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Abstract
With the aging of the population and the projected increase of dementia in the coming years, it is crucial that we understand the
needs of people with dementia (PWD) in order to provide appropriate care. The aim of this study is to determine, using the best
evidence possible, the care needs of PWD living in long-term care (LTC). A total of 68 studies, published between January 2000
and September 2010, were identified from six databases. From the selected studies, 19 needs of PWD were identified. The
existing evidence suggests that psychosocial needs such as the need to engage in daily individualized activities and care must not be
ignored in LTC. This review aims to provide a clearer picture of the needs of this growing patient population.
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Introduction

Over 60% of the residents living in long-term care (LTC) facil-

ities in Canada and the United States have a diagnosis of

dementia.1,2 Dementia is ‘‘characterized by multiple cognitive

deficits that include memory impairment and at least one of the

following cognitive disturbances: aphasia, apraxia, agnosia, or

a disturbance in executive functioning.’’3(p148) According to

Cohen-Mansfield and Mintzer4 and Orrell et al,5 the needs of

people with dementia (PWD) are unmet in LTC. In fact, direct

care workers feel most incapable of meeting residents’ social,

psychological, and emotional needs.6,7 Several factors contrib-

ute to the issue, such as the lack of resources.4

Understanding and responding to the needs of PWD is of

great importance, as unmet needs are both a source of reduced

quality of life (QoL) and increased disruptive behaviors.8,9 It is

thought that only about 10% of the residents’ symptoms are

caused by the dementia itself with the other 90% resulting from

the quality of care PWD receive.10 For instance, a problematic

behavior exhibited by a resident with dementia may be a means

to express discomfort or a lack of social support. Hancock et al

found a higher score on the Challenging Behaviour Scale to be

positively correlated with higher unmet needs among residents

with dementia in residential care homes.11 It is thus important

that frontline staff understand the needs of PWD so that they

can be better cared for.

Residents with dementia in LTC have a variety of complex

needs. Although there exist a plethora of studies dealing with

disruptive behaviors and dementia, only 2 cross-sectional studies

address the question of need from the perspectives of residents

themselves. Hancock et al11 highlight the unmet needs of PWD

as identified from the perspective of residents, whereas Orrell

et al5 report on the comparison of ratings of needs as assessed

by the residents, the staff, and the family caregivers. Unmet

needs as reported by both studies were the lack of stimulating

daytime activities and social company, lack of support to help

cope with psychological distress (eg, depression and anxiety)

as well as poor assistance with memory, eyesight, and hearing

problems. Needs that were more likely to be fulfilled were those

of a basic nature such as food and appropriate accommoda-

tion.5,11 Reed and Tilly suggest that the care fundamentals of

PWD should include not only the relief of discomfort and pain

but also the need for social support, the opportunity to engage

in meaningful activities as well as the basic need of consuming

adequate food and fluid.12 At the end of life, care for physical

symptoms (including pain) and behavioral symptoms become

the focus.13

A number of other studies have looked at the needs of PWD,

but have focused on community dwellers, which often include

higher functioning individuals. Bossen et al conducted a

literature review looking at the needs of older adults with early
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stage Alzheimer’s disease.14 Some of the needs identified were

the need to be heard, the need for information and knowledge,

and the need for health promotion.14 A systematic review of the

literature looking at the needs of PWD residing in the commu-

nity was also conducted.15 Studies selected for review included

mostly clients from adult day programs and memory or psycho-

geriatric clinics. Only 3 studies from those selected included a

sample of clients with severe cognitive impairment. Identified

needs included the need for adequate strategies to cope with

disabilities, the need to be respected and accepted as well as the

need to come to terms with the condition.15 As needs of indi-

viduals with early-stage dementia differ greatly from those

with moderate to severe impairment, results from these reviews

cannot be generalized to individuals living in LTC facilities. As

a result of potentially unmet needs in LTC and its detrimental

impact on the health of residents and no research reviews

focusing on the needs of PWD in this setting specifically, this

review aims to determine, using the best evidence possible, the

needs of residents with dementia in LTC. More specifically, the

review was designed to answer the following question: ‘‘What

are the (care) needs of PWD living in long-term care facilities

as supported by the best evidence’’.

Methods

Searches were conducted in MEDLINE, CINAHL, Health-

STAR, EMBASE, PsycINFO, and the Cochrane Library, limited

to the period of January 2000 to September 2010, and restricted

to English and French publications. The following combinations

of Medical Subject Headings (MeSH) terms and keywords were

used: (‘‘care needs’’ or ‘‘needs assessment’’ or ‘‘health services

needs and demand’’ or ‘‘Camberwell assessment’’ or ‘‘quality of

life’’) and (‘‘dementia’’ or ‘‘Alzheimer Disease’’ or ‘‘vascular

dementia’’ or ‘‘frontotemporal dementia’’) and (‘‘long-term

care’’ or ‘‘long term care’’ or ‘‘longterm care’’ or ‘‘nursing

home’’ or ‘‘geriatric nursing’’ or ‘‘homes for the aged’’ or

‘‘charitable home’’ or ‘‘municipal home’’ or ‘‘aged care home’’

