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Abstract / The number of people with dementia is
increasing rapidly worldwide. Commensurate with pop-
ulation ageing, the use of nursing homes in Australia
(known as residential aged care facilities) for individuals
with dementia is growing. As a terminal condition,
dementia is best managed by instituting a palliative
approach to care. A good knowledge of dementia,
including its progression and management, among
staff and  families of people living with dementia is
essential for clear decision making and the provision of
appropriate care. Yet there is limited information
regarding relative levels of dementia knowledge. This
paper reports the results of a study that assessed
dementia knowledge among these two cohorts using
the Dementia Knowledge Assessment Tool; the study
surveyed 279 staff members and 164 family members
of residents with dementia. Dementia knowledge
deficits were evident in both cohorts across a range of
areas. It is critical that dementia knowledge deficits are
identified and addressed in order to support evidence-
based dementia care.  

Résumé / Le nombre de personnes atteintes de
démence augmente rapidement à travers le monde.
Ainsi on remarque en Australie une augmentation du
nombre de ces malades admis dans les institutions de
soins de longue durée. La démence étant une maladie
terminale il appert que l’approche palliative est la
meilleure forme de soins. Cependant, il est essentiel
que le personnel soignant autant que les familles aient
une bonne connaissance de la maladie, de ses symp-
tomes, de la façon de traiter les maladies, et des déci-
sions à prendre. Or, on en sait très peu quant au
niveau de connaissances de ces deux groupes de per-
sonnes sur le sujet. Cet article porte sur les résultats

INTRODUCTION

Dementia is a condition primarily associated with
old age. Australia, like other countries around the
world that are experiencing increasing population
longevity (1), expects its number of people living
with dementia to more than triple by mid-century
(2). Despite increases in government funding for
home care support (3), the use of residential aged
care facilities (RACFs, elsewhere known as
nursing homes) for individuals with dementia is
growing, accompanied by an upward shift in the
age of admission and rising dependency levels (4).
Demographic projections indicate that this sce-
nario of increased demand and growing burden of
dementia care need will cause government expen-
ditures on aged care to more than double by the
middle of this century (5). 

Dementia is progressive, and it is associated
with significant morbidity and mortality (6). Con-
sequently, it is argued that people with dementia
would benefit from a palliative approach to their
care (7, 8); this would involve the families of
persons living with advanced dementia and
healthcare staff collaborating in making decisions
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d’une étude qui tentait d’évaluer le niveau de connais-
sances de 279 membres du personnel et de 164
membres des familles à l’aide de l’Échelle d’évaluation
des connaissances sur la démence. Le peu de
connaissances était évident chez les deux cohortes et
ce, sur un bon nombre de points. Il est donc de la plus
haute importance que l’on identifie spécifiquement ces
points et qu’on améliore la qualité des soins chez les
personnes démentes en se basant sur des données
probantes. 



affecting their care. The ongoing cognitive decline
associated with dementia raises particular chal-
lenges for care planning and highlights the impor-
tant role that the families of affected individuals
play in the “progressive surrogacy” (9) that is
required as the condition advances.

Care staff and families of people experiencing
dementia must have knowledge of dementia if
they are to engage in clear decision making and
offer appropriate ongoing care (10). Yet research
has demonstrated that despite its life-limiting
nature, 40 percent of people with advanced
dementia who reside in RACFs are likely to be
subjected to burdensome and inappropriate inter-
ventions (6). The failure of care staff and family
members to understand the dementia trajectory
may have adverse effects on the development of
informed advance care plans and contribute to
inadequate symptom management (11), overuse
of treatments (12), and invasive and futile tests
(13). 

The consequences of inconsistent or limited
knowledge of dementia among care staff and fam-
ilies of people living with dementia are not well
understood, and few studies have made compar-
isons between these two groups. It is the latter gap
that this paper endeavours to address (14). Ideally,
both groups would possess a high level of demen-
tia knowledge and a capacity to collaborate on a
palliative approach to care (7). A palliative
approach aims to improve the level of comfort
and function (7), and it has been advocated as
appropriate for people with dementia (15). Such
an approach entails family caregivers acting as
central stakeholders in the decision-making
process when a person with dementia is no longer
able to participate meaningfully in discussions
about his or her treatment and care (7). 

