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Abstract

Background Long-term care (LTC) residents with dementia can benefit from rehabilitation to improve function and
quality of life. However, specific goals for rehabilitation with this population are not always clear. The purpose of this
study was to describe the goals for rehabilitation for LTC residents with dementia from the perspective of residents,
family, and staff.

Methods This was a phenomenological qualitative study. LTC residents with moderate to severe dementia, family
members, and staff were recruited from two LTC homes in Halifax, Nova Scotia. Data were collected through semi-
structured interviews and field notes from observations with residents while they were being active within the home.
Data were analyzed via the principles of thematic content analysis, mapped onto the International Classification of
Functioning, Disability, and Health (ICF) Model, and reported by the participant group (i.e,, residents, family, or staff).

Results The 15 participants were three female residents aged 82 to 98 years, seven predominantly (86%) female
family members aged 56 to 74 years, and five staff members (two females, three males, aged 22 to 55 years) who
were physiotherapists, a physiotherapy assistant, a healthcare aide, and a registered licenced practical nurse. Most
identified goals fell within the activities and participation constructs of the ICF model and focused on maintaining or
improving function, mobility, and quality of life. Specific themes included preventing falls, walking or locomoting, stair
climbing, maintaining activities of daily living, engaging in enjoyable exercise, maintaining independence and human
connections, keeping busy, leaving the home for activities, and participating in group activities.

Conclusions Rehabilitation goals for LTC residents living with dementia often focus on quality of life and functional
activities and participation in LTC and family activities and events. Function and quality of life are interrelated, whereby
functional goals influence quality of life. While some goals focus on improvement in function, maintenance or
prevention of decline were also key elements. Future work should ensure rehabilitation interventions are developed
relative to individually identified goals, and interventional success is measured in relation to the goal.
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Background

Dementia is a neurological condition whose prevalence
increases with age and which results in physical and cog-
nitive decline [1]. Dementia is prevalent in long-term
care (LTC) homes, facilities that provide health and
personal care for people living with medical or physical
needs who require access to 24-hour nursing care, per-
sonal care, or other therapeutic and support services
[2]. As many as 80% of LTC residents have a diagnosis
of dementia [3], and the number of newly admitted resi-
dents with dementia is increasing [4]. LTC residents with
dementia experience high levels of disability, including
functional dependence and an increased risk for falls and
fractures and reduced quality of life [3, 5-8].

Rehabilitation can help maintain and improve func-
tion for LTC residents living with dementia [9]. However,
LTC residents with dementia are less likely to receive
rehabilitation services than those without [10]. Rehabili-
tation providers often become frustrated when they do
not achieve the anticipated results when working with
individuals with dementia [11]. Yet, many rehabilitation
interventions (e.g., group exercise classes) are not cus-
tomized to draw on the strengths and unique needs of
individuals with dementia. Further, there is limited evi-
dence to support physical interventions for people with
dementia living in LTC [12] and with more advanced
dementia [13].

Previous work suggests that setting goals is an essen-
tial component of rehabilitation [14—16] and with people
living with dementia [17-19]. Goal setting may result
in improved psychosocial outcomes (i.e., health-related
quality of life, emotional status, and self-efficacy), though
it may not improve physical outcomes [20]. Despite its
importance, Hall et al. found a lack of goal setting for
rehabilitation with people living with dementia which
led to challenges, confusion, and dissatisfaction by those
living with dementia and their informal caregivers [21].
Goal setting relative to dementia has been suggested to
be less clear and not well-defined [17] which could be
because it is often perceived as an incurable disease [21].
However, goals should be carefully delineated relative to
the condition for which the person living with dementia
is receiving treatment rather than in pursuit of curing the
overall disease [13, 21].