or ‘‘care home’’). All types of studies (eg, thesis and book chap-

ters) were considered for the review. Studies were first selected

based on the title and abstract, and then those that were included

based on title/abstract were further assessed based on the full

text. The selection of the studies was evaluated by 2 independent

judges by means of a data abstraction form, pilot tested by 2 indi-

viduals by means of 5 randomly selected articles, and when dis-

agreements ensued a third judge assessed the relevance of the

studies. Criteria for inclusion in this review were as follows:

studies needed to relate to individuals with dementia (diagnosis

or suspected dementia) and offer a description of the (care) needs

of individuals with dementia living in LTC. Studies were

excluded if they were anecdotal, letters to the editor, expert opi-

nions (including ‘‘nonstudy’’ book chapters), and nonsystematic

literature reviews. Although useful in stimulating thought pro-

cesses, these types of literature were excluded, as their level of

evidence is considered weak by the scientific community in pro-

viding concrete results. Studies were further excluded if the

setting of focus was one of the following: community, adult day

center, and/or acute care hospital.

Additional relevant studies were searched in the reference

lists of the studies that met all eligibility criteria using the same

filtering technique as previously described. All studies meeting

the eligibility criteria were critically appraised by 2 independent

judges for methodological quality with a critical review form for

qualitative studies,16 quantitative studies,17 and the measure-

ment tool for the ‘‘assessment of multiple systematic reviews’’

assessment of multiple systematic reviews (AMSTAR).

The overall quality of the studies was based on the sum of 2

variables, namely, (1) the quality rating of studies based on

selected quality criteria (Table 1) such as the validity of outcome

measures and the justification of sample size and (2) the level of

evidence of each study. The quality rating was calculated on a

scale of 1 (lowest quality) to 10 (highest quality) based on selected

quality criteria taken from the assessment forms. If an article

addressed a quality criterion, the criterion was marked fulfilled

(þ), however when an article did not address a criterion, this was

marked unmet (�). When inadequate information was provided

by an article for a particular item, the quality item was marked

Table 1. Quality Criteria.

Design Type Criteria

Quantitative
design

Design appropriate for study question
Sample described in detail
Sample size justified
Outcome measures reliable
Outcome measures valid
Intervention described in detail
Statistical analyses reported
Analysis methods appropriate
Drop-outs reported
Appropriate conclusions given methods and results

Qualitative
design

Design appropriate for study question
Theoretical perspective identified
Purposeful selection
Sampling done until redundancy reached
Clear and complete description of site and

participants
Data analysis was inductive
Findings consistent and reflective of data
Decision trail developed
Evidence of the 4 components of trustworthiness
Appropriate conclusions given methods and results

Systematic
review

‘‘Priori’’ design provided
Duplicate study selection and data extraction
Comprehensive literature search performed
Status of publication used as an inclusion criterion
List of studies provided
Characteristics of included studies provided
Scientific quality of included studies assessed and

documented
Scientific quality of included studies used

appropriately to formulate conclusions
Appropriate methods used to combine the findings of

studies
Likelihood of publication bias assessed
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unknown (u). The levels of evidence were ranked in multiples of

10, from 10 (lowest evidence) to 50 (highest evidence). Both

scores were added to obtain the overall quality for each study,

with possible scores ranging from 11 (a score of 1 on quality þ
a score of 10 on level of evidence) to 60 (a score of 10 on quality

þ a score of 50 on level of evidence). Studies with higher evi-

dence levels (eg, randomized-controlled trials) and that met a

greater number of quality criteria were given more weight than

studies with lower evidence levels (eg, observational studies

without control groups such as case series) that met fewer quality

criteria. Levels of evidence were ranked in multiples of 10 to

ensure that a higher level of evidence always surpassed a lower

level of evidence regardless of the quality rating of the studies.

Levels of evidence were only assigned to quantitative studies,

as such a system is nonexistent for qualitative studies according

to the Scottish Intercollegiate Guidelines Network.19 As a result,

only the quality criteria were used for qualitative studies. For

studies with mixed designs, a quality score was considered for

both the quantitative and the qualitative aspects. No study was

excluded on the basis of methodological quality as the identified

flaws (eg, inadequate description of participants) in the studies

of lower quality were unlikely to influence the findings.

Articles were also rigorously evaluated by 2 independent

judges to extract specific information related to the needs of

PWD living in LTC. The extracted data led to the identification

of a list of needs of PWD living in LTC. The list was agreed

upon by the judges and synthesized within larger, manageable

categories referred to as ‘‘codes’’. For example, the following

extracted needs: need for satisfactory communication, need for

conversation, and need for socialization were categorized

within a category named social needs. Operational definitions

were developed for these main categories. Three judges,

including an occupational therapist, completed the matching

of the needs with the newly developed categories. Disagree-

ments were discussed by 2 other judges, and a consensus was

reached among all the judges. Once the list of needs was agreed

upon by the judges, the importance of each of the needs was

determined based on the overall average quality and the num-

ber of studies reporting on each need.

Results

The database searches resulted in 1146 studies. Following the

strategy shown in Figure 1, 68 of these studies were included

in the review.