Before such outcomes can be achieved, how -
ever, we must assess the current dementia knowl-
edge of these groups. Studies have examined
knowledge among individuals who provide
regular care for people with dementia, undertak-
ing research involving RACF staff who report
moderate levels of dementia knowledge but who
lack confidence in dealing with affected residents
(16, 17). Specific knowledge discrepancies have
been identified in relation to risk factors and to the
course of the disease (16, 17). Comparatively few
researchers have explored dementia knowledge
among family carers; three studies conducted in
the United Kingdom reported large discrepancies
in dementia knowledge among informal carers
(18-20). 

Gaining an overview of how both formal and
informal carers understand dementia is an essen-
tial part of evidence-based best practice (7). The

aim of this study was to explore the dementia
knowledge of formal and family carers of people
with dementia living in RACFs. This paper
reports on the results of surveys undertaken in
three Australian states to assess such knowledge. 

METHODS 

Procedure

The study employed a multi-site, single-time-
point design to survey nurses and care workers
employed in RACFs and family members of
RACF residents with dementia to ascertain their
knowledge of dementia. The data were collected
in the course of two projects conducted across
three Australian states. Other aspects of these
projects were reported elsewhere (21, 22).
Approval was granted by the human research
ethics committees in each of the Australian states. 

Participants

Purposive samples were comprised of RACF staff
(n=279) — including registered nurses (RNs),
enrolled nurses (ENs), and care workers (CWs) —
and of family members of residents with moder-
ate-to-severe dementia (n=164). Samples were
recruited in the first project from four RACFs in
Tasmania and Victoria (two in each state), and in
the second project from four RACFs in Western
Australia (22). 

Staff members were invited to participate by a
researcher who went to the facility during a shift
change in order to maximize staff availability. At
this time, those staff members who consented to
participate completed a supervised, self-adminis-
tered measure of their dementia knowledge — the
Dementia Knowledge Assessment Tool version 2
(DKAT 2) — and then answered a number of
demographic and occupational questions. In all,
59 percent of the staff members were surveyed.
The reasons given for not participating were
unavailability due to leave, working night or
weekend shifts, or direct engagement in resident
care.

Residents were deemed to have moderate or
severe dementia if their records indicated sus-
pected or diagnosed dementia and they met crite-
ria for moderate or severe impairment by scoring
between 10 and 21 on the Cognitive Decline sub-
scale of the Psychogeriatric Assessment Scales
(23), which is consistent with the categories of
moderately severe, severe, and very severe cogni-
tive decline on the Global Deterioration Scale (24).
Family members of residents with dementia who
met these inclusion criteria were identified by
facility staff and invited to participate by the
researchers via individual letters mailed from the
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RACF (because they attended the RACF only
intermittently). They returned their completed
demographic and DKAT 2 forms by mail, with a
58 percent response rate.

Measures

The DKAT 2 tool (22), used to measure the
dementia knowledge of RACF staff and family
members of residents with moderate-to-severe
dementia, was designed to assess foundation-
level knowledge of dementia in both these carer
groups. It has met criteria for adequate internal
consistency reliability estimates (Cronbach’s
alpha=0.79, both groups), and it has established
content validity (22). The tool has 21 items
(7 reverse scored) (see Table 1 for the full list of
items).

Response options are “agree,” “disagree,” or
“don’t know,” collapsed to “correct” or “incor-
rect” (“don’t know” deemed “incorrect”). Scores
range from 0 to 21, with higher scores indicating
greater dementia knowledge.

Staff members were also asked to give their age
and reply to occupational questions. These ques-
tions covered their role (for example, RN, EN, or
CW), the number of years they had been in their
current role, and the number of years they had
been working in aged care. Family members were
asked to report their age and their relationship to
the person with dementia. 

Data Analysis

Data were entered into SPSS 20.0 (IBM Corp.,
2011). A sum of item responses generated a DKAT
2 score out of 21, and internal consistency of the
DKAT 2 tool was examined using Cronbach’s
alpha. Descriptive statistics were generated for
scores, age, and occupational items.  

DKAT 2 scores were compared between the
two groups — nursing staff and care workers
(RNs, ENs, and CWs), and family members of res-
idents with dementia — using a Welch’s ANOVA
test, which is robust to heterogeneous variance
(25) (see variances in Table 2). The percentages of
respondents answering individual DKAT 2 items
correctly were also examined to determine key
deficiencies and strengths in the respondents’
dementia knowledge. The percentage-correct
scores were examined using a chi-squared test for
each item to determine whether there were signif-
icant differences between the two respondent
groups. Bonferroni correction adjusted for the
number of pairwise comparisons (26).

