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Abstract

Background: People with dementia are most at risk of experiencing serious health related suffering, if they do not
have a palliative care approach introduced early enough in the illness. It can be challenging for nurses to assess expe-
rienced needs of people, who are thought no longer able to self-report such as people with dementia. Assessment
help to understand the care the patient and their family need promptly. It is unknown how nurses recognise holistic
palliative care needs in people with dementia during routine care.

Methods: Scoping review where EMBASE, MEDLINE, CINAHL, Psycinfo databases, and references were searched with
an advanced search strategy, which was built on three concepts (nurses, dementia, and nursing assessment) using
corresponding Medical Subject Headings. Data were charted in a piloted extraction form, based on the assessment
domains within the nursing process followed by summarise and synthesise results narratively.

Results: 37 out of 2,028 qualitative and quantitative articles published between 2000 and 2021, and relating to
2600 4 nurses, were identified. Pain was sole focus of assessment in 29 articles, leaving 8 articles to describe assess-
ment of additional needs (e.g., discomfort). Nurses working in a nursing home assess pain and other needs by
observing the persons with dementia behaviour during routine care. Nurses in the acute care setting are more likely
to assess symptoms with standard assessment tools at admission and evaluate symptoms by observational methods.
Across settings, about one third of pain assessments are supported by person-centred pain assessment tools. Assess-
ments were mostly triggered when the person with dementia vocalised discomfort or a change in usual behaviour
was observed. Nurses rely on family members and colleagues to gain more information about needs experienced by
people with dementia.

Conclusion: There is a scarcity of evidence about techniques and methods used by nurses to assess needs other

than pain experienced by people with dementia. A holistic, person-centred screening tool to aid real-time observa-
tions at the bedside and used in conversations with health care professionals and families/friends, may improve need
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recognition other than pain, to ensure holistic needs could then be addressed timely to improve care in people with

dementia.

Keywords: Dementia, Patient Reported Outcome Measure, Nursing Assessment, Needs Assessment, Holistic Nursing,

Hospice and Palliative Care Nursing

Background

Globally, older people with dementia are most at risk of
experiencing serious health related suffering, with a peak
predicted in 2060, if they do not receive quality care with
a palliative care approach from the onset of dementia
[1]. Older people and people with dementia present a
challenge to care services: due to their slowly increasing
symptom burden [2], they are more dependent on high-
quality care provision [3, 4]; however, high quality care
can only be provided if symptoms and needs are elicited
at the point of care in a systematic way [5] in order to
improve quality of life [6, 7].

According to Klapwijk et al. people with multiple ill-
nesses, over 85 years of age, and diagnosed with demen-
tia have the most complex needs [6], extending beyond
the elements of the holistic framework (physical, psy-
cho-social, spiritual) of palliative care [8]. Although such
experienced needs in people with dementia are often
related to quality of life (e.g. being clean and comfort-
able), others refer to “self-managing dementia symp-
toms” (e.g. anxiety, wandering, agitation, etc.), need for
a friendly and homely environment, and optimal inde-
pendence [9-11]. Common changes in behaviour in peo-
ple with dementia [12] pose a considerable challenge to
nurses, because of the need to attend to the people with
dementia despair, while simultaneously identifying the
felt need behind the symptom expressed [13]. To respond
to such complexity, it helps nurses to assess symptoms
and needs within holistic framework including physical,
psychological, social, and spiritual domains [14].

According to national surveys in the UK, good pain
and symptom control is the top public concern if living
with a life-limiting illness [15], which resonates with care
providers elsewhere [16]. Pain has been under-assessed
and therefore undertreated in people with dementia [17].
Awareness, knowledge, and practice amongst health
care professionals in the recognition of pain could be
improved by training and empowering nursing staff to
use appropriate assessment tools (e.g. Pain in Advanced
Dementia Scale) [18].

Outside specialist palliative care services and depend-
ing on the setting, there are different well-developed
and validated needs- and symptom-assessment tools for
people with dementia available. For instance, the UK
National Health Service (NHS) recommends holistic
common assessment (including four domains: physical,

psychological, social, and spiritual) be undertaken with
any person in last year of life, regardless of setting [19].
The assessment is done verbally with the patient and/or
with their relatives should the patient no longer be able
to provide answers [19]. The Minimal Data Set within the
Resident Assessment Instrument (RAI) for people liv-
ing in the community, as well as RAI-Home (for home
care) and RAI-NH (for nursing homes), is completed by a
nurse taking a clinical perspective, is available in a num-
ber of languages, and used in various countries around
the globe [20]. The Minimal Data Set consists of 16 dif-
ferent domains and 238 items to be completed by a quali-
fied nurse together with the patient/resident [21]. For
the acute hospital sector, the Comprehensive Geriatric
Assessment tool can be used, as it takes a person-centred
approach, and is completed by the multidisciplinary team
[22].

While these assessment instruments are in use in a
variety of settings, it remains unclear whether they can
be used to fully elicit and manage people with demen-
tia experienced needs and accompanying symptoms,
because i) some instruments are very long and are there-
fore may not be practical at the bedside [21], ii) others are
completed by healthcare professionals, who do not nec-
essarily know the person with dementia well [22, 23], and
iii) often only appropriately trained staff can complete
the assessment instrument [20, 22], excluding others in
the workforce such as for instance nursing assistants [23].

To ensure structured, systematic assessments remain
outcome-orientated, i.e. focused on the health status and
wellbeing of the person — i.e. ‘person-centred’ [24, 25],
nurses must recognise the needs and concerns of peo-
ple with dementia during care delivery [26, 27]. This is
important, because if those observations are documented
in a systematic way, the experienced needs of people with
dementia might be more readily and easily met at point
of care.

Therefore, this scoping review aims to identify how
nurses recognise and assess holistic palliative care needs
including physical and psycho-social symptoms and
other care issues in people with dementia at any time
during care provision in the acute-, community-, and
nursing home setting. To our knowledge, this will be the
first scoping review focused on how holistic needs are
assessed during regular care for people with dementia
[28, 29].
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Methods

The review answered the following research question:
“Which assessment methods are applied by nurses to

recognise unmet, holistic palliative care needs in peo-

ple with dementia during their regular care?” Objectives

derived from the research question were:

— To illustrate which assessment methods are applied
by nurses with different levels of education (e.g. reg-
istered nurses, nursing aids) and working experience
(e.g. in setting or discipline) to assess unmet pallia-
tive care needs in people with dementia.

— To describe which assessment techniques are applied
by nurses with different levels of education and work
experience, leading to holistic need recognition in
people with dementia.

— To identify reasons why nurses use a needs assess-
ment tool with people with dementia.

— To report on how nurses identify when to undertake
a needs assessment and which assessment tool select
for people with dementia.

Inclusion criteria

Definition of needs

In this scoping review we defined’need’ as the “capacity
to benefit from health care” [30]. The capacity to ben-
efit from health care encompasses palliative care needs
beyond the diagnosis of dementia (e.g. symptom man-
agement, provision of comfort, support of family and
carers), but remains within the framework of health care
[30]. This includes any symptom assessment (e.g. of neu-
ropsychiatric symptoms, delirium, etc.) and conducted at
any stage of the disease trajectory including during end-
of-life care. Individual needs assessment for people with
dementia rests on two pillars from Bradshaw’s taxonomy
of need, which are the felt need (what the individual
feels) and the normative need (what a professional thinks
the person’s with dementia needs are) [31].

