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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.'* 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.”*®'*® According to
Cohen-Mansfield and Mintzer* and Orrell et al,’ 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.®” Several factors contrib-
ute to the issue, such as the lack of resources.*

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.®? 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.'® 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."" 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 al'! highlight the unmet needs of PWD

as identified from the perspective of residents, whereas Orrell
et al’ 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.>!' 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.'* At the end of life, care for physical
symptoms (including pain) and behavioral symptoms become
the focus."?

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.'* Some of the needs identified were
the need to be heard, the need for information and knowledge,
and the need for health promotion.'* A systematic review of the
literature looking at the needs of PWD residing in the commu-
nity was also conducted.'” 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.'> 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

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

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,'® quantitative studies,'’ 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
(+), 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
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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 +
a score of 10 on level of evidence) to 60 (a score of 10 on quality
+ 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.'” 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 = 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 = 54 of 68) and a lower level of evidence. Studies were
conducted mainly in the United States (n = 37), the United
Kingdom (n = 8), and Canada (n = 7). Half of the studies were
conducted in an LTC setting with 24-hour nursing care, and the
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Figure |. Results of search strategy.

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,®* 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.®® End-of-life
care requirements”'**, predictors enhancing the sense of iden-
tity of residents®?>’"? as well as the effect of pharmacologi-
cal*®®® and/or nonpharmacological®-’®**7® 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.



"spoyaw paxily

"sa1S0jopoyIaw dAIREl[ENb U0} BpIs Y| Jamo| ay3 pue saiojopoyisw dAiEIRUEND 104 3|qEI BYD JO OIS YSId JIMO| BYI Ul UDAIS DUB SIUDPIAS
JO [9A3] J3YS1Y & Y3IMm S3IPNIS “(S[B1I3 P3]|O3UOD-PIZILIOPUER JUBAS[D. [[B JO MBIADI DIIBWISISAS) Y/ | JO [9AS] SDUDPIAS UE peY S3Ipnis sAneauenb ou pue | jo Sune. Aljenb & paulelqo malAa. 10) pa1d3|9s S3IPNIs 33 JO SUON ,

¢gl® 29 dUEOS ¢ B 12

U2BAOY| ! [E 39 D|SMOUE|O)|

.ﬁwm:omc_n_oy_ pue m._ooZ-mv._u_I
o, IE 39 PIRYSUE-UBYOD {.. 1e]

e 8ung: g1 aido
¢ [€ 30 BWAULLY £, [€ 39 >]dag

,c[B @ |PLO
,[E 39 YorAOY ¢ [B 32 sl0adunog

oz |E 32 DISmOuE|O)

g8
8ung .o yawg

, /I°ddeyD pue piay

<5l® 30 sPIY

¢cl® 39 seR[-21NsIO

,,R400-SPIH

0/2INY ;048D puE UBLIG,0
‘golE 32 OUJIAY| £ [E 32 Y20
'991RUPIRD) [ (|E 33 JauIpIED)

4B 32 UUIND e 12 IOpeAJES
~Z3[eZUOD) {, PUNT PUE ELIDSED

,4|€ 29 dUEO|S

‘e B39 Soyjsausdey ”chwmcw—

_upwm PlRYSUEL-UaYoD ¢, BunyD

{gpSUOWIWISZAIY PUE J3UNIANG
‘qpgUOSIEAA PUE SJ9MOg

28 uedJioly

NLEE
UBLLIDWIWIZ ¢ [E 39 BOH :,cloyD
5I€ 39 SUPPOd (e 33 P40
{0cl€ 22 DI ¢, [& 32 >p00uEH
"ep/€ 32 11D ‘g, [€ 32 sqq0Q

o5l8 30 [9S19Z . [e 10 pue|eg
I8 30 sseig

gzI€ 3@ Buno )

 ,[OI0WeWE L PUE 1yseAeqoy)
'5zIB 33 PRYsUE-USYOD

,7EWSIEH UBA

¢zNS pue sauu|

5,8 3@ JouuoD,0
19l® 22

Sewduiz foSHaMOd £, [E 19

$90.4Q 4| 39 NG ‘o YUWS

LR R D)
5, USPMOUS puE luBJRYg ¢ . 1E]

,¢SIPWIRYD puE UOS.IERY
‘9gP[BUOQIRIN . ZOPUBLIDH
‘qpgUOSIEAA PUE SJaMOd

ogl® 32 BWAULY

I® 3 oD

zzdweD pue auojey

12104 PUB AI1L ¢ paay pue A|ji L

S
4
€
C

(o) | 1oAeT

(0€) T 197

(07) V¢ o7

(01) g€ 1PAT

sai3ojopoyialy aAneInuEND

sai3ojopoyaly aAnElEnd

3uney Alend

.'SSIPMS 2AREIEND pue SABEINUENY Sy Jo Aend) [ed130]opoyIs|y |[BISAQ T dlqeL

726



(panunuo>)