In order to better understand aspects that could
be related to the dementia knowledge of RACF
staff, we examined the correlations between
DKAT 2 scores and the number of years in the
current role and the number of years in aged care.
Spearman’s rank-order correlation was used due
to the non-normal distributions of data for the
examined variables according to the criteria set
out by Onwuegbuzie and Daniel (27).

RESULTS
A total of 284 respondents participated in the Tas-
mania/Victoria project: 174 nurses and care
workers and 110 family members of residents
with moderate-to-severe dementia. The Western
Australia project had a total of 91 respondents: 58
nurses and care workers and 33 family members.
The modal age range for staff was 46 to 55 years,
and there were few young staff members (6.8
percent under age 25), consistent with aged care
workforce figures for Australia nationally (28).
The most common age range for family members
(36 percent) was 56 to 65 years, and 58 percent
were children of the person with dementia
(16 percent were spouses, and 26 percent were
grandchildren, in-laws, friends, and others). Staff

Table 1 / Full List of Dementia Knowledge
Assessment Tool Version 2 Items

 1.  Dementia occurs because of changes in the brain.
 2.  Brain changes causing dementia are often progressive.
 3.  Alzheimer’s disease is the main cause of dementia.
 4.  Blood vessel disease can also cause dementia.
 5.  Confusion in an older person is almost always due to

dementia.
 6.  Only older adults develop dementia.
 7.  Knowing the likely cause of dementia can help 

to predict its progression.
 8.  Incontinence always occurs in the early stages of

dementia.
 9.  Dementia is likely to limit life expectancy.
10. When a person has late-stage dementia, families can

help others to understand that person’s needs.
11. People who have dementia may develop problems with

visual perception (understanding or recognizing what
they see). 

12. Sudden increases in confusion are characteristic in
dementia.

13. Uncharacteristic distressing behaviours may occur in
people who have dementia (e.g., aggressive behaviour 
in a gentle person).

14. Difficulty swallowing occurs in late-stage dementia.
15. Movement (e.g., walking, moving in a bed or chair) is

limited in late-stage dementia.
16. Changing the environment (e.g., putting on a CD,

opening or closing the blinds) will make no difference 
to a person who has dementia.

17. When a person who has dementia is distressed, it may
help to talk to them about their feelings.

18. It is important to always correct a person who has
dementia when they are confused.

19. A person who has dementia can often be supported 
to make choices (e.g., what clothes to wear).

20. It is impossible to tell if a person who is in the later
stages of dementia is in pain. 

21. Exercise can sometimes be of benefit to people who
have dementia.



members had been in their current work role for a
median of 4 years (range: 0 to 35 years), again
similar to national figures, as reported by King
et al. (28). However, staff had been in aged care
for a median of 7 years (range: 0.5 to 41 years),
whereas nationally more than 56 percent of the
staff group made up of RNs, ENs, and personal
care assistants have worked for more than 10
years (28).

Cronbach’s alpha for the 21 DKAT 2 items
(α=.73, n=375) indicated an acceptable internal
consistency for the scale (29). Mean DKAT 2 scores
were significantly higher for nurses and care
workers than for the family members of residents
with moderate-to-severe dementia (Table 2);
(Welch’s F (1, 259.96)=38.49, p<.001). 

Within the nurse and care worker group,
nursing staff scores exhibited lower variance than
those of care workers (Table 2). Indeed, care
workers had the same range of scores as family
members, although this was influenced by one
outlying (low) score (Figure 1), and the interquar-
tile range was not as large as that of family
members’ scores.

A high total score on the DKAT 2 was also pos-
itively correlated with the number of years nurses
and care workers spent in aged care (rs[227]=.27,
p<.001), and a weaker relationship was exhibited
with the number of years in their current work
role (rs[221]=.17, p=.013).

Several items — typically those interrogating
knowledge of the pathophysiology of dementia
(items 1, 2, 4, and 6; scores not itemized here),
behavioural and psychological symptoms of
dementia (items 13, 17, and 18; scores not itemized
here), and general decision-making aspects of
dementia and dementia care (items 10 and 19;
scores not itemized here) — were answered cor-
rectly by large proportions (over 85 percent) of all
of the groups. However, items identified by
members of the research team (AR, FM, CT, and
SA) as addressing issues of clinical significance
(items 5, 8, 12, 14, 15, 16, and 20) (Table 3) that are
implicated in advanced dementia’s terminal clini-
cal course (6) were answered incorrectly by many
respondents across all groups, or they were
answered correctly by a significantly lower pro-
portion of the family member group than of the
nurse and care staff group. Furthermore, item 9
(Table 3), which specifically relates to knowledge
of dementia’s life-limiting course, was also incor-
rectly answered by many respondents. 