The majority of the studies used a quantitative design

(n ¼ 50) of which 14 were randomized controlled trials. Only

15 relevant qualitative studies were identified. Three studies

with mixed designs were included, and both the qualitative and

the quantitative aspects of the studies were analyzed separately.

The overall methodological quality of the studies is presented

in Table 2. Most studies obtained a quality rating of 7 or higher

(n ¼ 54 of 68) and a lower level of evidence. Studies were

conducted mainly in the United States (n ¼ 37), the United

Kingdom (n¼ 8), and Canada (n ¼ 7). Half of the studies were

conducted in an LTC setting with 24-hour nursing care, and the

remaining included either a mix of participants from the resi-

dential setting (ie, residential care [RC]/assisted-living [AL]

facilities) and the LTC setting with 24-hour nursing care (ie,

NHs) or participants from the residential setting only. All study

participants had a formal or ‘‘probable’’ diagnosis of dementia.

The majority of the participants were female and had moderate

to severe dementia. Most studies did not mention the severity

of dementia of their participants.

Well-being and ‘‘QoL’’ are measures that reflect on the

needs of PWD. Hoe et al,63 for instance, found that PWD felt

that a high QoL was strongly correlated with lower depression

and anxiety levels. Care staff also felt that fewer behavior prob-

lems such as neuropsychiatric symptoms (eg, agitation and

depression) were strongly correlated with a higher QoL, in

addition to a lower level of physical disability.63 End-of-life

care requirements21,34, predictors enhancing the sense of iden-

tity of residents6,26,79 as well as the effect of pharmacologi-

cal46,68 and/or nonpharmacological80,76,58,78 interventions as

a way to address the underlying needs expressed by disruptive

behaviors were other foci of interest.

In analyzing the needs identified in each of the included

studies, we were able to categorize all needs into 19 categories.

Figure 1. Results of search strategy.

Cadieux et al. 725
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rö
es

et
al

5
9
;
P
o
w

er
s6

0
;
Z

in
gm

ar
k

et
al

6
1

C
h
o
i6

2
;
H

o
e

et
al

6
3
;
Z

im
m

er
m

an
et

al
6
4

G
ar

d
in

er
et

al
6
5
;
G

er
d
n
er

6
6
;

K
o
ch

et
al

6
7
;
K

ve
rn

o
et

al
6
8
;

O
’B

ri
en

an
d

C
ar

o
6
9
;
R

u
ka

7
0

R
ei

d
an

d
C

h
ap

p
el

l7
1

B
ec

k
et

al
7
2
;
Fi

n
n
em

a
et

al
7
3
;

O
p
ie

et
al

7
4
;
Su

n
g

et
al

7
5

1
0

O
’C

o
n
n
o
r

et
al

7
6

H
ic

ks
-M

o
o
re

7
7

Sm
it
h

5
8
,b
;
Su

n
g

et
al

7
8

La
i4

5
,b
;
C

o
h
en

-M
an

sf
ie

ld
et

al
7
9
;

H
ic

ks
-M

o
o
re

an
d

R
o
b
in

so
n

8
0
;

K
o
la

n
o
w

sk
i
et

al
8
1
;
K

o
va

ch
et

al
8
2
;
Sl

o
an

e
et

al
8
3

a
N

o
n
e

o
ft

h
e

st
u
d
ie

s
se

le
ct

ed
fo

r
re

vi
ew

o
b
ta

in
ed

a
q
u
al

it
y

ra
ti
n
g

o
f1

an
d

n
o

q
u
an

ti
ta

ti
ve

st
u
d
ie

s
h
ad

an
ev

id
en

ce
le

ve
lo

f1
A

(s
ys

te
m

at
ic

re
vi

ew
o
fa

ll
re

le
va

n
t

ra
n
d
o
m

iz
ed

-c
o
n
tr

o
lle

d
tr

ia
ls

).
St

u
d
ie

s
w

it
h

a
h
ig

h
er

le
ve

lo
f

ev
id

en
ce

ar
e

gi
ve

n
in

th
e

lo
w

er
ri

gh
t

si
d
e

o
f
th

e
ta

b
le

fo
r

q
u
an

ti
ta

ti
ve

m
et

h
o
d
o
lo

gi
es

an
d

th
e

lo
w

er
le

ft
si

d
e

fo
r

q
u
al

it
at

iv
e

m
et

h
o
d
o
lo

gi
es

.
b

M
ix

ed
m

et
h
o
d
s.

726



T
a
b

le
3
.

N
ee

d
s

Id
en

ti
fie

d
in

th
e

Li
te

ra
tu

re
In

cl
u
d
in

g
T

h
ei

r
O

p
er

at
io

n
al

D
ef

in
it
io

n
an

d
A

ss
o
ci

at
ed

St
u
d
ie

s.