Definition of research outcomes

For the description of key terms to define research out-
comes of this review [32], the Population, Exposure,
Outcome of interest, and Study type framework for was
used [33]. Nurses were considered to be the main popu-
lation (P) in this review. Included were nurses with any
educational level (registered nurses (RN), licensed prac-
tice nurses (LPN), health care assistants (HCAs), and
nursing aids), conducting a needs assessment including
measures or tools used, and related prompts or triggers
for conducting assessment of people with dementia or
people with dementia related cognitive impairment. The
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exposure (E) was assessment of a person with a diagno-
sis of dementia or dementia related cognitive impairment
or mild cognitive impairment, and the outcome (O) was
how needs are recognised and assessed. A needs assess-
ment was defined as a method and/or assessment or out-
come tool, which allows nurses to assess needs regularly
in order to plan, conduct, and monitor care in a person-
centred way [34]. The outcomes of interest are the differ-
ent types of assessment methods conducted, including
corresponding prompts or triggers for assessment of
needs, and evaluation of previous assessments.

Types of participants

Definition of population: nurses (conducting the needs
assessment)

The study population for this review were all nurses.
Nurses with a tertiary qualification are educated and
trained to take on specialist, management-, triage-,
research-, and / or teaching roles, often managing or
teaching nurses trained to secondary or primary level
[35]. This group is less likely to care for people in primary
care and nursing homes on the frontline [35, 36]. In con-
trast, nurses, with a secondary qualification are widely
known as health care professionals and often work at the
frontline and manage the workload amongst the team
[37]. Nurses with a primary qualification are mostly aux-
iliary staff and nurse assistants, who are working under
supervision of a secondary or tertiary qualification nurse
[38]. For the purpose of this review, the nurses’ profes-
sional categories (RNs, LPNs, nursing aids, HCAs) were
used as they represent their educational preparation
(e.g. Diploma Nurse) and their work experience in years
worked as a nurse and/or current setting [39].

Definition of exposure: assessment of people with dementia
The exposure was assessment of people with dementia
(people diagnosed with dementia and/or people with sus-
pected dementia) at any point during their disease trajec-
tory, who were assessed in their usual place of residence,
a nursing home, or an acute hospital.

Definition of outcome (recognition and assessment of holistic
needs)
Holistic-needs-Assessment:

A standardised clinical needs assessment (e.g. Compre-
hensive Geriatric Assessment, Holistic Common Assess-
ment), conducted by a health care professional is key to
eliciting patients’ needs [19, 40]. Such an assessment is
designed to help understand and co-ordinate the care
of the patients and their family need promptly, by initi-
ating tailored interventions [19, 40, 41]. The method of
the initial assessment is formal and usually recorded in
a patients care record [19, 20]. However, conducting a
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needs assessment and in particular a repeated assessment
in someone with dementia who is likely to have multiple
chronic health problems may not be straightforward [42].
As this review focused on how needs are recognised and
assessed in a range of settings, various methods of and
triggers for recognition and assessment of needs were
charted for analysis, including documented assessment
or evaluation of needs (verbal or non-verbal) at any time
point during care (e.g. during helping the patient having a
bath) or via telephone or other media (e.g. Skype).

Study designs included were peer-reviewed original
research with both qualitative and quantitative research
paradigms. Studies where nurses were the biggest group
of participants carrying out the assessment and reported
in results, accordingly, were also included to avoid losing
important research findings relevant for this review.

Exclusion criteria

Because this review focused on the nursing popula-
tion, studies in which assessments were carried out by
groups other than nurses (e.g., doctors, volunteers) were
excluded. Articles, in which patients with psychotic disor-
ders, such as forms of schizophrenia and bipolar illnesses,
and older people with mental health and substance abuse
issues (which can cause dementia) were excluded from
this review because this review focused on the needs
assessment in people who are suffering cognitive impair-
ment due to a diagnosis of dementia and not due to other
causes. Articles were excluded if they were clinical case
reports, systematic reviews, letters, and editorials as no
interpreted research findings could be untangled in those
designs. Articles reporting intervention programmes and
-trials were excluded as they dont currently mirror the
day-to-day needs assessment of most front-line nurses
caring for people with dementia. Articles in languages
other than English and German were also excluded due to
limited language resources within the research team.

Search strategy

The search approach adopted search strategies used in
published protocols and was designed to capture the key
terms as broadly as possible [43]. The search strategy was
trialed in a pilot exercise to identify its sensitivity and
specificity within different databases before they were
adjusted for each database.

Medical subject headings (MeSH) terms used in the
finalized strategy were: ‘nurses’ or ‘nurse practitioner’
AND ‘Dementia’ OR ‘cognition disorders’ OR ‘Alzheimers
disease’ or ‘cognitive dysfunction’ or ‘memory disorders’
AND ‘nursing assessment’ OR ‘Symptom Assessment’ OR
‘Needs assessment’
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Electronic databases

For this scoping review, the databases below were
searched from the year 2000 onwards [44]. Earlier stud-
ies were not considered, because the tertiarization of the
nursing profession was introduced in most European
countries around the year 2000 [45]. The Nursing and
Midwifery Council, a regulatory body overseeing clinical
practice skills, performance, misconduct, and education,
brought on a critical change in the nursing profession in
the United Kingdom (UK), also in terms of new role defi-
nitions, which, it was felt, warranted the range of years
(2000-present) chosen for this review [46]:

o Medline(R) via Ovid In-Process & Other Non-
Indexed Citations and Medline (R) via Ovid (2000
to present)

+ PsycINFO (2000 to present)

+ CINAHL via EBSCO (2000 to present)

+ EMBASE (accessed on:)

» Reference search

Supplementary searching

Following the initial search in the databases, and identi-
fication of eligible studies, a thorough reference search
was conducted. Systematic reviews were excluded
because of the complexity to tease out findings for this
review. But systematic reviews were first included and
used for reference check before excluding them again
[18, 28, 29, 47-57].

Selection of studies

As soon as the scoping review protocol including
search string was approved in June 2020 by the research
team, the initial search was run with an updated search
in May 2021 to capture all citations. All references were
identified and exported to the bibliographic program
EndNote and screened in title and abstract against in-
and exclusion criteria as described above. After dupli-
cates were removed by the reviewer author, full texts of
all relevant studies were retrieved, read, and selected
using the same procedure.

A second reviewer assessed one quarter of the
retrieved references, blinded to the author reviewer’s
selection. Differences in the choice of articles for inclu-
sion were discussed and resolved by consensus. A flow
diagram of study selection is illustrated in line with the
PRISMA-extension for scoping reviews criteria [58] in
the results section.
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Protocol and registration

This scoping review is based on the corresponding
scoping review protocol, which can be requested from
the authors of this paper.

Charting the results
First, an overview of included studies (Title of study,
authors, year, aim of the study/purpose, study design,
population/sample size, journal, country, results) was
charted in an Excel sheet to provide a summary of the
included evidence.

Data were charted using the internationally approved
nursing documentation framework Subjective, Objec-
tive, Assessment, and Plan to record patients’ health
concerns [59, 60]. Within this framework data from
articles were charted into the following sections of the
piloted data extraction sheet in Excel:

— Setting

— Patient population

— Nurse’s professional category of nurse completing
the assessment

— Familiarity with patient/resident

— Advice/Information received by whom in order to
complete the Assessment/outcome

— Reason/Triggers for nursing assessment

— Time point of assessment/measurement

— Name of need(s), which was/were assessed

— How was the experienced need assessed

— Severity of experienced need assessed

— Type of Assessment/Measurement (PROMs, Proxy,
Nurse led)

— Name of Assessment-/ Outcome measure

— Other benefits of the assessment / measurements
(knock-on effect for the patient, patient care,
nurses, planning, etc.)