DISCUSSION
This paper rests on three interrelated premises:
that dementia is a progressive, irreversible, and
life-limiting neurodegenerative disorder; that a
palliative approach is an appropriate care frame-
work for those with this condition; and that
shared knowledge of the dementia trajectory is a
desirable precondition for those engaged in care
planning for those with advanced dementia living
in RACFs — specifically, nurses and care staff and
family members. This third premise — that shared
dementia-related knowledge among those who
plan related care is desirable — was the immedi-
ate imperative for the study reported here.

While gaps in dementia-related knowledge
have been identified in families of people with
dementia (19, 30), the general public (31, 32),
physicians (33, 34), and nurses (35, 36), the find-
ings of this study highlight specific dementia
knowledge deficits among formal carers and
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Table 2 / Dementia Knowledge Assessment Tool

Version 2 Scores of Nursing and Care
Staff and Family Members of Residents
with Moderate-to-Severe Dementia 

                                    Mean 
                                    (± SD)        Median     Range    Variance

Registered nurses
(n=35)                       16.8 (± 2.5)       17.0        11-21           6.2

Enrolled nurses
(n=36)                       16.3 (± 2.5)       16.5       11-21           6.1

Care workers
(n=161)                     14.9 (± 3.1)       15.0          3-21           9.7

Family carers
(n=143)                     13.2 (± 3.8)       13.0         3-21         14.2

Figure 1 / DKAT 2 (Dementia Knowledge
Assessment Tool Version 2) scores 
of Registered Nurses (RNs), Enrolled
Nurses (ENs), Care Workers (CWs), 
and Family Members of Residents 
with Moderate-to-Severe Dementia 
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family cohorts. Dementia knowledge in the RACF
environment is a critical issue, as over 50 percent
of Australian aged care residents can be expected
to have some form of dementia (37).

Importantly, our findings highlight problems
with dementia knowledge among all levels of
aged care staff and residents’ family members in
two key areas: dementia’s life-limiting nature
(reflected in item 9, Table 3), and the onset of
physical symptoms associated with its progres-
sion (items 5, 8, 12, 14, 15, 16, and 20). Of particu-
lar note is the lack of understanding among
approximately 50 percent of aged care staff and 60
percent of family carers that dementia is a termi-
nal illness. This finding has been identified else-
where (38, 39), and it is perhaps not surprising,
given the World Health Organization’s recent sug-
gestion that the “independent contribution of
dementia to mortality is difficult to assess” (40, p.
24). However, this lack of awareness may go some
way toward explaining the results of the US study
by Mitchell et al. (6), which found that 40 percent
of people with dementia resident in RACFs
underwent an unnecessary, burdensome interven-
tion — principally, intravenous therapy, tube
feeding, and/or hospital and emergency depart-
ment transfers — in the last three months of their
lives. Further supporting the link between knowl-
edge of dementia’s terminal trajectory and related
care decisions, Mitchell et al.’s (6) work also deter-
mined that when the families of people experienc-

ing dementia had improved knowledge, the rate
of such interventions was significantly reduced. 

Other knowledge deficits identified in this
study include factors encountered in advanced
dementia that indicate and/or contribute to
impending mortality — principally, delirium,
 dysphagia, immobility, and pain. Unidentified
and/or untreated delirium has been shown to
contribute to both morbidity and mortality in
people with dementia (41); in addition, hospital
transfers have been implicated in the onset or
exacerbation of delirium (42). Poor knowledge of
the relationship between dysphagia and advanced
dementia was also identified in both caregivers
and family members of people with dementia.
The association between late-stage dementia, dys-
phagia, and aspiration pneumonia, and, further,
their joint contribution to morbidity and mortality,
have been identified by a number of authors (43,
44); identifying dysphagia in advanced dementia
as an important indicator of disease progression
and impending mortality is a critical component
of related care within a palliative framework.