Levack et al. identified goals for rehabilitation for a
wide variety of conditions such as stroke, musculoskeletal
and chronic pain conditions, mental health, age-related
disability, and cardiovascular or respiratory conditions
[20]. Goals included those related to body structure
and function, activity limitations, participation restric-
tions, functional goals, dietary behaviour, amount and
frequency of practice of coping skills, and emotional,
financial, and information needs [20]. Two of these stud-
ies were conducted in LTC homes [22, 23] and focused
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on goal setting to decrease functional dependency for
residents. Importantly, none of these studies focused spe-
cifically on the goals of rehabilitation for LTC residents
with dementia which may be different than other settings
or health conditions. Given the progressive nature of
dementia and the fact that LTC residents are often within
the last few years of their lives [24], goals may focus more
on maintenance of function and quality of life rather than
improvement or discharge home. However, goals of reha-
bilitation for LTC residents with dementia as identified
by residents, family members, and staff have not been
examined in the available literature to date.

Therefore, the purpose of this study was to describe the
goals of rehabilitation for LTC residents with dementia
from the perspective of residents, family members, and
staff. With goals identified, interventions can be designed
to achieve those goals and subsequently tested. Further,
the results can support advocacy for access to rehabilita-
tion in pursuit of the identified goals. Indeed, previous
work suggests that the culture of the organization must
support person-centred rehabilitation for access to be
optimized for those with more advanced dementia [21],
like in LTC.

Methods

A phenomenological qualitative methodology was used
to explore goals related to rehabilitation for LTC resi-
dents with dementia. This study is written in accordance
with the consolidated criteria for the reporting of quali-
tative research (COREQ) (See Supplemental File 1 for
checklist) [25].

Ethical approval and consent to participate

This study was reviewed and approved by the Dalhousie
University Social Sciences and Humanities Research Eth-
ics Board. All methods were carried out in accordance
with the relevant guidelines and regulations. Informed
consent was obtained from all participants or their legal
guardian. Assent was also obtained from those who could
not provide consent for themselves.

Participants

Three groups of participants were included as follows:
LTC residents with moderate to severe dementia, fam-
ily members, and staff members. Participants were pur-
posively recruited from two not-for-profit LTC homes in
Halifax, Nova Scotia. Both homes were in an urban area
with 385 and 156 beds, respectively. LTC residents with
moderate to severe dementia with a Mini-Mental State
Exam <20 were included in the study to accurately reflect
the level of cognitive impairment with which most LTC
residents live. Residents receiving palliative care or active
end-of-life care were excluded from the study as their
goals for rehabilitation may be different. Eligible family
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members had a relative in one of the two LTC homes
from which participants were recruited, while eligible
staff had at least 6 months of LTC experience and pro-
vided direct care to residents with dementia at the LTC
homes of interest. All participants were able to be inter-
viewed in English. Recruitment occurred over a 4-month
period between December 2022 and March 2023, until
data saturation was reached. A research assistant at the
LTC homes sent out an email with the study flyer and
information to resident’s substitute decision makers (e,g,,
family members) and staff members. Passive recruitment
also occurred whereby the flyer was placed on television
monitors in common spaces through the LTC homes.
The research assistant at the LTC home also emailed
floor managers directly to help recruit staff members.
Those substitute decision makers and staff members who
expressed interest emailed or called the principal investi-
gator. Following the determination of eligibility, research-
ers reviewed the consent forms with the participants and
obtained informed consent. Before data collection, par-
ticipants had either met or engaged in discussions with
the research team, cultivating a connection that facili-
tated collaboration throughout the study.