The results were then summarised and synthesised
narratively adhering to the concurrent structure of the
objectives and the review’s research question.

Results

Results | - study characteristics:

In total, 9,824 studies were identified. 7,796 studies
were removed, as they were duplicates, published prior
to the year 2000 or published in a language other than
English or German. 107 studies were retrieved for full
text screening after excluding another 1,921 publica-
tions due to not meeting inclusion criteria. Please refer
to Fig. 1 for more detailed information on the study
selection process.
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Study characteristics of included studies

Eleven studies with a quantitative [61-71] and twenty-
six studies with a qualitative [72—97] research paradigm
were included. However, there was a wide range of
research methods and data collection approaches used,
ranging from action research approaches, to inter-
views, to ethnographic accounts, questionnaires, and
extensive chart reviews and audits. The year of publi-
cation ranged from 2001 [72] to 2021 [66, 93], with
most studies having been published between 2011 and
2021. However, the aims amongst the studies remained
within similar scope over the years (Table 1).

Most studies stemmed from Europe [62, 66-68, 70—
73,77, 81-86, 88-90, 92, 93, 97] and were conducted
in nursing homes [61-63, 65, 68, 71, 72, 7478, 80—
83, 85-88, 91, 93, 95, 96] (Table 2). However, the sam-
ple, as illustrated in Table 2, was diverse in terms of
continent and settings in which the studies were con-
ducted. The sample was less diverse in terms of needs
assessed, as pain dominated the sample as the main
symptom assessed in 28 studies [61, 62, 64—68, 71—
73, 75-77, 79-82, 84-86, 89, 90, 92-97]. Only dis-
comfort [91], delirium [69], and behaviour [63] other
than pain were assessed in addition, in six studies [70,
74,78, 83, 87, 88].

More than 2,600 nurses were included in these stud-
ies. Numbers are likely even higher, because some
authors did not report on the number of nurses they
included in their studies. Most studies included RNs
hence these form the biggest part of the population
of this scoping review. However, at least 13 out of 37
studies of studies also included health care profession-
als (HCP) and/or LPNs, and/or nursing aids. Only one
study reported on views from nurse ward managers and
one study reported views from nurse practitioners.

Result Il - nurses’ assessment methods to recognise unmet
palliative care needs in People with dementia

The following section answers the overall research
question “Which symptom assessment methods are
applied by nurses to recognise holistic palliative care
needs in people with dementia?”.

Nurse population

RNs were the biggest group of the review’s popula-
tion. In many studies, only the view of RNs, regard-
less of their role, was explored [62, 64, 66—68, 73,
74, 79, 82, 88-90, 93, 94, 97], thus not considering
important voices of other health care professionals
and nursing aids, with the exception of four studies
[72, 81, 83, 84].
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Different assessment methods used by nurses

The different assessment methods used by nurses are
illustrated in Fig. 2, based on the 37 studies identified
for this review. Four main assessment methods emerged
from the data, these are observational assessment, objec-
tive assessment, asking the People with dementia, and
using standardised assessment tools.

Nurses most often used observational assessment to
assess predominately pain but occasionally other needs
too. Figure 2 shows in how many studies nurses selected
observational assessment methods (RNs [73, 74, 76-80,
85, 87-93], followed by HCAs [72, 76, 78, 81, 84, 87,
92], Nursing aids [72, 77, 91], and Ward managers [78]).
Unqualified nursing staff tend not to ask the person
with dementia directly about his / her pain, even if they
observe clues of pain during routine care [77]. The use of
assessment tools is also less prevalent in HCAs or Nurs-
ing aids but if they used an assessment tool, the rating
scales were preferred [65, 72]. Others felt assessing pain
intensity unhelpful [71] or the appropriate person-cen-
tred measure was not available [96].

Observational assessment

Observational assessment technique means that nurses
rely heavily on personal observational accounts such as
behavioural changes, body movement, facial expression,
verbalisation (e.g. crying), vocalisation (e.g. swearing),
restlessness/agitation, and other (e.g. administering pain
medication). In the following paragraph, those observa-
tional accounts are further explained:

Behavioural changes 1In 17 qualitative- and two quan-
titative studies, behavioural change was the predomi-
nant cue indicating that the person with dementia was in
pain [62, 63, 73-81, 84, 85, 87, 88, 90-93, 95]. In order
to detect behavioural changes, nurses felt that they had
to know the person with dementia [85], however this is
difficult to do in the emergency unit [79]. As behavioural
change can also be a symptom of the dementia deterio-
rating [85], nurses felt that they have to rely on their intu-
ition and personal judgement to decide whether or not
the change in behaviour is need related [85, 86, 93].
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Table 2 Study characteristics summary

Page 19 of 28

Origin of studies (n)

Reference

North-America
Australia
Europe
Asia
Population summarised from all studies included (n)
Nurses (Registered Nurses, Health care assistants, Nursing aids)
Number of studies reporting on setting (n)°
Nursing home
Community setting
Acute care
Hospice
Emergency department
Intensive care unit
Number of studies assessing needs (n)
Pain
Pain and other
Other Needs (Discomfort, Delirium, Behaviour)

[63-65, 69, 76, 78, 80, 87, 95]

[61,74,79, 94, 96]
[62,66-68,70-73,77,81-86, 88-90, 92, 93, 97]
[75,91]

[61-97]

61-63, 65,68, 71,72, 74-78, 80-83, 85-88, 91, 93, 95, 96]
72,82,84]

81]
79,97]
89]

[
[
12 [64,66-71,73,81,90, 92, 94]
t
[
[

28 [61,62,64-68,71-73,75-77, 79-82, 84-86, 89, 90, 92-97]

[70,74,78,83,87,88]
[63,69,91]

2 more than one setting possible

Body movement Nurses in one study felt that body
movement was the most important indicator for pain in
people with dementia [77]. Some listed it as one assess-
ment method within a list of assessment methods [72, 87,
91, 92], others put more emphasis on the observation of
repetitive body movements [78] to recognise if the per-
son with dementia is actively resting or guarding a body
part to avoid pain [75, 83, 84, 89, 94].

Facial expression Facial expression was often under-
stood as a cue for a person with dementia being in pain
[68, 72, 73, 87—-90, 93]. However, nurses felt that facial
expression (e.g. grimacing) could also be interpreted as a
sign of needs other than pain [77].

Vocalisation / Verbalisation (e.g, crying) Verbal clues
are helpful for nurses assessing pain as it often occurs
together with behavioural changes, thus confirming a
need or care issue [68, 77, 78, 89, 93, 95]. For some nurses
the expression of pain by the person with dementia is the
trigger for further investigation [92]. Nurses in one study
interpreted verbal behaviours as a pain indicator if these
behaviours would disturb others [63]; others interpreted
the volume in the person's with dementia voice to diag-
nose pain [88]. Some nurses were concerned if a person
with dementia repetitively vocalises needs such as pain or
fatigue [78], other nurses equated such vocalisation with
care seeking behaviour [78]. Vocalisation of pain by peo-
ple with dementia was often described as occurring with
distressed and aggressive behaviour [63, 75, 77, 87-89].

Restlessness/agitation Restlessness and agitation, which
may be regarded as part of neuropsychiatric symptoms,
are often a sign for nurses that the person with dementia
is at unease or in pain [63, 77, 86, 87]. For some nurses
observing restlessness and agitation was a trigger to con-
sider possible reasons behind this phenomenon together
with peers and/or based on their professional knowl-
edge [86]. Another considered anxiety alongside rest-
lessness/agitation [88], which adds to the complexity of
the observed, leaving nurses to ask for more educational
input to reflect on reasons behind such behaviour in peo-
ple with dementia [87].