N
ee

d
N

u
m

b
er

o
f
St

u
d
ie

s

O
ve

ra
ll

Q
u
al

it
y

o
f

St
u
d
ie

sa

D
ef

in
it
io

n
Q

u
an

ti
ta

ti
ve

Q
u
al

it
at

iv
e

M
an

ag
em

en
t

o
f
b
eh

av
io

ra
lp

ro
b
le

m
s5

,9
,1

1
,3

0
,3

2
,4

0
,4

2
-4

4
,

4
6
,5

0
,5

3
,5

5
,5

7
,5

8
,6

2
-6

6
,6

8
,7

0
,7

2
,7

3
,7

6
-7

8
,8

0
-8

3
T

o
ta

l:
3
1

Q
u
an

ti
ta

ti
ve

:
2
7

Q
u
al

it
at

iv
e:

3
M

ix
ed

d
es

ig
n
:
1

3
4

8
N

ee
d

to
re

ce
iv

e
su

p
p
o
rt

fr
o
m

st
af

f
in

d
ec

re
as

in
g

b
eh

av
io

ra
l

sy
m

p
to

m
s

(g
en

er
al

)
an

d
b
e

p
ro

vi
d
ed

w
it
h

ap
p
ro

p
ri

at
e

ca
re

m
ea

su
re

s
(e

g,
re

d
ir

ec
ti
o
n
)

w
h
en

ex
h
ib

it
in

g
d
is

ru
p
ti
ve

b
eh

av
io

rs

N
ee

d
fo

r
d
ai

ly
in

d
iv

id
u
al

iz
ed

ac
ti
vi

ti
es

/c
ar

e5
,6

,1
1
,2

2
-2

4
,

2
9
,3

3
,3

6
,3

8
,4

1
,4

3
,4

8
,4

9
,5

0
,5

2
,5

7
,5

9
,6

0
,6

1
,6

4
-6

6
,7

4
,7

9
,8

1
T

o
ta

l:
2
6

Q
u
an

ti
ta

ti
ve

:
2
0

Q
u
al

it
at

iv
e:

6

3
0

8
N

ee
d

to
en

ga
ge

in
m

ea
n
in

gf
u
l
d
ai

ly
ac

ti
vi

ti
es

(i
n
si

d
e

o
r

o
u
ts

id
e

th
e

fa
ci

lit
y)

ta
ilo

re
d

to
th

e
re

si
d
en

t’
s

in
te

re
st

s
an

d
ab

ili
ti
es

.
A

ct
iv

it
ie

s
ar

e
n
o
t
lim

it
ed

to
th

e
in

d
iv

id
u
al

p
er

se
;a

ct
iv

it
ie

s
m

ay
b
e

o
ff
er

ed
in

a
gr

o
u
p

se
tt

in
g.

In
cl

u
d
es

th
e

n
ee

d
to

re
ce

iv
e

in
d
iv

id
u
al

iz
ed

ca
re

(e
g,

m
ed

ic
at

io
n

p
re

sc
ri

b
ed

to
m

ee
t

in
d
iv

id
u
al

sy
m

p
to

m
)

So
ci

al
n
ee

d
s5

,6
,1

1
,2

3
,3

0
,3

2
,3

4
,4

1
,4

5
,4

8
,4

9
,5

0
,5

1
,5

4
,5

6
,5

7
,5

9
,

6
0
-6

2
,6

4
,7

1
,7

2
,7

5
T

o
ta

l:
2
4

Q
u
an

ti
ta

ti
ve

:
1
7

Q
u
al

it
at

iv
e:

5
M

ix
ed

d
es

ig
n
:
2

2
9

8
N

ee
d

fo
r

so
ci

al
in

te
ra

ct
io

n
s

th
at

al
lo

w
th

e
re

si
d
en

t
to

co
n
n
ec

t
w

it
h

o
th

er
s

o
n

an
in

te
rp

er
so

n
al

le
ve

l;
m

ea
n
in

gf
u
l
in

te
ra

ct
io

n
s

an
d

co
m

m
u
n
ic

at
io

n
o
p
p
o
rt

u
n
it
ie

s
w

it
h

st
af

f,
fa

m
ily

m
em

b
er

s,
an

d
re

si
d
en

ts
E
m

o
ti
o
n
al

n
ee

d
s/

p
er

so
n
h
o
o
d

6
,2

1
,2

3
,2

6
,3

0
,3

2
-3

5
,

4
1
,4

2
,4

9
,5

0
,5

9
,6

0
-6

3
,7

0
,7

2
,7

3
,7

5
,7

9
T

o
ta

l:
2
3

Q
u
an

ti
ta

ti
ve

:
1
5

Q
u
al

it
at

iv
e:

7
M

ix
ed

d
es

ig
n
:
1

2
8

7
N

ee
d

to
re

ta
in

a
go

o
d

em
o
ti
o
n
al

b
al

an
ce

(i
n
cr

ea
se

p
o
si

ti
ve

fe
el

in
gs

su
ch

as
p
le

as
u
re

an
d

d
ec

re
as

e
n
eg

at
iv

e
fe

el
in

gs
su

ch
as

sa
d
n
es

s)
.

D
ev

el
o
p
m

en
t

o
f
a

se
n
se

o
f
p
er

so
n
al

id
en

ti
ty

(e
x
p
re

ss
io

n
o
f
se

lf)
.