Data collection

Semi-structured interviews and observations were con-
ducted with LTC residents with moderate to severe
dementia, their family members, and staff working
closely with them. To enhance the interview experience
with LTC residents with communication challenges, all
interviews with residents were carried out using a dyad
format (n=3), which included both residents and their
family members. In the dyad format, the resident and
their family member participated in the interview at the
same time. Questions were asked to both the resident
and their family member following the appropriate semi-
structured interview guide. During the dyad interview
sessions, residents were asked the questions from the res-
ident version of the interview guide and answered with
support from their family members. If a family member
stated a goal for the resident, the interviewer would con-
firm with the resident that this was indeed their goal.
Within the same session, family members were also
asked the questions from the family member version of
the interview guide to ensure we captured both points of
view. Some family members (n=4) participated in indi-
vidual interviews without a resident because their loved
one was unable to participate in an interview. To mini-
mize risks or discomforts for LTC residents, interviews
were conducted within a comfortable space within the
home based on their preferences (e.g., their room, com-
mon room). Ongoing assent was established throughout
the interview and if the resident expressed any wishes to
discontinue the interview was stopped. Staff interviews
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were conducted individually. Interviews were conducted
by the principal investigator, a trained physiotherapist
and researcher who has eight years of experience con-
ducting interviews for qualitative research, and who iden-
tifies as a woman. Participants had information about the
interviewer’s gender, credentials, and experience prior to
the interviews. Interviews lasted between 30 and 60 min
and followed semi-structured interview guides designed
specifically for each of the three groups of participants
(Supplementary File 2). The semi-structured interview
guides were developed in consultation with a project
advisory committee consisting of researchers, clinicians,
and patient and public partners with lived experience
with dementia and the LTC setting. All participants were
asked to provide their perceptions of the goals of reha-
bilitation in the LTC homes. For residents who couldn’t
communicate, family members acted as a proxy (n=1),
providing responses on behalf of their loved ones, and
with respect to the population in general, while staff were
asked to answer relative to the population. The inter-
views were audio-recorded and transcribed using otter.ai
software (Otter.ai, Inc., Mountain View CA). A research
assistant established accuracy of the transcripts by com-
paring them with the audio recording. For LTC residents,
an observation was conducted by the principal investi-
gator where field notes were taken during a time when
the resident was active or doing activities they enjoyed
(e.g., dancing, walking, participating in seated exercises,
playing Bingo). The observations were guided by a semi-
structured field note guide (Supplementary File 2) and
scheduled with the family member who participated
in the interview present. The observations provided an
opportunity to understand the context of the experiences
of LTC residents in relation to the research questions and
for participants who were not able to communicate ver-
bally to participate.

Data analysis

Data from both interview transcripts and field notes from
observations were analyzed by research assistants using
the principles of inductive qualitative description and
thematic content analysis using Clarke and Braun six
step guide [26] to identify themes describing the goals
of rehabilitation and the meaning of quality of life and
function. Systematic coding was carried out by induc-
tively coding the transcripts in NVivo 1.6.1 (Lumivero,
Denver CQO). As themes and subthemes surfaced from
the transcripts, they were integrated into the developing
codebook. Two research assistants coded the data inde-
pendently. The research assistants met frequently with
the principal investigator to discuss the results, and the
research team reviewed and provided input on the final
themes to ensure validity of the results. The authors of
this article are a multidisciplinary group of researchers
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Fig. 2 Rehabilitation goals for residents with dementia in LTC

and clinicians focused on geriatrics, dementia, exercise,
rehabilitation, and LTC. Therefore, the authors could
have preconceived ideas of the rehabilitation goals for
LTC residents and highly value rehabilitation provision
for this population. However, thematic analysis was con-
ducted independently by two research assistants who are
not rehabilitation providers in LTC limiting the potential
for biases to influence the results.

To represent all participants’ voices, results are pre-
sented by participant group (i.e., resident, family member,
and staff). The International Classification of Function-
ing, Disability, and Health (ICF) Model was used to con-
ceptually organize the themes arising from the results
(Fig. 1). Use of ICF model, as elucidated by Levack et al.,
serves as a robust foundation for organizing the emergent
themes by providing a standard language and conceptual
basis for the definition and measurement of health and
disability and provides a framework for organizing and
describing information on function and disability [27].
The ICF posits that disability is multidimensional and
interactive where functioning at the level of the body (i.e.,

physiological function and anatomical parts of the body),
activity (i.e., execution of a task or action by an individ-
ual), participation (i.e., involvement in a life situation),
and the environmental (i.e., physical, social, and attitu-
dinal) and personal factors which influence these experi-
ences all interplay to affect a person’s level of functioning
[27]. After finalizing the themes, the researchers mapped
them onto the ICF model. In the context of identifying
rehabilitation-related goals, the themes were observed
to align primarily with the body function and structures,
activity, and participation domains of the ICF model. Fol-
lowing analysis, there was no explicit discussion of envi-
ronmental and personal factors within this context. Once
the themes were identified, a summary of findings was
shared with the participants to obtain their feedback and
ensure the results accurately represented their point of
view.
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Results