Other Several other types of assessment techniques
were only found in single studies but offer important
insights into specialist fields or roles in the assessment
of experienced needs in people with dementia. In one
study, administering pain medication and reviewing if
the person with dementia relaxes was an assessment
technique used by nurses in the emergency department
when the person with dementia was admitted with hip-
fracture [97]. Others described a similar process of using
a “trial and error” method when introducing interven-
tions to assess and diagnose discomfort or pain experi-
enced by people with dementia in a nursing home [78,
91]. One study reported the importance of considering
confusion as a signal of pain leaving nurses keen to learn
more about other cues of pain in people with dementia
[62]. Increased need of sleep was reported in one study
as an indicator of pain, whilst nurses emphasised that
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needs can often be layered in people with dementia, hint-
ing that another need may be more visible than pain at
times [77]. Two studies described decreased appetite as
a clue for nurses that the person with dementia could
be in pain [77, 87]. This was only reported in the oldest
record included in this review [87], but it may well be a
valid and important clue. One study described environ-
mental factors, such as weather change or cold weather,
as an important factor to consider in nurse’s assessment
of pain in people with dementia with arthritis, as this res-
ident group may be more prone to pain during particu-
lar seasons [95]. Actively dying was described in a rather
physiological process and nurses assumed that dying
people with dementia must be more likely in pain [80].

Objective assessment

Among objective assessment methods were physiological
cues, which nurses used in their assessment of pain. In the
acute environment and in the nursing home setting, vital
signs such as increased blood pressure, elevated pulse, or
raised respiratory rate were important cues for nurses to
become alert that the person with dementia might be in
pain [64, 75, 76, 88, 91]. More obvious signs of pain (e.g.
bruises, edema) were also being assessed thoroughly in
various settings and by nurses with different qualifica-
tions [75, 78, 80, 81, 83]. Impaired range of motion (ROM)
[75, 84, 91] or sudden decline of physical function [70, 83,
91, 92] were an important and frequent consideration for
nurses in the assessment of pain. One record suggested

if the pain was not confirmed after physiological assess-
ment, including taking into account potential respira-
tory- or urinary tract infection, nurses concluded that the
person’s with dementia pain must be of emotional origin
and family would then be called immediately [75].

Asking the people with dementia

Communication was a vital part for nurses in the assess-
ment of pain and other needs, mentioned as a frequently
used method to elicit pain during routine care in eight
qualitative studies. Some nurses tended to ask the person
with dementia about pain directly in their own home and
emergency department [72, 84, 97]. Communication was
also practiced as the first method of assessment in acute
care settings [92, 94], where metaphors communicated by
people with dementia were analysed to diagnose whether
or not the person with dementia was in pain [92]. Com-
munication is often the first method used in assessing
pain in hip fracture of people with dementia in a nursing
home [88] and the second choice of assessment of pain in
the acute care setting in people with dementia after a hip
fracture [89, 90]. As the person with dementia is often
unable or thought to be unable to self-report, nurses used
different communication techniques to elicit an answer
from the person with dementia, which they could rely on.
Such techniques involved speaking directly with the per-
son with dementia, speaking to him/her whilst holding
their hand or touching his/her shoulder to feel the slight-
est confirmatory nod or hand squeeze or tap from him/
her [89, 90].
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Assessment tools

Overall, assessment tools for pain, including use of stand-
ard assessment tools, were reported in 19 of 37 studies. In
this paragraph, most quantitative studies of this scoping
review are reported for the first time because those stud-
ies often referred to nursing documentation and comple-
tion of evidence-based assessment tools in people with
dementia in pain [61]. The Abbey pain scale and Pain
Assessment in Advanced Dementia Scale were the most
frequently mentioned assessment tools for people with
dementia in pain [61, 66, 67, 71, 73, 79, 81, 93, 96]. When
nurses were under time pressure, assessment tools were a
welcomed method to assess pain and evaluation of pain
was more likely when nurses were able to work from a
completed Pain Assessment in Advanced Dementia Scale
[79]. They were also used when it was an organisational
requirement on admission or when nurses were partici-
pating in training to do so. Evidence based assessment
with patient-reported outcome mesures or self-reported
tools was found in less than 45% of all documentations in
one study [61]. Nurses were using standard written assess-
ment tools or guidelines [70, 96], but were also referring
to observational assessment methods at the same time
[63, 68]. The use of a pain rating scale was documented
in a few studies and in a variety of settings [64—66, 68,
72, 73, 75, 84, 95] but in one record as the assessment
method with the least priority [84]. Rating scales were
used in the acute care environment by more than half
of the registered nurses [64] and were found not to be
helpful in people with advanced dementia as the ques-
tion about pain intensity was left unanswered [76, 88]. In
fact, in most studies, which reported the use of pain rat-
ing scales during routine care, it remained unclear how
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their use supported the nurses throughout the assessment
process. And one study emphasised this because in over
half of their nursing records reviewed (n=342), nurses in
the acute- and long-term setting were not using any pain
assessment tools during provision of care [71].

For the assessment and diagnosis of delirium in people with
dementia in the acute setting, nurses rely on altered level con-
sciousness and fluctuation and change in the person's with
dementia cognition measured by the Confusion Assessment
Method tool [69]. Behavioural symptoms were approached
with a standard written assessment tool [63].

Timing and triggers for holistic needs assessment

When results were charted, it became apparent that there
are two time points when nurses assess needs and other
care issues in everyday practice. These time points of
assessments were either during routine care delivery or
when nurses were prompted by the person with demen-
tia to conduct an assessment unexpectedly. Figure 3 illus-
trates the comparison made between nurses’ assessment
during routine care and assessment techniques when
nurses felt triggered to conduct a needs assessment using
studies included in this review.

Observational assessment methods were most com-
monly used when people with dementia presented with
a change in their usual behaviour or showed signs of dis-
tress to assess pain in both routine needs assessment and
unforeseen needs assessment [62, 63, 73—-81, 84, 85, 87,
88, 90-93, 95]. However, there were differences between
how nurses assessed pain in the routine assessment, ver-
sus when they were prompted by the person with demen-
tia to do an assessment. Nurses were prompted to assess
pain if the person with dementia was vocalising [65, 71,
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Needs assessment prompted by clinical change*
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Facial expression
Communication

Other

Body movement
Physiological cues

Assessment tool

Behavioural changes

0 2 4 6 8 10 12 14 16 18 20 22 24

Restlessness/Agitation
Verbalisation/Vocalisation
Facial expression
Communication

Other

Body movement
Physiological cues

Assessment tool

Behavioural changes

0 2 4 6 8 1012 14 16 18 20 22 24

dementia

*Multiple techniques and nurse groups in one paper possible

Fig. 3 Difference between preferences of nurses'assessment techniques during routine care and when prompted by clinical change in People with

*Count: How many papers report nurses using this technique in n =37 articles
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73, 76-80, 91, 93, 96], verbalising [68, 71, 72, 77, 78, 80,
85, 88, 92, 93, 96], or grimacing [65, 68, 71, 73, 76—80, 83,
85, 96] their expression of pain and were more likely to
take action based on these visible/audible cues than they
were by indications presented in the routine assessment.