Fe
el

in
gs

su
ch

as
re

as
su

ra
n
ce

,
af

fe
ct

io
n
,
ac

ce
p
ta

n
ce

,
an

d
ap

p
re

ci
at

io
n

ar
e

o
f
gr

ea
t

em
o
ti
o
n
al

im
p
o
rt

an
ce

A
D

Ls
5
,1

1
,2

0
,2

1
,2

3
,2

7
,3

8
,3

0
,3

2
,3

7
,5

0
,5

3
,5

4
,5

7
,6

3
,6

4
,6

9
,7

1
T

o
ta

l:
1
8

Q
u
an

ti
ta

ti
ve

:
1
4

Q
u
al

it
at

iv
e:

4

2
4

4
R

ec
ei

vi
n
g

as
si

st
an

ce
w

it
h

ac
ti
vi

ti
es

o
f
d
ai

ly
liv

in
g

(A
D

Ls
).

T
h
es

e
in

cl
u
d
e

ac
ti
vi

ti
es

w
e

n
o
rm

al
ly

p
er

fo
rm

fo
r

o
u
rs

el
ve

s
(e

g,
h
ai

r
ca

re
,

ea
ti
n
g/

d
ri

n
ki

n
g,

ge
tt

in
g

in
an

d
o
u
t

o
f
b
ed

,
an

d
to

ile
ti
n
g)

N
ee

d
fo

r
in

d
ep

en
d
en

ce
/

ch
o
ic

e6
,2

1
,2

4
,2

5
,3

2
,4

9
,5

0
,5

9
,6

0
,6

1
,7

2
,8

3
T

o
ta

l:
1
2

Q
u
an

ti
ta

ti
ve

:
6

Q
u
al

it
at

iv
e:

6

2
9

7
N

ee
d

to
pr

es
er

ve
a

se
ns

e
o
fa

ge
nc

y
by

m
ea

ns
o
fo

pp
o
rt

un
it
ie

s
fo

r
d
ec

is
io

n-
m

ak
in

g
an

d
pe

rs
o
na

lc
o
nt

ro
l(

ie
,r

ig
ht

to
re

fu
se

m
ed

ic
at

io
ns

an
d

ch
o
ic

e
o
fa

ct
iv

it
ie

s)
.I

n
th

e
in

ab
ili

ty
to

m
ak

e
o
w

n
d
ec

is
io

ns
,

re
si

d
en

ts
’n

ex
t
o
fk

in
sh

o
ul

d
be

so
ug

ht
fo

r
d
ec

is
io

ns
re

la
te

d
to

th
ei

r
ca

re
C

o
gn

it
iv

e
n
ee

d
s5

,6
,1

1
,3

2
,3

8
,5

0
,5

2
,5

4
,5

7
,7

1
,7

2
,

T
o
ta

l:
1
1

Q
u
an

ti
ta

ti
ve

:
1
0

Q
u
al

it
at

iv
e:

1

2
9

9
N

ee
d

fo
r

as
si

st
an

ce
w

it
h

th
e

in
te

rp
re

ta
ti
o
n

o
f
m

es
sa

ge
s

an
d

su
rr

o
u
n
d
in

gs

N
ee

d
to

b
e

sa
fe

/s
ec

u
re

5
,1

1
,2

5
,3

2
,3

9
,4

9
,5

0
,5

7
,5

9
,6

0
,7

2
T

o
ta

l:
1
1

Q
u
an

ti
ta

ti
ve

:
8

Q
u
al

it
at

iv
e:

3

2
6

8
N

ee
d

to
fe

el
sa

fe
an

d
b
e

p
ro

te
ct

ed
fr

o
m

se
lf-

in
ju

ry
as

w
el

l
as

h
ar

m
fr

o
m

o
th

er
re

si
d
en

ts
.
A

n
ex

am
p
le

o
f
a

sa
fe

ty
fe

at
u
re

o
n

a
d
em

en
ti
a

u
n
it

w
o
u
ld

b
e

ex
it

co
n
tr

o
l
m

ea
su

re
s

(Z
ei

se
l
et

al
3
9
)

G
en

er
al

o
ve

ra
ll

p
h
ys

ic
al

h
ea

lt
h

5
,1

1
,3

1
,5

9
,4

7
,4

9
,5

0
,5

7
,4

4
,2

8
T

o
ta

l:
1
0

Q
u
an

ti
ta

ti
ve

:
8

Q
u
al

it
at

iv
e:

2

2
2

8
N

ee
d

to
re

ta
in

go
o
d

p
h
ys

ic
al

h
ea

lt
h

b
y

m
ea

n
s

o
f
cl

in
ic

al
ca

re
,

ex
er

ci
se

,
an

d
p
ro

p
er

n
u
tr

it
io

n

N
ee

d
to

b
e

in
a

h
o
m

el
ik

e
co

m
fo

rt
in

g
en

vi
ro

n
m

en
t5

,1
1
,2

5
,3

2
,3

9
,4

9
,5

0
,5

7
,5

9
,7

2
T

o
ta

l:
1
0

Q
u
an

ti
ta

ti
ve

:
8

Q
u
al

it
at

iv
e:

2

2
6

7
N

ee
d

to
re

si
d
e

in
a

‘‘h
o
m

el
ik

e’
’e

n
vi

ro
n
m

en
t

w
h
ic

h
m

ay
in

cl
u
d
e

b
u
t

is
n
o
t
lim

it
ed

to
h
av

in
g

a
q
u
ie

t
sp

ac
e

an
d

p
er

so
n
al

iz
ed

sp
ac

es
.S

u
ch

an
en

vi
ro

n
m

en
t

in
d
u
ce

s
a

se
n
se

o
f
fa

m
ili

ar
it
y

(c
on

tin
ue

d)

727



T
a
b

le
3
.