A31IEl|ILUEY JO SSUSS B SIONPUI JUSWUOIIAUS UE
yong ‘sadeds pazijeuostad pue adeds 39inb & SuiAey 03 paziwi| 30U SI
Inqg SpNPUl ABW UDIYM JUSWUOUIAUD 3|I|SWOY, B Ul dPISSJ 03 PN

uoninnu uadoud pue ‘aspuaxd
‘aJed [ed1ul]d Jo sueaw Aq Yifeay [edisAyd poos uielau 01 pasN
(4¢I& 3@ [9519Z) SoUNSEAW [02UO 1IX3 3G P|NOM 2IUN BUSWSP
B UO 2.nJed} A19)es B Jo d|dWexa uy "SIUapIsaJ JaYlo Wo.l
wJey se |[9m se Ainful-jas wouy paidaloud aq pue ajes [99) 01 pasN

s8uipunouuns
pue soSessaw Jo uone1a.dasul SYI YIIM 9DUBISISSE 10) PaSN|

aJed

JI3) 01 pajejaJ SUOISIIBP 10} IYSNOS 9q P[NOYS UIY| JO IXdU SIUDPISI

‘SUOISIDAp UMO dew 03 AJljiqeul 3y U] *(SS1IANDE JO 3I0Yd pue

suonedIpaw asnya. 033y3iJ ‘a1) |0.43uod [euos.aad pue Supew-uoisisp
Joj saniumuJoddo jo sueaw Aq AouaSe Jo asuas e aAI9sa.d 01 pasN

(Bunajion pue ‘paq jo Ino pue ui Suniad ‘Bupjurip/3unes

‘2. Jley ‘89) SOA[9S.INO U0} WI0LIRd A||BLIOU DM SBIIIAIIDE SpNdul
asay] “(s7Qy) SulAl Ajiep Jo SBnIANDE YIIM SdUBISISSE SUIAIDIDY

soueliodwi [euonows 1ea.3 jo aJe uonedaidde

pue ‘adueldadde ‘uoidaye ‘@duednssead se yons sSulea

‘(J|os jo uoissaudxa) Luspi [euosiad jo asuas e jo Juswdojprsg

‘(ssaupes se yons s3uijoa) aAneSau aseaud9p pue aunses|d se yons
s3uljaa) aAnIsod aseaudul) aduefeq [euOIOWS pPoo3 € ulelad 01 PAdN

sjuapisa.l

pUE ‘suaquiaw Ajiwey ‘Yels Yaim sapiunioddo uopediunwiwod

pue suondeJaiul |nj3ulueaw ‘{[9A3] [euos.ad.asiul Ue UO SudaYI0
Y3IM 129UUOD O3 JUDPISS.I DY MOJ[E JBY3 SUOIIDEB.IDIUI [BIDOS .I0) PISN|

(wordwAs [enpiAlpul 399w 03 paquidsaJd uonedipaw ‘8a)

9Jed PSZI[BNPIAIPUI SAI9J3. 01 pasu a3 sapnppu| “3umses dnoud e

Ul pa.Jayo aq AeW SaNIANDE ‘s 4ad [enpIAIpUI Byl O) pPajiwl| JOU e

SS1IANDY "SANI|IqE PUE SISBJIUI SIUSPISAI dY) 01 paJojier (A|oey
33 SpISINO .0 3pIsul) sanIANdE Ajiep |njSuluesw ul 93e3us 01 pasN

sJolaeyaq aAndnusip Suniqiyxa uaym (uondauipad ‘89) sadnseawl
aJed> ajelidoudde yum papiroad aq pue (jessusd) swoidwAs
[eJolAryaq Suiseaud9p Ul Jels wody 14oddns aAleda4 01 pasN

8 143

T 2aAneend
8 :PAneINUend

0l ‘0L

T _Aan.end
8 @2AneInuend

0l ;&0

€ PAnBEnd
8 @2AneInuend

Il &0l

| 2Aneend
0l ®Anenuend

I oL

9 :2Anewlend
9 :PAREINUEND

Tl feao)

¥ aAnelend
¥1 PAnenuend

8l ;30

| :udisep paxi|y
[ BaAaneend

G| @Anemuend
€7 Jeo)

T :udisap paxiy
G 2Anelend
L] ®Anenuend

¥T eo]

9 :2Anvyend
0T dAnenuend
9T :e30)
| :uBisap paxipy
€ PAnBEnd
/T @Anenuend
1€ ‘&0l