Surprisingly, people with dementia were rarely asked
about pain when nurses felt triggered to conduct a pain
assessment due to e.g., person's with dementia general
discomfort [61]. Assessment tools were also rarely used
when nurses came across a person with dementia in pain
unexpectedly. However, in the post-operative setting
for people with dementia after hip fracture, there was a
routine assessment schedule established during routine
nursing care [90]. Nurses also used a person-centred out-
come measure after providing therapy or administering
medication when the person with dementia showed vis-
ible signs of pain [68]. In both nursing homes and acute
care wards, there were two studies stating to be using for-
mal assessments to assess pain [63, 70]. In an acute care
hospital, assessment tools were used by nurses to diag-
nose whether or not the person with dementia was expe-
riencing a delirious episode [69].

Only one instance of systematic pain assessment
was discovered in this review. One qualitative study
with a sample size of #=13 nurses reported that every
nurse completes a so-called “assessment cycle,” where
nurses assess, intervene and evaluate the intervention
by approaching each pain assessment with the same
algorithm [75]. Objective and then observational assess-
ment methods were used, but without the support of
any assessment tools [75]. In two studies, however, a
decision-making process was described where nurses
contemplate and reflect on the observations and intelli-
gence received about the person with dementia by peers.
In doing so they grew the knowledge resources available
within the team [86, 92].

Initial steps leading to a comprehensive assessment of needs
23 out of 37 studies included into this review captured
who or where nurses tend to ask/seek for confirmation
and/or verification of observed palliative care needs in
people with dementia. of the need concerned.

Verification of pain in People with dementia Rela-
tives of people with dementia who were admitted to the
acute care setting with pain [67, 73, 88, 92] were asked
for more information about the person's with demen-
tia usual behaviour or his/her history of pain in order to
diagnose assessed cues. One study recognised visitors,
who came to see the person with dementia, as important
sources of additional information [92]. Nurses in acute
care environments had to find ways to gather as much
information — and as quickly as possible — for the pain
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to be managed because they didn’t know the person with
dementia [73, 88, 97]. Only one record reported acute
care ward nurses asking other nurses for their opinion
or knowledge or consulted referral documentation about
the person with dementia [81].

Experienced nurses in looking after people with demen-
tia, who are admitted with hip-fracture in the emergency
department were often asked for their opinion to intro-
duce pain medication rapidly [97]. This is distinct from
intensive care wards, where nurses frequently called on
colleagues from the ward and/or nursing home where
the person with dementia was transferred from to
receive more insight. They frequently inquired about the
person's with dementia pain cues in addition to informa-
tion already received from relatives [89].

In hospice and home care environment relatives were
easier to find [81, 82, 84], there are more nurses to con-
sult, who can fall back on vast amount of experience
in working with people with dementia [81, 82, 84], and
nursing documentation is available [81] to verify pain
in people with dementia. If nurses were in a consultant
advisory role in nursing homes and home districts, the
consultant nurse had to rely on documentation and had
to be able to reach relatives for the pain assessment [82].

The largest information resource for nurses working
in nursing homes and identifying pain in people with
dementia were the people with dementia relatives [75, 82,
85, 86, 90, 93, 95, 96]. Paradoxically, one record reported
that nurses didn’t like to ask family due to possible “hid-
den agendas” within the family [85]. Colleagues and peers
represented an important information anchor for nurses
[81, 82, 86, 90, 95] and the longer the person with demen-
tia was admitted the less important became the available
documentation because nurses became familiar with the
person with dementia and were therefore less likely to
refer to the nursing documentation for pain cues in their
residents with dementia [81, 95]. Knowing a person with
dementia well has been shown to be critical for nurses in
nursing homes to determine location of pain [76, 77, 85,
93, 95]. When nurses knew the person's with dementia
communication abilities in advance, it made a difference
in how accurately they could make a diagnosis of pain
[90].

Verification of pain and other needs When pain and
other needs were present in people with dementia, know-
ing the person with dementia well helped nurses confirm
pain in two studies [83, 87]. Exchanging information
amongst nursing staff was only found to be helpful when
RN listened to HCAs observational accounts [83].
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Verification of discomfort Knowing the person with
dementia well was an important way for nursing home
nurses to distinguish discomfort from other needs [91]. It
was equally as helpful as having a conversation with rela-
tives [91].

Verification of behavioural symptoms Listening to nurs-
ing assistants to verify behavioural symptoms was in one
nursing home most helpful in order to confirm change in
behaviour apart from consulting relatives and be guided
by the nursing documentation [78].

Discussion
To our knowledge, this is the first scoping review pro-
viding an overview about nurse’s techniques with corre-
sponding assessment methods applied to assess holistic
palliative care needs in people with dementia in clinical
practice. Observational assessment methods were the
preferred assessment method used by nurses, regard-
less of their qualifications or work settings. Family and
friends were the most used resource by nurses seeking
to verify subjective and objective observations of pain. If
time was available, peers and the wider interdisciplinary
team could offer insights that placed pain observations in
the context of the people with dementia life story, living
situation, and disease situation. Nurses used assessment
tools in acute care environments, and environments
where it was an institutional requirement. There was
often no mention about which formal assessment tool
was used. The most frequently used rating scale to assess
pain intensity was either the numerical rating scale or
the visual analogue scale but also found to be unhelpful
when people with dementia were thought to be unable
to self-report. Nurses felt triggered to conduct a needs
assessment when behavioural symptoms were present
but more prompted when pain was vocalised in com-
parison to other successful needs assessment techniques
(e.g. communication) during routine care. There is little
evidence of nurses pursuing the nursing process (assess-
ment, diagnosis, planning, intervention, evaluation) after
using an assessment method in their needs assessment
to strive and improve the care provided. Nurses’ oppor-
tunity to verify pain with relatives, as well as knowing
the person with dementia, are both advantages leading
to better identification of pain and other symptoms. Of
course, it is not only the assessment which matters, but
subsequent actions to improve the symptoms identified.
Our results suggest that front-line nurses have knowl-
edge about pain behaviour as outlined by the American
Geriatrics Society in 2002 [98]. But they only followed
two of five first steps of pain assessment methods in the
hierarchy of pain assessment; to observe people with
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dementia behaviour and to ask the person with dementia
to self-report [99]. To ask the person with dementia about
pain and other needs requires effective communication
skills, which nurses often are not confident about [100].
Additionally, asking the person with dementia about pain
is perceived by nurses as time consuming thus adding to
the workload pressure [28], which may be another rea-
son why only a few nurses in our review took the time
to communicate with people with dementia in unex-
pected assessment situations. Best possible effort must
be undertaken at times of assessment to ask (verbally and
non-verbal) the person with dementia about their felt
needs in order to come closest to their truth as possible
[101]. This means that the nurse chooses an appropriate
assessment method depending on the individual’s com-
munication abilities. The included studies didn’t report a
range of assessment methods in relation to communica-
tion abilities, which becomes even more important when
someone doesnt communicate anymore. Therefore, a
person-centred, proxy reported, outcome measure seems
to be a good compromise because its holistic nature is
implied by the person-centeredness, it is uncomplicated
to complete, and can be better included into the pres-
surised work-environment, and/or when the person with
dementia is no longer able to respond, and may help
guide nurses who don't feel confident in dementia care
[102]. However, it remains proxy-reported, which means
that the person with dementia may rate the items differ-
ently if they could or are asked to voice their need [103].

Person-centred care may be understood to focus on a
conclusive list of needs in people with dementia [101],
but Goni-Fuste et al. found in their systematic review,
that evidence is fragmented about the content of the
respective domains (physical, psycho-social, and spirit-
ual) within a holistic needs assessment [104]. The authors
found that the domains differ in meaning indicating that
there is no holistic needs assessment fit for all life-limit-
ing illnesses such as dementia [104].