Out of the five residents who expressed interest in the
study, one was determined to be ineligible for participa-
tion due to receiving active end-of-life care, and the other
resident had mild dementia (MMSE=28). The remaining
three residents were female and between the ages of 82
to 98 years. Residents lived in LTC for 2 to 4 years and
had dementia for approximately 7 to 8 years. There were
seven family members of residents with dementia in LTC
involved in the study, including four children, two nieces,
and one spouse/partner of residents. Eight family mem-
bers initially contacted the researchers to participate, but
following eligibility identification by the researchers, one
withdrew their interest in participating. Most of the fam-
ily members were female (n=6), with their ages ranging
from 56 to 74 years. The residents related to the fam-
ily members had dementia for 5 to 21 years and lived in
LTC between 2 and 15 years. Five staff members work-
ing in LTC participated in the study, two females and
three males between 22 and 55 years of age. Two of the
staff members were physiotherapists, one was a physio-
therapy assistant, one was a healthcare aide, and one was
a registered licenced practical nurse. The staff members
reported working in LTC for 3 to 20 years.

Overarching theme: maintain or improve function,
mobility, and quality of life

Figure 2 provides an overview of the results derived
from the analyses conducted in this study. Maintaining
or improving function or mobility was a central goal for
rehabilitation for residents with dementia in LTC. Fam-
ily and staff members expressed the importance of stay-
ing active, indicating that it allows residents to do things
they enjoy such as leaving the home for an activity with
family, or going for a walk either outdoors or around
the facility. Residents described wanting to be able to do
activities like sit up, stand, and walk so that they could
participate in activities within and outside of the home.
Further, family members mentioned that maintaining cir-
culation and blood flow while being mobile and active is
very important especially in residents with comorbidities
such as heart conditions.

Although maintenance of function was at the forefront
of many of the participant conversations, staff members
also mentioned regaining lost function as a goal for reha-
bilitation for residents. This could be function that was
lost because of dementia, or because of injury or comor-
bidity. Residents mentioned regaining lost function such
as the ability to sit independently or walk. When discuss-
ing progressive walking and strength programs, one staff
member describes:

Within that it is different goals, and the goals then
are dependent on the acuity of what the resident is
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experiencing. If someone has had a tumble, they're a
little bit sore, or if they've had a urinary tract infec-
tion and they've been off their feet for a little while,
can we help them regain what they recently lost?
And giving them that support to do that on a regular
basis can be sometimes successful.

Improvement of quality of life is a goal for rehabilitation
that was discussed by both staff members and family
members. Participants remarked that this does not nec-
essarily mean slowing the progression of the dementia,
but instead making the resident feel as comfortable as
possible throughout their stay in LTC. One staff member
described this idea:

...rehabilitation won’t necessarily mean a decrease
in the progression, but it could just mean living a
better life, having a better quality of life in the differ-
ent stages that they’re at. I mean, if you can avoid a
wheelchair that, for some people, can often give them
better quality of life, no matter what stage they are
in dementia. That’s, I think, a big one. And I think
part of the rehabilitation is improving the quality of
life. I mean, just about all of them want to be home
and don’t really want to be here. But if you can make
it as pleasant as possible, then that’s OK.

The findings revealed an interrelationship between func-
tion and mobility and quality of life. Function and mobil-
ity were deemed important for good quality of life by
family members of residents and staff, as well. One fam-
ily member speaks to the benefit of having even minimal
mobility. For example, if the resident is mobile enough to
be able to transfer to a wheelchair, there are then more
opportunities for family members to take residents out of
the LTC home for activities and gatherings. Further, this
staff member speaks to the role of mobility in being com-
fortable from a physiotherapist’s perspective:

“I just have this physio lens hat on right now, so
thinking of movement, but if you're just sitting there
all the time, it’s painful, so you experience discom-
fort. So there’s this relief coming from movement that
you have just being able to move, lubricating joints
and have a change of position. That's an aspect of
quality of life, just being comfortable”

Subtheme: body structure and function

Maintain upper body strength

Maintaining upper body strength was mentioned by fam-
ily members as a goal. This was especially important in
the context of independent wheelchair propulsion and
in encouraging residents to participate in rehabilitation
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with family members. For example, one family member

described:

We started doing exercises with her so she could get
her arm above her head and throw. She was a base-
ball player, so we could get her to throw soft, squishy
balls at us and get her arms and her hands moving
because we knew it was important for her to have
some mobility in her hands and arms.