226515056 6£°2E'ST 1 15700 HUOHIAUR
SunJojwod jIjsWwoy & ul 9q 01 pasN

guvssosersvestiel 1.5 IERY [€2ISAUd |[eIaA0 [eISURD

2J4ndas/ajes aq 01 pasN

TL09°6S°LS0S'61'6£TEST I 1'S

TLNLLSPS TS 0S'BETE | _.w.mmﬁmmc Al _CMOU

£87L'19'09'65°05 6 TE'STHT 1790 O
/ouspuadapul Joj pasN

1£°69'Y9'€9° LS ¥S €505 LETEOE'BE LTET1TOT' 1 | .mw1_0<

6L'SL'EL'TL'OL'EI09'6505'6V'TH I+
cg-ze0s 9z e 17oPOOYUOSIad/spasu [euonowsy

SLTUL N1 LY9T9-09
‘'65'£5'95%S°15°0S'6F'8F SH 14 VETEOE €T | .o.mm_uwwc [e120S

18'6£'7L'99-59'19'09'65'L S TS 0565 '8V €Y' 1 +'BE 9L E€'6T
77| 19T B2[SIRIANDE pazZI[enplAIpul A|iep 10} PIdN

mm.om.whﬁ.Rn._ﬁ,omw@.%.ﬁ,mm.m.mm.mm,omm,ov
hzrorze0s | 16SWH21901d [BIOIARYSq JO JUDWRSRUE)Y

uoniuyeq

aAnelend) aApelnuend

LS3Ipmg
Jo Auend [[easAQO

S3IPNIS JO JaquinN

peeN

‘S9Ipnig pajedossy pue

uoniuyaq [euonesad J19y Suipnpduj 2.un3jedali] Ayl ul payiIuap| SpasN € d|qel

727



‘09 03 | | wouy adurl $8403s 3|qIssOd "Apnas yoes jo (0]-|) Sunes Aenb sy pue (0G-0|) 2409S SIUSPIAS JO [9A3] BY3 JO WINS BY3 UO Paseq si paau ydea Sundoddns saipnis ay3 jo Alfenb |essro 3y

“8UIAl| A|lep JO SONIANDE [BIUSWINIISUL STV :UONBIADIGQY

uoidipJ
$,2U0 3sI249%?d 01 saniuniioddo pue 1ioddns [enmiaids Joy pasN

sjuswAed |[1q pue
Swia) pauJisap Jo aseyd.nd Joj uonenlls [eldUeUL pOoS B 9ABY 01 PAdN|

paJisap st AdeAlid JI ‘quawIUOUIAUS [euosJad papn|das & J40) pasN

sdiysuone|aa s1eWNU| 40} PISN
S|9AS| SNOLIBA JE BIUSWSP YUM
9|doad Joj Suied ul duslIadxa SAISUSIXD paule3 SABY OYM Yels Se
[loMm st yeas (i10ads eauSWSP) pa1BdNPS PUE PaUlE.) ||9M 0} PISN
(8uiddoys pue ‘suoyd ay3 uo Supjjea ‘Asuow SuiSeurw ‘uonredIPAIW
Supyes ‘89) 3uiAl] Juspuadapul JNO B4NSUS O) Op USYO dM
JeY) SX[SBI dpNdUl YIIYyMm sTQY| Sulwdopiad ul aduelsisse SulAld9Yy

Sp9sU suspIsa.
32 uo paseq a.ed 9|qeIdipaud ‘BunINOJ ‘SNONUIBUOD J10) PasN|
Sasuas
G sauapisaJ a1 01 saeRy ‘(uonenwns [ensia—3uny3)| Jadoud
‘39) JUBSWIUOUIAUS 33 wod) uonenws Alosuas [ewndo Joy pasN

ured [eoisAyd Aq pasned 140jwodsIp ay3 ysiulwip 01 pasN

L

8l

8¢

9¢

0¢

6¢

4

6¢

T _Aan.end
im0l

| PAnEY[END

T dAnenuend
€ eo

T _aneend

€ PAnEIuend
G eo|

T 2aAneend

€ PAnEInuend
§ el

| 2Aneend

¥ eAneInuend
§ el

G :2AneInUEeNnd
qi®ol

| :udisep paxi|y

G PAREINUEND
9®oL

6 PAREINUEND
6 ‘[e30]
:u3isap paxiy
¥ 2aAneend
G :@AneInUENd
0l ‘[eoy

e ZSP3dU [enaiidg

o' 1cSONSS! [BPUBUY—ABUOL
2resosze s ABNAd Jo) pasN
0965251 1°5°P22U [ENXAS
bo'05'1 26 HEDS 2|qeaSpajmou| 1oy pasN
og'eove S 1AVI—SPa3u [euonduny
veeze0s 76, N2 PRINIONNS Ajiep 1o) pasN
spasu AJosuag

£9'LS'0S'6¥'6ETEVT11'S

caTE'sL0L 190965 e 1 UIOWRBRUEL
ured Juadoud aA19d94 03 paspN

uoniuyaq

aAneNend) LApnEINUEND

S3IpMg

Jo Auend [[easAQO

$aIpNIS JO JaquinN

peeN

(panunuod) *¢ a1qe L

728



Cadieux et al.

729

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 = 31) followed by the need for
daily individualized activities/care (n = 26), social needs
(n = 24), and emotional needs/personhood (n = 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.”#%8!-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.®* 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.” 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.®> 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.*' 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.*>**

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.*® 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.*® The LTC facilities are
often stigmatized as a place of “sickness” and may lack this
notion of home. In a study by the same authors®’ 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.” 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,”$8(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.*®

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
itis 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
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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.” 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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