Study respondents also struggled to identify
the relationship between advanced dementia and
limited mobility. Immobility has been linked to a
raft of complications that may contribute to mor-
bidity and mortality, and it is an important consid-
eration for those who care for people living with
advanced dementia (45). Reduced mobility has
been identified as a predictor of death in people

Table 3 / Percentage of Each Group (Staff and Family Members) Who Answered 
Individual Dementia Knowledge Assessment Tool Version 2 Items Correctly

                                        Nursing and

                                        care staff Family

RNsa            ENsb            CWsc (grouped) members

No. Item %                 %                 % % %

5 Confusion in an older person is almost always 
due to dementia (R)d. 90.0             88.9             71.2 76.8 59.0e***

8 Incontinence always occurs in the early stages 
of dementia (R). 85.0             84.4             71.4 75.5 63.7**

9 Dementia is likely to limit life expectancy. 57.5             51.1             47.4 49.5 40.6

12 Sudden increases in confusion are characteristic 
of dementia (R). 50.0             40.5             17.8 26.0 9.1***

14 Difficulty swallowing occurs in late-stage dementia. 67.5             68.9             62.6 64.3 47.1**

15 Movement…is limited in late-stage dementia. 67.5             64.4             69.5 68.4 55.2**

16 Changing the environment…will make no difference 
to a person who has dementia (R). 77.5             79.5             60.2 65.8 49.0**

20 It is impossible to tell if a person who is in the later 
stages of dementia is in pain (R). 70.7             71.1             62.8 65.3 33.8***

a Registered nurses.
b Enrolled nurses.
c Care workers.
d Reversed items.
e Asterisks indicate significant differences between family members and the group comprising nurses and care staff:

*=p<.05, **=p<.01, and ***=p<.001. 



with advanced Alzheimer’s disease and vascular
dementia, and it is thus useful as a prognostic
indicator and an important factor in care planning
and provision (46). Failure to identify reduced
mobility as a symptom of advanced dementia
may leave the affected individual vulnerable to
related symptoms, inappropriate interventions,
and increased suffering.

It has been determined that both pain and
dementia are common in older adults, and they
are not infrequently experienced simultaneously
(47). Pain has further been shown to be poorly rec-
ognized and managed in older people, especially
those with advanced dementia (48). This study’s
findings support these observations, showing that
DKAT 2 respondents struggle to identify that pain
can be assessed in persons with advanced demen-
tia. The impact of unrelieved pain on morbidity,
mortality, and quality of life in this cohort has
been identified (49); for those with advanced
dementia who are likely to be unable to commu-
nicate their distress effectively, awareness of the
likely presence of pain is a fundamental prerequi-
site for responding therapeutically.

Of additional concern in all of these findings is
the way in which knowledge deficits vary. While
it is heartening to see that overall knowledge of
dementia is associated with health professional
status, our data indicate that some family mem -
bers can have have better knowledge of dementia
than senior RNs (Figure 1). Such unevenness in
knowledge may contribute to tensions arising
when staff and family members come together to
make decisions with divergent understandings
(50). Evidence indicates that conflict and distrust
can develop when staff and family members lack
confidence in each other’s knowledge of dementia
(51), and that this can undermine the establish-
ment of constructive relationships between the
parties (52). 

Finally, it is interesting to note the relationship
between aged care staff’s dementia knowledge
and the amount of time they have spent working
in the residential aged care sector. This finding
supports other research identifying the association
between aged care workers’ length of working life
and knowledge of palliative care (53, 54). In Aus-
tralia and elsewhere, issues related to recruitment
and retention in this sector are endemic (55, 56),
which means that the possibility of many aged
care staff working long enough to accumulate
better dementia knowledge is diminished; such
issues also problematize a reliance on staff learn-
ing relevant information slowly, over time, across
a range of aged care positions.

CONCLUSION

The findings of this study suggest that it is critical
for knowledge deficits among residential aged
care staff and the family members of people living
with dementia to be addressed. Shared knowl-
edge of dementia may enhance partnerships in
which substantive collaborative communication
and decision making can occur. Along with Kuhn,
King, and Fulton (57), we recognize that decision
making is a complex process and do not argue
that increased knowledge will inevitably give rise
to behaviours or decisions that will enhance care.
However, we do contend that when family care-
givers and healthcare workers share an under-
standing of dementia as a life-limiting health
condi tion, it can serve as a foundation for, or
mediator of, conversations about related care
planning and the achievement of evidence-based
outcomes. In this sense, it is essential to support
any intervention to improve the provision of care
for people living with dementia with a good
understanding of the concerned parties’ relative
knowledge of dementia. This paper highlights the
need to develop staff capacity to recognize
dementia’s clinical course, find ways to improve
family and staff knowledge of the dementia trajec-
tory, and engage in collaborative and informed
care planning. In order to make appropriate care
decisions that will maximize the quality of life of
people living with dementia from within a pallia-
tive framework, we must first understand stake-
holder capacity. This means clarifying both the
strengths and the gaps in the dementia knowledge
of healthcare workers and the families of those
experiencing dementia.
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