings had concluded by this time, 
group members relayed their idea to department 
leaders in the social work and activities depart-
ments. As a result, at least two resident members 
participated, along with the visiting Marines, in 
planning and implementing the facility’s Veteran’s 
Day celebration. A table at this event was set up 
for all residents, family, and staff to honor a  
soldier or veteran they knew by writing their name 
on a blue or gold star. The stars were displayed on 
a “remembrance tree” in a public area decorated 
with other Veteran memorabilia, with the inten-
tion that the stars would eventually be returned to 
those residents so they may display it in their room.

Discussion

These RG projects offer examples of collective 
ideas for reform and community improvement 
within LTC that emerged through PAR, with small 
groups of residents acting as leaders in the identifi-
cation of areas in need of improvement and the 
development of positive initiatives for community 
engagement and change. This project addressed a 
centrally important yet neglected aspect of culture 
change movements’ concern with the quality of 
residents’ experience within LTC by providing 
opportunities for them to exercise competence, 
thereby addressing directly the experience of help-
lessness. These results demonstrate that PAR is a 
viable method to engage residents and mobilize 
their expertise to stimulate creative reform ideas 
and initiatives within nursing home and assisted 
living settings, including memory support units. 
Our results suggest that PAR may be incorporated 
productively within various culture change efforts 
to engage residents as leaders and visionaries in 
reform processes.

This project also suggests that PAR has indirect 
positive benefits for residents’ QOL because it can 
provide fora for rich and meaningful social engage-
ment, in contrast to institutionalized roles and 
routines that constrain them as predominantly 
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passive and incompetent recipients of medical care. 
This is evidenced by remarks by some residents 
who praised this forum as distinct from and with 
more impact than participation in Resident Coun-
cil meetings. One resident emphatically stated that 
PAR is “Better than Bingo!” and some residents 
negotiated with staff to prevent other appoint-
ments (physical therapy, baths, haircuts) from 
interfering with their RG participation.

When asked how the RG differs or compares to 
other activities in her community, one resident 
responded, “This is more formal . . . in other activ-

ities, like when someone is reading from the news-
paper, staff and family don’t attend and none of us 
participate . . . same with sing-a-longs, bingo, arts 
and crafts.” This response highlights what this res-
ident experienced as a qualitative difference in par-
ticipation in an RG compared with many other 
LTC activities. Finally, after one RG meeting on a 
nursing home unit, one resident participant with 
cognitive challenges spontaneously expressed the 
positive value of participation in the RG in this 
way: “It’s difficult sometimes for me. They say it’s 
confusion, they say it may be early Alzheimer’s.  

Figure 2. Resident Gazette.
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I don’t know what I can do for you, but I want to 
keep busy. It’s so nice to be involved in this. I don’t 
always keep up, but I hope you will continue  
to invite me.” Although these comments do not 
comprise a systematic evaluation of participants’ 
experiences in RGs, they suggest the distinct value 
of PAR RGs in a LTC setting for residents’ quality 
of lived experience as well as how RGs are experi-
enced as distinct from preexisting social forums 
and activities.

By definition, PAR respects elders’ experience, 
wisdom, and insights. Our experience with RGs 
demonstrates their potential to reengage residents 
who have little opportunity to experience or dem-
onstrate competence, to create more substantively 
significant and meaningful modes of connected-
ness, and to transform routinized, often ageist 
modes of relationships between residents, staff, 
and administrators. This potential is directly 
related to transformation of power differences 
within LTC structures, as PAR offers elders poten-
tially respected and valued roles within LTC insti-
tutions, which may address helplessness and its 
kindred spirit, powerlessness. The lack of atten-
tion within culture change efforts to the role that 
residents can play in reform agendas must be 
understood as related to the cultural ageism that is 
a pervasive feature of society and several structural 
mechanisms that reinforce age segregation, includ-
ing residential LTC settings (Dannefer & Shura, 
2009). Age-based discrimination and social segre-
gation render elders socially peripheral in terms of 
their place, meaning, and value in society. LTC 
settings are extreme examples of social segregation 
that is related to age. Often, prevailing beliefs 
about old age, old people, aging, and human devel-
opment more generally—in lay public as well as 
among researchers and clinicians—underestimate 
or suppress recognition of elders’ capacities for 
generative community engagement, and more gen-
erally for growth, contribution, and learning in 
later life. When residents work together with staff 
and family members as teams with common inter-
ests of community improvement, the resulting 
social process has valuable potential for LTC 
reform.

This study took place within nursing home and 
assisted living areas within one CCRC. Although 
the results are promising, further research using 
PAR in LTC is needed to test whether these posi-
tive results would be replicated in other settings, 
and to examine how participation in PAR may be 
related to measures of lived experience within 

LTC, including but not limited to measures of res-
idents’ life satisfaction, QOL, and health; staff job 
satisfaction and retention; and measures of social 
activity and community participation. The PAR 
model illustrated in this project requires further 
testing within myriad reform movements and 
diverse LTC settings.

In addition to its promise, our experiences with 
PAR in LTC suggest some challenges and limita-
tions that warrant serious consideration but should 
not impede use of PAR in additional studies. These 
include facility support, staff participation, and 
sustainability. These three challenges suggest that 
empowerment via PAR may be qualified in specific 
ways within total institution settings. First, the 
support and strong rapport of administrators is 
necessary to use PAR effectively in LTC. Consis-
tent investments in relationships between the PAR 
facilitators and administrators and other staff go a 
long way to smooth any unfamiliarity between 
staff and the PAR process, to inhibit related reluc-
tance to participate in PAR, and to prevent sched-
uling conflicts regarding RGs’ meetings.