(c
o
n
ti
n
u
ed

)

N
ee

d
N

u
m

b
er

o
f
St

u
d
ie

s

O
ve

ra
ll

Q
u
al

it
y

o
f

St
u
d
ie

sa

D
ef

in
it
io

n
Q

u
an

ti
ta

ti
ve

Q
u
al

it
at

iv
e

N
ee

d
to

re
ce

iv
e

p
ro

p
er

p
ai

n
m

an
ag

em
en

t2
1
,3

4
,4

4
,5

9
,6

0
,6

1
,7

0
,7

5
,8

2
,8

3
T

o
ta

l:
1
0

Q
u
an

ti
ta

ti
ve

:
5

Q
u
al

it
at

iv
e:

4
M

ix
ed

d
es

ig
n
:
1

3
9

7
N

ee
d

to
d
im

in
is

h
th

e
d
is

co
m

fo
rt

ca
u
se

d
b
y

p
h
ys

ic
al

p
ai

n

Se
n
so

ry
n
ee

d
s5

,1
1
,2

4
,3

2
,3

9
,4

9
,5

0
,5

7
,6

7
T

o
ta

l:
9

Q
u
an

ti
ta

ti
ve

:
9

2
3

–
N

ee
d

fo
r

o
p
ti
m

al
se

n
so

ry
st

im
u
la

ti
o
n

fr
o
m

th
e

en
vi

ro
n
m

en
t

(e
g,

p
ro

p
er

lig
h
ti
n
g—

vi
su

al
st

im
u
la

ti
o
n
).

R
el

at
es

to
th

e
re

si
d
en

ts
5

se
n
se

s
N

ee
d

fo
r

d
ai

ly
st

ru
ct

u
re

d
ca

re
7
9
,2

7
,5

0
,3

2
,3

3
,3

4
T

o
ta

l:
6

Q
u
an

ti
ta

ti
ve

:
5

M
ix

ed
d
es

ig
n
:
1

2
9

7
N

ee
d

fo
r

co
n
ti
n
u
o
u
s,

ro
u
ti
n
e,

p
re

d
ic

ta
b
le

ca
re

b
as

ed
o
n

th
e

re
si

d
en

t’
s

n
ee

d
s

Fu
n
ct

io
n
al

n
ee

d
s—

IA
D

Ls
5
,1

1
,5

4
,6

3
,8

0
T

o
ta

l:
5

Q
u
an

ti
ta

ti
ve

:
5

2
0

–
R

ec
ei

vi
n
g

as
si

st
an

ce
in

p
er

fo
rm

in
g

IA
D

Ls
w

h
ic

h
in

cl
u
d
e

ta
sk

s
th

at
w

e
o
ft

en
d
o

to
en

su
re

o
u
r

in
d
ep

en
d
en

t
liv

in
g

(e
g,

ta
ki

n
g

m
ed

ic
at

io
n
,m

an
ag

in
g

m
o
n
ey

,t
al

ki
n
g

o
n

th
e

p
h
o
n
e,

an
d

sh
o
p
p
in

g)
N

ee
d

fo
r

kn
o
w

le
d
ge

ab
le

st
af

f5
,9

,2
1
,5

0
,6

4
T

o
ta

l:
5

Q
u
an

ti
ta

ti
ve

:
4

Q
u
al

it
at

iv
e:

1

2
6

2
N

ee
d

fo
r

w
el

l
tr

ai
n
ed

an
d

ed
u
ca

te
d

(d
em

en
ti
a

sp
ec

ifi
c)

st
af

f
as

w
el

l
as

st
af

fw
h
o

h
av

e
ga

in
ed

ex
te

n
si

ve
ex

p
er

ie
n
ce

in
ca

ri
n
g

fo
r

p
eo

p
le

w
it
h

d
em

en
ti
a

at
va

ri
o
u
s

le
ve

ls
Se

x
u
al

n
ee

d
s5

,1
1
,5

7
,5

9
,6

0
T

o
ta

l:
5

Q
u
an

ti
ta

ti
ve

:
3

Q
u
al

it
at

iv
e:

2

2
8

9
N

ee
d

fo
r

in
ti
m

at
e

re
la

ti
o
n
sh

ip
s

N
ee

d
fo

r
p
ri

va
cy

2
5
,3

2
,5

0
,5

9
,7

2
T

o
ta

l:
5

Q
u
an

ti
ta

ti
ve

:
3

Q
u
al

it
at

iv
e:

2

3
1

7
N

ee
d

fo
r

a
se

cl
u
d
ed

p
er

so
n
al

en
vi

ro
n
m

en
t,

if
p
ri

va
cy

is
d
es

ir
ed

M
o
n
ey

—
fin

an
ci

al
is

su
es

5
,1

1
,5

9
T

o
ta

l:
3

Q
u
an

ti
ta

ti
ve

:
2

Q
u
al

it
at

iv
e:

1

1
8

9
N

ee
d

to
h
av

e
a

go
o
d

fin
an

ci
al

si
tu

at
io

n
fo

r
p
u
rc

h
as

e
o
fd

es
ir

ed
it
em

s
an

d
b
ill

p
ay

m
en

ts

Sp
ir

it
u
al

n
ee

d
s2

1
,5

9
T

o
ta

l:
2

Q
u
al

it
at

iv
e:

2
–

6
N

ee
d

fo
r

sp
ir

it
u
al

su
p
p
o
rt

an
d

o
p
p
o
rt

u
n
it
ie

s
to

ex
er

ci
se

o
n
e’

s
re

lig
io

n

A
b
b
re

vi
at

io
n
:
IA

D
Ls

,
in

st
ru

m
en

ta
l
ac

ti
vi

ti
es

o
f
d
ai

ly
liv

in
g.

a
T

h
e

o
ve

ra
ll

q
u
al

it
y

o
f
th

e
st

u
d
ie

s
su

p
p
o
rt

in
g

ea
ch

n
ee

d
is

b
as

ed
o
n

th
e

su
m

o
f
th

e
le

ve
l
o
f
ev

id
en

ce
sc

o
re

(1
0
-5

0
)

an
d

th
e

q
u
al

it
y

ra
ti
n
g

(1
-1

0
)

o
f
ea

ch
st

u
d
y.

P
o
ss

ib
le

sc
o
re

s
ra

n
ge

fr
o
m

1
1

to
6
0
.

728



The needs are listed in Table 3 by the highest to lowest number

of times mentioned by a study.

The need most discussed in the studies was the need for

management of behaviors (n ¼ 31) followed by the need for

daily individualized activities/care (n ¼ 26), social needs

(n ¼ 24), and emotional needs/personhood (n ¼ 23). As out-

lined in Table 3, these needs appeared of most importance for

PWD by the quantitative studies, as they were not only studied

by the greatest number of studies but also by studies of highest

methodological quality. Qualitative studies also suggested the

importance of social needs and the need for individualized

activities/care but seemed to support more strongly emotional

needs/personhood. On the other hand, quantitative studies were

less numerous or had fewer strong studies supporting the need

to deal with financial issues or functional needs— instrumental

activities of daily living. On the qualitative side, the need for

knowledgeable staff did not surface among the strongest stud-

ies or the majority of studies. There were no studies indicating

this was not important, but rather our study may indicate that

we need more evidence in this area. The low number of studies

discussing such a need does not necessarily mean that it is not a

significant one but simply a one that is not adequately studied.

Discussion

This critical review looking at the needs of PWD living in LTC

generated 68 studies that met all eligibility criteria. From these,

a total of 19 needs were identified, of which the need to manage

behavioral problems, the need for individualized activities/

care, emotional needs/personhood, and social needs were found

to be of most importance for PWD in LTC.

Not surprisingly, the management of behaviors was the need

most mentioned by the reviewed studies and suggested as most

important for PWD by quantitative studies. There is significant

literature dealing with disruptive behaviors and dementia. Many

studies look at the effect of interventions on behaviors.9,80,81,78

The anxiety and aggression manifested by the residents is per-

ceived as a signal of unease, and therefore the need to deal with

these anxieties becomes a source of resource consumption. The

physical environment, the presence of pain, and the lack of social

stimulation are examples of needs that can trigger behavioral

problems.84 Despite the need to comprehensively understand the

reason behind the behaviors, caregivers often do not have the

resources available in terms of time and/or tools to assess

the behavior prior to administering a treatment. Reactive

responses to behaviors that refer to the administration of a treat-

ment after a cursory assessment of the cause of the behavior was

found to be the most prevalent type of response by nurses based

on a sample of 112 participants from nursing homes.9 In a

prospective study examining the time used by nursing staff to

manage disruptive behaviors, it was found that no nursing

assessment or intervention was provided for behavioral symp-

toms in about 25% of the cases.85 This may suggest that care-

givers tend to opt for an immediate solution to the behaviors

as a result of their distressing nature or as a result of the lack

of resources to deal with these behaviors. Tilly and Fok caution

that a distinction be made between managing disruptive beha-

viors for the sake of residents versus for the sake of staff.21 If the

resources are not sufficient to allow proper management of the

behavioral issues, the behaviors might worsen leading to an

escalation of unmet needs that become unmanageable. For

residents with dementia, the increased levels of agitation, anxi-

ety, and verbal outbursts can decrease their QoL and have a

negative impact on their health.42,64

The number of studies reporting on social needs, the need

for daily individualized activities/care, emotional needs/per-

sonhood as well as the need for independence/choice for

residents with dementia suggests that there is a need to create

the notion of home for this population. As identified by Amin-

zadeh and colleagues, the creation of the meaning of home for

PWD is of particular importance when being transferred to a

collective dwelling of care.86 According to the participants in

this study, a home encompasses the following: (1) familiarity,

(2) a center of socialization, (3) connectedness and affiliation,

(4) a place of retreat, (5) a locus of autonomy, control, choice,

and freedom of actions, (6) a site for engagement in meaningful

activities of daily living, (7) a place for the expression of per-

sonal interests, values, achievements, and status, and (8) a

source of memories of life histories.86 The LTC facilities are

often stigmatized as a place of ‘‘sickness’’ and may lack this

notion of home. In a study by the same authors87 exploring the

perspectives of 16 PWD on the meanings and experiences

linked with the relocation to a RC facility, the relocation

signaled an inevitable downward trajectory to a more depen-

dent, protected, and structured lifestyle.