Physical comfort

Family and staff members both mentioned reducing
pain as a goal. They mention reducing physical pain for
the resident as much as possible, recognizing that the
resident may still be in some pain despite rehabilitation
efforts. When discussing fall and injury prevention as a
rehabilitation goal for their mother, one family member
emphasized the importance of pain reduction:

“and keeping her pain free. Keeping her pain under
control as much as we can”

Several staff and family members noted that being com-
fortable also plays a significant role in the resident’s qual-
ity of life. The participants linked being comfortable with
being pain-free, as well as being generally content. This
staff member elaborates:

“Are they comfortable? Pain-free....I think those
things are important”

Subtheme: activities

Prevent falls

Fall prevention was mostly discussed by staff and fam-
ily members. Discussion was primarily centred around
the importance of maintaining strength and mobility to
prevent falls, and how maintaining strength and mobility
will also impact the effect a fall will have on a resident.
Conversely, it was noted that with fall prevention as a
main goal for rehabilitation, physical function is often
sacrificed in the interest of resident safety highlighting
a challenging balance between autonomy and safety. As
one staff member notes:

With fall prevention quite commonly as a goal,
how do you balance fall prevention with quality of
life? That to me is also a really challenging ethical
question. When you're balancing that living at risk.
When you're trying to help somebody physically
function better, but they don’t necessarily have the
insight that their issues of cognition and impulsivity
and overestimating their own abilities puts them at
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constant risk. Where do you draw the lines on these
types of things for them? And it's a moving target
and an ongoing negotiation and level of comfort for
those types of things.

Walk or locomote

The ability to walk is a goal that was expressed by resi-
dents, family members, and staff members alike, and
it was the most referenced activity within this theme.
Walking was important for several reasons, including
enjoyment, quality of life, and practicality. For example, a
family member described that it was important for their
spouse to be able to walk for enjoyment, as they had been
an active walker for most of their adult life. Another fam-
ily member described the benefits of being able to walk
in a practical sense, as, if the resident can walk even a
minimal distance it could facilitate the transportation
of the resident outside of the LTC home into the family
member’s home or move around the home, for example,
to meals. Where walking was no longer possible, self pro-
pulsion in a wheelchair was also described. As one of the
staff members described:

“I find the biggest one is just being able to walk. For
example, we have a physiotherapist and they take
them to the gym and they get the legs still moving. I
think that's most goals, is just to keep them mobile as
long as we can because I find what happens is they
are such a high risk for falls that just, nice that we
can keep them walking as long as we can or if they’re
in a wheelchair moving their legs and that around.

Maintain activities of daily living

Several staff members emphasized the importance to
residents of maintaining activities of daily living. As one
staff member noted:

1 think just maintain the abilities, physical abilities
to continue doing activity of the daily life. Stand up,
sit down, walking, maybe roll, roll transfer in bed.
From my job position and perspective, I think that is
the main focus of rehab.

The activity of daily living the staff members mentioned
most was toileting. They also discussed the specific activ-
ities involved in toileting independently, such as donning
and doffing of clothing and performing basic personal
hygiene. This staff member speaks to how toileting fits
into rehabilitation:

Toileting is a good example. There’s toileting pro-
grams where we can do things to prevent them from
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being incontinent. So, it would be like getting them
set up so they'’re being toileted every two to three
hours.... Sometimes they come here completely
incontinent from the hospital because, as we know,
their focus is very different than ours. So, we get
them here and then we start toileting them all the
time. And some of them do end up not being inconti-
nent anymore from it, for a while.

Other activities of daily living that were discussed were
the ability to sit up, stand, and transfer to a bed. Sitting
up is important for resident comfort and especially for
eating and drinking. One resident described that they
would simply like to be able to comfortably sit in their
rocking chair and relax. Another resident, who expressed
having more difficulty sitting up on their own, described
being able to sit up as her primary goal for rehabilitation.
When asked what her goal was, the resident stated, “I
can’t sit up” The interviewer asked if she would like to be
able to sit up, to which she responded “yes”. This resident
was observed having difficulty maintaining upright pos-
ture during activities throughout the home such as bingo
and during meals.