In our review, changes in people with dementia’s
behaviour seem to motivate nurses to do a needs assess-
ment, but with almost exclusive focus on pain and not
considering other symptoms, such as for example anxi-
ety, discomfort, or depression, which may have been
prevalent at that time as well [105]. Van der Steen et al.
found items to elicit pain or discomfort in assessment
tools overlapped between contexts [106], indicating the
complexity of unpicking needs in people with demen-
tia. Therefore, assessing pain in people with dementia is
an important first step but if pain was not felt or already
diagnosed, nurses should continue to discover and iden-
tify different types of “need behaviours” to unpick possi-
ble multiple needs. The nurses in our review have already
the techniques to assess pain, which can be used to assess



de Wolf-Linder et al. BMC Nursing (2022) 21:194

other needs. In theory, nurses are therefore prepared to
isolate and consequently address multiple needs if guided
by a holistic needs assessment tool rather than a single
need tool.

Despite well established and holistic symptom- and
needs assessment tools (e.g. RAI) [20], only RNs were
referring to these for more information about the
person's with dementia pain. As explored before, this
may be due to access restriction and training issues but
means that other people in the nursing profession such
as HCAs are not able to share their observations [20, 22,
23]. However, health care professionals, but also informal
caregivers, would appreciate to have assessment tools
accessible to them when assessing pain to document
their observations [107]. This further supports our find-
ings that person-centred tools (e.g., visual analogue scale
and the numeric scale) were the most preferred tools by
nurses — maybe because they are accessible and easy to
use.

The most predominantly assessed need was pain. We
found that a person with dementia had the best chance
of having their pain recognised and assessed if the nurse
knew him/her well and when he/she also had a family
or friend advocating for them. But not all people with
dementia have informal carers so in these cases nurses
have “to guess” until they are familiar enough with the
person with dementia. Methods in routinely assess-
ing pain in people with dementia remained unchanged
for 20 years, but nurses gained experience in caring for
people with dementia, which may have made nurses
more confident to rely on their intuition and personal
judgement.

Limitations

The present scoping review has several limitations. In
our included studies, the stage of dementia was often
not specified, which hindered categorisation of nurses’
assessment techniques into disease phases. Due to dis-
cordance between the studies’ keywords and indexing
in databases, many studies were found through refer-
ence check suggesting some selection bias in the primary
search strategy. We therefore intensified and strength-
ened the reference check with two researchers compar-
ing results in order to include all available evidence. In
three studies [61, 68, 92], results from other health care
professionals were reported together with nurse’s opin-
ion implying some participant bias. However, nurses
were always the biggest group, well above two thirds of
the participants, thus corresponding findings were essen-
tially derived from nurses’ input. A pragmatic decision
had to be made in categorising different types of nurses
into RNs, HCAs, and nursing aids due to international
name ambiguity. Charting data required a considerable
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amount of time because the data to chart was sometimes
hidden in the text, which was more resource intensive
than expected. Therefore, we agreed mutually amongst
the study team, to have one researcher chart the data but
with more time available, introducing a possible meas-
urement bias. Finally, the scoping review only considered
studies in the English and German languages, leaving
studies published in another language excluded.

A full search for unpublished work was not conducted
for the following reasons. Firstly, original research arti-
cles need to be peer reviewed, which is often not the case
for grey literature [108]. Secondly, a full grey literature
search is beyond the scope of the current review, and is
unlikely to yield sufficiently new and reliable insights to
warrant the time investment [108, 109].

Conclusion

Our review identified that there is a scarcity of evidence
with regards to chosen techniques and their correspond-
ing methods in assessing needs other than pain in people
with dementia by nurses. These techniques and methods,
however, include critical and already existing nursing skills
(e.g. observational methods) to identify other needs within
the same conduct of needs assessment (e.g. pain). How-
ever, identification of holistic needs in people with demen-
tia is more likely to succeed if the nurse assessing the
needs is experienced in working with and caring for people
with dementia, has the family to verify observations and is
using a person-centred assessment or outcome measure in
the assessment to underpin the nursing process.

Implications for practice

To address the scarcity of evidence with regards to best
practice recommendation in assessing needs other than
pain in people with dementia it may be helpful to add a
global person-centred screening tool to aid those invalua-
ble and critical real-time observations directly at the bed-
side and support conversations with families to enquire
or verify if those symptoms are observed. By document-
ing these subjective observations at the bedside and in
a pro-active manner (e.g. daily or weekly depending on
the setting, without waiting for symptoms to begin), then
no crucial information will be lost and the nurse looking
after a person with dementia will get an instant overview
of a person’s needs so that interventions can be intro-
duced rapidly in order to improve care.

Furthermore, nurses should seek to involve family,
informal carers, and other professionals in the conver-
sation to get to know the person with dementia as well
as possible. Not only can the nurse then get to know the
person with dementia, which is critical to assess needs,
but also broaden her experience in the care of people
with dementia, which will influence her future practice.
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Implications for research

Evidence about methods to recognise and assess needs
other than pain in people with dementia is scarce. We
were interested in how front-line nurses are assessing
needs and other care issues in people with dementia
and found that practice has not changed over 20 years.
Nurses take behavioural changes from people with
dementia as a cue for pain — but we still don’t know
how other needs such as anxiety or breathlessness are
assessed in a holistic approach. There is evidence that
assessment tools for specific needs such as delirium
and pain are in use. There is a gap in knowledge about
the routine use of assessment tools for other needs than
pain or delirium in people with dementia. However, we
also found that nurses are demonstrating versatility in
the techniques they use within the assessment methods
reported. With the increasing number of people with
dementia and palliative care needs, front-line nurses
gain increased experience in the care of people with
dementia. By channelling such nursing techniques into
a holistic, person-centred assessment tool, distinct pat-
terns for different need behaviours may start to appear.
It is therefore critical, to include implementation con-
siderations alongside introduction of a person-centred
screening tool, coordinated with specific assessment
tools (e.g. Neuropsychiatric assessment) if appropriate,
to improve needs recognition in all settings.

Registered Nurses were the biggest group in this
review, but it is important to highlight that HCAs and
other care staff can also provide expert opinion on the
people they are caring for and have excellent observa-
tional skills to recognise and assess needs. Future stud-
ies should therefore be more inclusive of HCAs and other
care staff to gain more insight into needs assessment,
which supports to meet holistic palliative care needs in
people with dementia.

Supplementary Information

The online version contains supplementary material available at https://doi.
0rg/10.1186/512912-022-00947-6.

[ Additional file 1. }

Acknowledgements
This work was conducted towards a PhD at University of Hull.

Authors’ contributions

SdW, MS, FM have made substantial contributions to the design of the work.
SdW, MR, EG have analysed and interpreted the data. SdW wrote the main
manuscript. MS, EW, FM have substantively revised the manuscript. All authors
approved the submitted version. All authors agreed to be accountable for
their contributions to the manuscript.

Funding

Thank you to Zurich University of Applied Sciences for partially funding this
study. Zurich University of Applied Sciences is the employer of four authors
of this review. Fliss Murtagh is a UK National Institute for Health Research

Page 25 of 28

(NIHR) Senior Investigator. The views expressed in this article are those of the
author(s) and not necessarily those of the UK NIHR, or the UK Department of
Health and Social Care.

Availability of data and materials
All data generated or analysed during this study are included in this published
article [and its supplementary information files].

Declarations

Ethics approval and consent to participate
Not applicable (scoping review).