The need for a cultural shift in LTC has been highlighted in

a recent report by The Conference Board of Canada. Today’s

LTC residents have different preferences (eg, independent liv-

ing and need for greater autonomy) and higher expectations.

Facilities that promote socialization, choice, and independence

positively impact the QoL of residents, thus suggesting a need

to shift from a structured to a more flexible type of care.7 The

importance of culture shift in LTC is also strongly supported by

the Pioneer Network, a small group of LTC professionals

formed in 1997 to advocate for person-directed care. This net-

work, known as the culture change movement, is working on

system changes for support of humane models of care ‘‘where

elders live in open, diverse, and caring communities.’’88(mission,

vision and values) The aim of this emerging network is to transform

the culture of aging in LTC in America as a means to provide

meaningful person-centered care to residents that is indepen-

dent of their age and limitations.88

This review is not without a few limitations. First, the represen-

tation of a need in the literature does not necessarily equate to

importance. Although the representation of a need in the literature

is sufficient to provide evidence that this is a need, the simple fact

that a need has not been studied or studied very little does not mean

it is not a ‘‘real’’ need (eg, knowledgeable staff) for residents with

dementia. Second, RC and AL were not considered as keywords or

MeSH terms in the search strategy. The setting of focus in this

study was initially LTC, and so only terms relevant to this setting

were considered in the search process. However the term aged care

Cadieux et al. 729



home does encompass RC as well as lower levels of care in addi-

tion to 24-hour nursing care. After reviewing a considerable num-

ber of articles, it was found that the RC/AL setting is gaining

popularity as a choice of care for PWD. Articles that did pertain

to this setting were therefore included. Since RC and AL were not

terms considered in the searching of articles, this may have limited

the thoroughness of our results. Third, our search strategy focused

exclusively on the needs of PWD and not on the needs of staff or

family. This might have limited the types of studies we identified.

Conclusion

This research adds to the scientific evidence by providing an

evidence-based rationale for identifying the overall needs of this

population. The evidence on the needs of PWD in LTC supports

consideration of human social needs. Many of the reviewed stud-

ies have highlighted the importance of psychosocial needs that

differ from the traditional focus on physical needs and services

provided by LTC facilities. The suggested importance of psy-

chosocial needs may have been influenced by the inclusion of

a QoL criterion when searching for relevant studies. Clearly, the

scientific community is placing great importance on the need to

consider the PWD as one with needs for personhood, choice, and

well-being. The review serves as a basis toward understanding

the needs of PWD, which can translate not only into better care

for residents in LTC but also decreased pressures on staff and

administrators due to a decrease in disruptive behaviors. This

is especially important in light of the increasing prevalence of

dementia among residents of LTC.

Future research is needed to validate whether the list of needs

identified by this study is comprehensive. Validation should

include asking frontline staff, families, and residents to comment

on the list of needs identified and how they would prioritize them

as well as having these stakeholders, including residents with

dementia, voice their opinions in regard to the needs. Very few

high-quality quantitative studies addressed the need to receive

proper pain management. More evidence is needed to determine

the importance of this particular need and how it might influence

other needs such as social needs. Spiritual needs were considered

by a few qualitative studies suggesting its importance for PWD.

This presents an avenue for future research.

Many of the studies identified in this review pertained to

interventions geared toward reducing behaviors resulting from

unmet needs. Future studies focused on QoL concerns would

contribute more significantly to the evidence as well as

research focused on better understanding the behaviors.

Another avenue of interest would be to examine the list of

needs identified by this study for subgroups with dementia. For

example, it could be interesting to see whether differences exist

between men and women as well as people from different ethnic

backgrounds. This last group should be of particular interest for

study, as the ethnic and linguistic diversity of LTC homes is

expected to increase considerably in the coming years. Based

on results from a 2006 Canadian census, 7.6% of people aged

75 years and over reported being a member of a visible minority

in comparison to 12.7% for those aged between 45 and 64.7 Other

subgroups of interest to examine would be the influence of a res-

ident’s level of income and marital status on needs.

Furthermore, it would be interesting to examine the needs of

PWD living in dementia-specific units and facilities, such as

assistive living and skilled nursing facilities. The results pre-

sented in this study are a general understanding of the needs

of PWD in LTC. No distinctions in regard to needs have been

made between nursing homes and AL facilities. It would be

interesting to study this particular avenue of research from an

international standpoint.
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