Both staff and family members commented on how
being able to stand and weight bear is important to resi-
dents. Staff members described that the ability to stand,
with or without an aid, is necessary in maintaining many
functional movements such as accessing the toilet. This
family member describes helping their mother perform
leg and hip strengthening physio exercises to maintain
her ability to stand:

I was doing leg raises with Mom in her wheelchair to
keep her quads strong because we knew they needed
that for her hips to get her to stand. So, having that
program early on is really important.

Being able to transfer to a bed is an important goal for
residents, as described by staff members. If a resident
possesses the ability to transfer to a bed, it allows them
more freedom to leave their bed and to potentially leave
their room on their own terms throughout the day.
Additionally, staff and family members mentioned the
ability to do activities of daily living as an indicator for
quality of life. This staff member relates being able to do
activities of daily living to autonomy and highlights the
importance of being able to toilet, specifically:

...being able to use the bathroom. I think for some
residents, when they have to move to a sling lift or
a bed pan or even just a pad that that can be really
hard and not ideal for them, so being able to main-
tain that ability to use the bathroom is a quality of
life thing.

Page 7 of 11

Stair climb

Stair climbing was raised as a potential goal for rehabili-
tation, particularly as it relates to having the ability to
leave the LTC home to visit with family. If the resident’s
goal is to be able to leave the LTC home for a family out-
ing or event, then they need to be prepared to function in
a potentially unfamiliar environment, as this staff mem-
ber describes:

We do even get into sometimes ability to stair climb,
and those kinds of accessibility issues. Things that
are very challenging from long-term care because we
don’t do that typical home visit, discharge planning,
and often these sorts of visits that are coming up at
Christmas times and big celebrations or funerals or
things like that are going into unfamiliar environ-
ments for everybody.

Keep hands busy

Family members and residents described keeping their
hands busy as a goal for residents with dementia in LTC.
A resident mentioned that it is especially important to
them to have something to do with their hands because
they mostly stay in their bed or chair. During the obser-
vation, residents were often completing tasks to keep
their hands busy such as folding towels, completing puz-
zles, or creating arts and crafts. A family member out-
lines the importance of aiding residents in keeping their
hands busy early, so that it will be easier to maintain as
the disease progresses:

Unfortunately, I think what the key for a lot of
patients with dementia is you gotta get them early
to using their hands. So they have some connection
to their body. And with dementia, they lose their use
of words and language, but you can cue them like
I could cue mom a lot with her hands in different
things to get her to pick up a pencil.

Subtheme: participation

Engage in enjoyable exercise

Participants emphasized the ability to exercise as a goal,
including all forms of exercise within the resident’s capac-
ity such as using a bike in the fitness centre or attending
seated exercise classes. Residents were observed partici-
pating in group exercise that included enjoyable move-
ments like seated dancing. One family member expressed
the ability to dance as a goal for rehabilitation, as it is an
activity their spouse has always enjoyed:

In the early part of her stay here, she’s always loved
dancing....For the first few months, we would always
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g0 to that and this was lovely for her. But [dancing]
was something of a form of physical activity that
she’s always enjoyed. So, for her for a time that was
also important.

Maintain human connections

Family members expressed maintaining human con-
nections as a goal for rehabilitation where the benefits
of rehabilitation enable the residents to engage in social
activities. One family member remarked that the rehabil-
itation process itself was a social activity for the resident:

So, that social aspect too, so just having human con-
tact, be it with a physio, a nutritionist, a nurse, a
personal support worker, is huge to me.