Second, staff participation in this study was low 
and irregular. Despite having many staff initially 
volunteer to participate, and despite efforts to 
schedule group meetings in ways that took into 
account staff availability, few staff participated 
regularly. It is interesting that higher rates of staff 
participation—both in numbers and regularity—
were experienced in the two memory support unit 
RGs (in one case, all care staff working the same 
shift as the meeting wanted to participate and thus 
arranged a rotating schedule to maintain staff cov-
erage on the unit). Work demands and time con-
straints were informally cited as contributing 
factors for low staff participation; in some units, 
residents speculated that staff seemed suspicious of 
the PAR process. In future PAR projects, strategies 
and incentives to motivate staff to be regular par-
ticipants with the residents ought to be developed 
in order to improve the collective PAR processes.

Finally, as in other meaningful efforts at organi-
zational change, sustainability is a significant issue 
and challenge, in part due to the resource-intensive 
nature of PAR. As researchers withdrew from their 
active presence as PAR facilitators after the four 
months of planned fieldwork, residents and other 
participants expressed a desire to continue the 
RGs. We sought ways to integrate the RGs into 
each unit so that they could be sustained after we 
were gone by discussing possibilities for sustain-
ability with residents, social work and activities 
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departments, unit managers, and other adminis-
trators. One administrator-in-training agreed to 
continue to facilitate one RG after our fieldwork 
ended. Despite these efforts, in most cases, the RGs 
waned and expired shortly after facilitators with-
drew. Advances can be made in developing strate-
gies to sustain PAR as a collective, community 
building process within LTC communities, and in 
gaining commitments to develop structural solu-
tions from within the community. For example, if 
departments or Resident Councils within LTC 
communities were to accept responsibility for 
organizing and facilitating RGs, this would pro-
vide RG’s with significantly higher levels of insti-
tutional support. Yet such support would have to 
be balanced with the potential that RGs have dem-
onstrated to operate with a sense of independence 
from the overall organizational regime.

Conclusions

In rapidly aging societies, elders are a growing 
and undervalued natural resource (Experience 
Corps, 2010). William Thomas defines eldertopia 
as follows:

Eldertopia (noun) A community that improves the 
quality of life for people of all ages by strengthen-
ing and improving the means by which (1) the 
community protects, sustains, and nurtures its 
elders, and (2) the elders contribute to the  
well-being and foresight of the community. An 
Eldertopia that is blessed with a large number of 
older people is acknowledged to be “elder-rich” 
and uses this human capital to the advantage of all. 
(Thomas, 2004, p. 302)

LTC facilities, however characterized, comprise 
potential eldertopias with rich, untapped resources 
within their populations of elders. The culture 
change movement in LTC has prompted great 
improvements in some nursing homes and has 
made strides to address the plagues of boredom 
and loneliness (Thomas, 1996) and the corre-
sponding human needs of autonomy and related-
ness (Deci & Ryan, 2008). However, culture 
change has failed to address adequately the plague 
of helplessness, which reflects the lack of oppor-
tunities for residents to experience competence. It 
is no small task to restructure and otherwise 
reform institutionalized care settings in ways that 
offer elders improved nurturance and protection 
while simultaneously fostering their capacities  
to contribute to and be visionaries within their 
communities.

Our study suggests that PAR is a viable method 
of engaging elders as competent and agentic  
individuals—indeed, as experts who can generate 
and contribute positive collective ideas and initia-
tives for facility improvement. At the same time, 
such engagement contributes to the universal psy-
chological need to experience competence (Deci & 
Ryan, 2008), and thereby addresses the nursing 
home plague of helplessness, which has remained 
rampant even under most conditions of culture 
change.

When elders are integrated into reform move-
ments within LTC settings, age integration is 
achieved to a larger degree that in LTC communi-
ties that do not promote elders’ competence. Lit-
erature suggests that all people of all ages benefit 
from age integration, particularly marginalized 
older people (Hagestad & Uhlehberg, 2006; Riley 
& Riley, 1994). PAR is a method uniquely suited 
for enhanced culture change in LTC, primarily 
because it positions elders as competent leaders 
and visionaries in identifying key aspects of the 
community in need of improvement and develop-
ing creative reforms to address these challenges 
and to improve community life. PAR, as used in 
this study, also serves as a vehicle for increased age 
integration for LTC residents, as it fosters oppor-
tunities for cross-age connection inside and out-
side of LTC communities.

In sum, the results of this project suggest meth-
ods that can be used to engage and nurture the 
competence of residents in ways that can benefit 
them as individuals, the communities in which 
they live, and the processes of culture change 
within LTC. The culture change movement 
emerged to improve the culture and practices in 
institutions that provide support to elders who 
need it. One major premise of culture change is 
that “all elders are entitled to self-determination 
wherever they live” (Pioneer Network, 2010). This 
premise is deceptively radical, for it implicitly 
requires a shift in the definition of the role of the 
resident, and a shift in the balance of power 
between the resident role and the roles of others. It 
not only seeks to afford elders more choice in their 
lives and opportunities to express how they want 
to live but also expects from them more agentic 
and engaged participation in the daily construc-
tion of the reality of everyday life in the settings in 
which they live.

PAR is a method uniquely suited to enhance cul-
ture change in LTC by fostering such a shift in the 
balance of power through the RGs, primarily 
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because it positions elders as competent leaders and 
visionaries in identifying key aspects of the com-
munity in need of improvement and in developing 
creative ideas for reforms. Thus, PAR provides the 
dual benefit of exploring ways to promote culture 
change at the organizational level while nurturing 
and affirming elders’ competence.
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