Consent for publication
Not applicable (scoping review).

Competing interests
The authors declare that they have no competing interests.

Author details

'School of Health Science, Institute of Nursing, Zurich University of Applied
Sciences, Winterthur, Switzerland. “Wolfson Palliative Care Research Centre,
Hull York Medical School, University of Hull, Hull, UK. *Humber Teaching NHS
Foundation Trust, Willerby, UK.

Received: 1 March 2022 Accepted: 16 June 2022
Published online: 20 July 2022

References

1. Sleeman KE, de Brito M, Etkind S, et al. The escalating global burden
of serious health-related suffering: projections to 2060 by world
regions, age groups, and health conditions. Lancet Glob Health.
2019;7(7):E883-92.

2. Abreu W, Tolson D, Jackson GA, Staines H, Costa N. The relationship
between frailty, functional dependence, and healthcare needs among
community-dwelling people with moderate to severe dementia.
Health Soc Care Community. 2019;27(3):642-53.

3. Mason B, Nanton V, Epiphaniou E, "My body’s falling apart," et al. Under-
standing the experiences of patients with advanced multimorbidity to
improve care: serial interviews with patients and carers. BMJ Support
Palliat Care. 2016;6(1):60-5.

4. Livingston G, Huntley J, Sommerlad A, et al. Dementia prevention, inter-
vention, and care: 2020 report of the <em>Lancet</em> Commission.
Lancet. 2020;396(10248):413-46.

5. (WHO) WHO. WHO Defintion of Palliative Care. 2017; http://www.who.
int/cancer/palliative/definition/en/.

6. Murray SA, Kendall M, Mitchell G, Moine S, Amblas-Novellas J, Boyd K.
Palliative care from diagnosis to death. BMJ. 2017;356:j878.

7. Parikh RB, Bowman B, Dahlin C, Twohig JS, Meier DE. Scalable principles
of community-based high-value care for seriously ill individuals: dia-
monds in the rough. Healthcare. 2017;5(1):12-6.

8. Pask S, Pinto C, Bristowe K, et al. A framework for complexity in palliative
care: a qualitative study with patients, family carers and professionals.
Palliat Med. 2018;32(6):1078-90.

9. Shiells K, Pivodic L, Holmerové |, Van den Block L. Self-reported needs
and experiences of people with dementia living in nursing homes: a
scoping review. Aging Mental Health. 2020;24(10):1553-68.

10. Harding AJE, Morbey H, Ahmed F, et al. What is important to people
living with dementia?: the "long-list” of outcome items in the develop-
ment of a core outcome set for use in the evaluation of non-pharma-
cological community-based health and social care interventions. BMC
Geriatr. 2019;19(1):94.

11. Cadieux MA, Garcia LJ, Patrick J. Needs of people with dementia in
long-term care: a systematic review. Am J Alzheimers Dis Other Demen.
2013;28(8):723-33.

12. Wolverson E, Moniz-Cook E, Dunn R, Dunning R. Family carer perspec-
tives on the language of behaviour change in dementia: an online


https://doi.org/10.1186/s12912-022-00947-6
https://doi.org/10.1186/s12912-022-00947-6
http://www.who.int/cancer/palliative/definition/en/
http://www.who.int/cancer/palliative/definition/en/

de Wolf-Linder et al. BMC Nursing

20.

21.

22

23.

24.

25.

26.

27.

28.

29.

30.

31
32.

33.

34

35.

(2022) 21:194

mixed methods survey. Age Ageing. 2022;51(3):afac047. https://doi.org/
10.1093/ageing/afac047.

van Dalen-Kok AH, Pieper MJ, de Waal MW, Lukas A, Husebo BS, Achter-
berg WP. Association between pain, neuropsychiatric symptoms, and
physical function in dementia: a systematic review and meta-analysis.
BMC Geriatr. 2015;15:49.

Sekse RJT, Hunskar |, Ellingsen S. The nurse’s role in palliative care: a
qualitative meta-synthesis. J Clin Nurs. 2018;27(1-2):e21-38.

National Institute for Health Research (NIHR). James Lind Alliance Prior-
ity Setting Partnerships; Palliative and end of life care Top 10. 2015.
Mistry B, Bainbridge D, Bryant D, Tan Toyofuku S, Seow H. What matters
most for end-of-life care? Perspectives from community-based pallia-
tive care providers and administrators. BMJ Open. 2015;5(6):e007492.
Giménez-Llort L, Bernal ML, Docking R, et al. Pain in older adults with
dementia: a survey in Spain. Front Neurol. 2020;11:592366. https://doi.
0rg/10.3389/fneur.2020.592366.

While C, Jocelyn A. Observational pain assessment scales for people
with dementia: a review. Br J Community Nurs. 2009;14(10):438-42.
National Cancer Action Team. Holistic common assessment of sup-
portive and palliative care needs for adults requiring end of life care. In:
program National end of life care program. United Kingdom: National
Health Service (NHS); 2010.

interRAI Home Care (HC). 2018; http://www.interrai.org/home-care.
html.

Morris JN, Fries BE, Steel K, et al. Comprehensive clinical assessment

in community setting: applicability of the MDS-HC. J Am Geriatr Soc.
1997;45(8):1017-24.

Conroy SP, Bardsley M, Smith P, et al. Health Services and Delivery
Research. Comprehensive geriatric assessment for frail older people in
acute hospitals: the HoW-CGA mixed-methods study. Southampton:
NIHR Journals Library; 2019.

Koppitz A, Bosshard G, Blanc G, Hediger H, Payne S, Volken T. Pain
Intervention for people with Dementia in nursing homes (PID): study
protocol for a quasi-experimental nurse intervention. BMC Palliat Care.
2017;16(1):27.

Bausewein C DB, Currow DC, Downing J, Deliens L, Radbruch L, et al.
EAPC White paper on Outcome Measurement in Palliative Care: improv-
ing practice, attaining outcomes and delivering quality services. Rec-
ommendations from the European Association for Palliative care (EAPC)
Task Force on outcome measurement. Palliat Med. 2016;30(1):6-22.
Donabedian A. The definition of quality and approaches to its asses-
ment. Vol 1. Ann Arbor: Health Administration Press; 1980.

Laging B, Kenny A, Bauer M, Nay R. Recognition and assessment of resi-
dent’deterioration in the nursing home setting: A critical ethnography.
J Clin Nurs. 2018;27(7-8):1452-63.

van der Steen JT, Radbruch L, Hertogh CM, et al. White paper defining
optimal palliative care in older people with dementia: a Delphi study
and recommendations from the European association for palliative
care. Palliat Med. 2014;28(3):197-209.

Burns M, Mcllfatrick S. Palliative care in dementia: literature review of
nurses'knowledge and attitudes towards pain assessment. Int J Palliat
Nurs. 2015;21(8):400-7.

Tsai IP, Jeong SY, Hunter S. Pain assessment and management for older
patients with dementia in hospitals: an integrative literature review.
Pain Manag Nurs. 2018;19(1):54-71.

Higginson IJ, Hart S, Koffman J, Selman L, Harding R. Needs assessments
in palliative care: an appraisal of definitions and approaches used. J Pain
Symptom Manage. 2007,33(5):500-5.

Bradshaw J. Taxonomy of social need. 1972.

Aveyard H, Payne SA, Preston NJ. A post-graduate’s guide to doing a
literature review in health and social care. Oxford: Oxford University
Press; 2016.

Guides VLR. How to conduct a literature review (Health Sciences). 2018;
https://quides.library.vcu.edu/health-sciences-lit-review/question#s-lg-
box-9982939.