Further, maintaining connections was the most frequent
answer to the question of what quality of life means to the
resident. Most commonly, both family and staff members
referred to connecting with family and friends, either
with in-person visits or phone calls. However, some par-
ticipants mentioned maintaining connections with other
residents and even staff members, as well. This family
member describes her family’s joint effort in ensuring
their mother receives adequate socialization:

“She loves to be with people. She loves visitors. She
likes to get phone calls.... She likes to sit and chat
with the other table mates and things. I like to see
her more interacting with other people in the unit,
not necessarily at a group thing. Just sitting the din-
ing room, chit chatting”

Maintain independence

Both family and staff members indicated that maintaining
independence is important to residents. One staff mem-
ber noted that it is a goal of residents to prevent decline
in their autonomy and independence. From another staff
member’s perspective, the idea of maintaining indepen-
dence motivates residents to engage in rehabilitation, and
the same staff member described its significance relative
to quality of life:

...can we set somebody up in an equipment that they
can get around by themselves? If there’s any way that
we can maintain that little bit of independent mobil-
ity, I think that adds to a quality of life. If somebody
can move their chair across the room to get the drink
of water without having to call somebody, that’s very
significant.
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Participants noted that many residents can maintain at
least some level of independence regardless of the stage
of their dementia. For example, for some residents being
independent could mean being able to walk, while for
others it could mean being able to use the TV remote or
being able to access the call button.

Leave the LTC home for activities

Some of the staff members emphasized how important
it is to some residents to be able to leave the LTC facil-
ity for activities. The staff members describe that signifi-
cant barriers to achieving this goal are if the residents are
unable to walk or if they are unable to get into and out
of a vehicle. Another factor at play is that the staff mem-
bers must effectively communicate the potential risk that
traveling from the LTC facility may pose to the resident.
This staff member describes the importance to residents
of leaving the LTC home to visit family, especially around
the holidays:

For some of them, a big one is still being able to go
out with family and getting into and out of a car.
Being able to do a couple steps into a house. I find
especially around the holidays that’s a big goal for
them to be able to do that.

Moreover, spending time outside of the LTC home was a
common response to the question of what quality of life
means to the resident, especially from family members.
A couple of family members mentioned the importance
of being able to leave the LTC home for hours to attend
family gatherings, while others highlighted the benefit
of getting fresh air in the garden at the LTC home, for
example. As this family member states when asked about
quality of life for her mother: “Be able to get around a
little bit or even just get outside once in a while for some
fresh air” The resident participating in this dyad interview
reported she enjoyed going out to the garden: “And every
day we would go up (to the garden) and take our coffee
and a doughnut. And wed sit by them and wed almost see
the flowers growing” Having the mobility to get to the gar-
den was very important for this resident’s quality of life.

Participate in group activities

Staff members describe that it is important to residents to
be able to participate in group activities due to the mental
and physical benefits. Not only are group activities often
good exercise for the residents, but they also offer a social
environment. Both family and staff members also empha-
sized the importance of participating in group activities
for maintaining quality of life. Residents were observed
participating in several group activities like music ses-
sions and group exercise, which produced happiness
and joy for the participants. One of the staff members
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referred to the social and physical benefits of group exer-
cise programs, while this family member expressed the
benefit of different types of group activities:

So, they do have activities here, which is great....She
loves Bingo. And trivia....She used to do a lot of it
when she first came in,

Discussion

This qualitative study reveals that rehabilitation goals
for LTC residents living with dementia often focuses on
quality of life and functional activities and participation
in LTC and family activities and events. There is an inter-
relationship between function and quality of life, whereby
many functional goals also contribute to improved qual-
ity of life. While some goals may focus on improved func-
tion, maintenance or prevention of decline were also key
elements of the identified goals. Rehabilitation interven-
tions should be developed relative to an individual’s iden-
tified goals, and success of the interventions should be
measured in relation to the goal.

Like the work by Levack et al. [20], many of the iden-
tified goals in this study were focused on the activities
and participation domains of the ICF model. Specifically,
functional activities like walking, standing, transferring,
and toileting were common identified goals while par-
ticipating in group activities and leaving the LTC home
to visit family were common participation goals in this
study. ADLs could be classified under both the Activities
and Participation domains depending on the contextual
factors of the task. Participants described ADLs as spe-
cific, tangible tasks (e.g., toileting, transferring) which
aligns more closely with the Activities domain. Given the
increasingly high levels of functional impairment for LTC
residents [3, 4] and the progressive nature of dementia,
results are not surprising. Despite their high levels of
functional impairment [3], a relatively small amount of
LTC residents with dementia receive rehabilitation [10].
The most identified goals in this study focused on func-
tional maintenance, or improvement where possible, and
improved quality of life. Establishing clear goals with
people living with dementia and their caregivers can help
prevent challenges related to rehabilitation, promoting
clarity and satisfaction [17].

Participants in this study emphasized the importance
of functional maintenance and prevention of decline in
addition to improving function where possible. A 2013
systematic review and meta-analysis revealed a small
effect of physical rehabilitation on activities of daily liv-
ing for LTC residents, which the authors hypothesized
may reflect maintenance of function and be appropriate
for a population that tends to become increasingly frail
and dependent [28]. Dementia is a progressive disease
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where function usually deteriorates over time, though
the trajectory of deterioration varies [6]. Thus, preven-
tion of decline is often a reasonable goal for this popu-
lation. However, in some circumstances it may also be a
reasonable goal to improve function, and this should not
be disregarded as a potential rehabilitation goal. Excess
disability, where functional decline is more than would be
expected by the disease course, is common in dementia
[11]. Careful consideration of where functional improve-
ment may be possible is necessary and it should not be
presumed that all LTC residents with dementia do not
have the potential to improve. Further, falls prevention
was an important goal identified in this study. Recent
guidelines suggest that all LTC residents should be con-
sidered at high falls risk [29]. Thus, all clinicians should
consider falls prevention when developing functional
goals for individuals at high risk like those in LTC.

Results reveal an interrelation between quality of life
and function, where positive changes in function were
often linked with positive changes in quality of life.
Indeed, many of the previously identified domains of
quality of life in LTC overlap with the functional goals
identified in this study. For example, physical comfort,
functional competence, autonomy, meaningful activ-
ity, and relationships [30] were represented as goals of
rehabilitation and reflecting good quality of life. Some
challenges may exist in measuring self-reported quality
of life for LTC residents with more advanced dementia
as communication challenges could prevent an accurate
representation. Those with mild to moderate cognitive
impairment may be able to complete a self-reported tool
[31]. However, for those with more advanced dementia, a
proxy report may be required and has been found to be
feasible [24].

Given the importance of quality of life in our study and
its interrelationship with function, a common goal of
rehabilitation, authors urge future researchers to measure
quality of life as an outcome and clinicians to consider it
as an outcome measure to guide their clinical practice.

This study adds to the current literature a comprehen-
sive perspective of the goals of rehabilitation in LTC.
Indeed, a strength of this study is the inclusion of the
perspective of three important groups in the LTC sec-
tor: residents, family members, and staff giving a fulsome
perspective on the topic. Of particular importance is the
inclusion of LTC residents with dementia as they are
often excluded from data collection. The research team
adapted the data collection strategies to include LTC
resident’s perspective by having interviews conducted in
dyads with family members and by including observa-
tions where verbal communication was not possible. This
study also follows the principles of the COREQ, ensuring
rigour in the results. The results can be used by physio-
therapists working in LTC to guide their decision making
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around goals to focus on with resident who may have dif-
ficulty expressing them. Further, policymakers can use
these results to inform development and funding of reha-
bilitation programs to adequately address the identified
goals. A limitation of this study is that we recruited par-
ticipants from two LTC homes owned by the same orga-
nization in Halifax, Nova Scotia. Therefore, the results
may represent the values of one organization rather
than all LTC homes. Another limitation of this study is
the limited number of residents who participated, all of
whom were women. Approximately 70% of the Canadian
LTC home population is women [32]. Therefore, the find-
ings may not be transferable to men in LTC. Also, the
use of dyadic interview format with family members and
residents has the limitation of domination, where there is
a possibility of acquiescence bias occurring in situations
where power dynamics are unevenly distributed within
the dyad cohort [27].

In conclusion, we identified that rehabilitation goals for
LTC residents living with dementia often focus on qual-
ity of life and functional activities and participation in
LTC and family activities and events. Thus, rehabilitation
in LTC should focus on improving function and quality
of life. There is an interrelationship between function
and quality of life, where functional goals also contrib-
ute to improved quality of life. While some goals focus
on improvement in function, maintenance or prevention
of decline were also key elements. Future work should
ensure rehabilitation interventions are developed relative
to individually identified goals, and interventional suc-
cess is measured in relation to the goal.
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