Hui D, Bruera E. The Edmonton symptom assessment system 25 years
later: past, present, and future developments. J Pain Symptom Manage.
2017,53(3):630-43.

Daly WM, Carnwell R. Nursing roles and levels of practice: a framework
for differentiating between elementary, specialist and advancing nurs-
ing practice. J Clin Nurs. 2003;12(2):158-67.

36.

37.

38.

39.

40.

41.

42.

43.

44,

45,

46.

47.

48.

49.

50.

51

52.

53.

55.

56.

57.

58.

59.

60.

Page 26 of 28

Konetzka RT, Lasater KB, Norton EC, Werner RM. Are recessions good for
staffing in nursing homes? Am J Health Econ. 2018;4(4):411-32.

Imhof L, Rilesch P, Schaffert R, Mahrer-Imhof R, Fringer A, Kerker-
Specker C. Perspektiven in der professionellen Pflege in der Schweiz:
Literaturgestutzte Analyse zukinftiger Entwicklungstendenzen. Bern:
Schweizerische Gesellscahft fir Gesundheitspolitik (SGGP); 2011.
Griffiths P, Ball J, Drennan J, Nurse staffing and patient outcomes:
Strengths and limitations of the evidence to inform policy and practice,
et al. A review and discussion paper based on evidence reviewed for
the national institute for health and care excellence safe staffing guide-
line development. Int J Nurs Stud. 2016;63:213-25.

Royal College of Nursing (RCN). Core Competences: Integrated core
career and competence framework for registered nurses. London: 2009.
https://nipec.hscni.net/download/217/reading/1019/rcn-core-career-
and-competence-framework-rn.pdf.

Eckerblad J, Theander K, Ekdahl AW, Jaarsma T. Symptom trajectory

and symptom burden in older people with multimorbidity, secondary
outcome from the RCT AGe-FIT study. J Adv Nurs. 2016;72(11):2773-83.
Dodd M, Janson S, Facione N, et al. Advancing the science of symptom
management. J Adv Nurs. 2001;33(5):668-76.

Sidani S. Symptom management. In: Doran DM, editor. Nursing Out-
comes; The state of the Science. 2nd Edition. Sudbury: Jones & Bartlett
Learning; 2011. p. 131-99.

Centre for Reviews and Dissemination (CRD). International prospective
register of systematic reviews (PROSPERO). 2018; https://www.crd.york.
ac.uk/prospero/, 2018.

McDonald A-L, Langford IH, Boldero N. The future of community nurs-
ing in the United Kingdom: district nursing, health visiting and school
nursing. J Adv Nurs. 1997;26(2):257-65.

Schweizerische Sanitatsdirektorenkonferenz. Diplomausbildungen im
Gesundheitsbereicht - ausgewahlte Daten und Fakten. 2003. https://
silo.tips/downloadFile/diplomausbildungen-im-gesundheitsbereich-
ausgewhlte-daten-und-fakten.

Quinn FM. The principles and practice of nurse education. Cheltenham:
Nelson Thornes; 2000.

Achterberg WP, Pieper MJC, van Dalen-Kok AH, et al. Pain management
in patients with dementia. Clin Interv Aging. 2013;8:1471-82.

Brown D. A literature review exploring how healthcare professionals
contribute to the assessment and control of postoperative pain in older
people. J Clin Nurs. 2004;13(6 B):74-90.

Chalmers JM, Pearson A. A systematic review of oral health assessment
by nurses and carers for residents with dementia in residential care
facilities. Spec Care Dentist. 2005;25(5):227-33.

Chandler RC, Zwakhalen SMG, Docking R, Bruneau B, Schofield P.
Attitudinal & knowledge barriers towards effective pain assessment &
management in dementia: A narrative synthesis. Curr Alzheimer Res.
2017;14(5):523-37.

Cowan DT, Fitzpatrick JM, Roberts JD, While AE, Baldwin J. The assess-
ment and management of pain among older people in care homes:
current status and future directions. Int J Nurs Stud. 2003;40(3):291-8.
Curtiss CP. Challenges in pain assessment in cognitively intact and
cognitively impaired older adults with cancer. Oncol Nurs Forum.
2010;37:7-16.

Davies E, Male M, Reimer V, Turner M, Wylie K. Pain assessment and
cognitive impairment: part 1. Nurs Stand. 2004;19(12):39-42.

Gregory J. The complexity of pain assessment in older people. Nurs
Older People. 2015,27(8):16-21.

Miller LL, Talerico KA. Pain in older adults. Annu Rev Nurs Res.
2002;20:63-88.

Soscia J. Assessing pain in cognitively impaired older adults with can-
cer. Clin J Oncol Nurs. 2003;7(2):174-93.

Webster J. Improving care for people with dementia in acute hospital:
the role of person-centred assessment. Qual Ageing Older Adults.
2011;12(2):86-94.

Tricco AC, Lillie E, Zarin W, et al. PRISMA Extension for Scoping

Reviews (PRISMA-ScR): checklist and explanation. Ann Intern Med.
2018;169(7):467-73.

Dunphy LM, Winland-Brown J, Porter B, Thomas D. Primary care: art and
science of advanced practice nursing. Philadelphia: FA Davis; 2015.
Koppitz A, Bosshard G, Blanc G, Hediger H, Payne S, Volken T. Pain
Intervention for people with Dementia in nursing homes (PID): study


https://doi.org/10.1093/ageing/afac047
https://doi.org/10.1093/ageing/afac047
https://doi.org/10.3389/fneur.2020.592366
https://doi.org/10.3389/fneur.2020.592366
http://www.interrai.org/home-care.html
http://www.interrai.org/home-care.html
https://guides.library.vcu.edu/health-sciences-lit-review/question#s-lg-box-9982939
https://guides.library.vcu.edu/health-sciences-lit-review/question#s-lg-box-9982939
https://nipec.hscni.net/download/217/reading/1019/rcn-core-career-and-competence-framework-rn.pdf
https://nipec.hscni.net/download/217/reading/1019/rcn-core-career-and-competence-framework-rn.pdf
https://www.crd.york.ac.uk/prospero/
https://www.crd.york.ac.uk/prospero/
https://silo.tips/downloadFile/diplomausbildungen-im-gesundheitsbereich-ausgewhlte-daten-und-fakten
https://silo.tips/downloadFile/diplomausbildungen-im-gesundheitsbereich-ausgewhlte-daten-und-fakten
https://silo.tips/downloadFile/diplomausbildungen-im-gesundheitsbereich-ausgewhlte-daten-und-fakten

de Wolf-Linder et al. BMC Nursing

61.

62.

63.

64.

65.

66.

67.

68.

69.
70.

71

72.

73.

74.

75.

76.
77.

78.

79.

80.

81.

82.

83.

(2022) 21:194

protocol for a quasi-experimental nurse intervention. BMC Palliat Care.
2017;16:27.

Andrews SM, Dipnall JF, Tichawangana R, et al. An exploration of pain
documentation for people living with dementia in aged care services.
Pain Manag Nurs. 2019;20(5):475-81.

Barry HE, Parsons C, Peter Passmore A, Hughes CM. An exploration of
nursing home managers'knowledge of and attitudes towards the man-
agement of pain in residents with dementia. Int J Geriatr Psychiatry.
2012,27(12):1258-66.

Cohen-Mansfield J, Jensen B, Resnick B, Norris M. Assessment and treat-
ment of behavior problems in dementia in nursing home residents: a
comparison of the approaches of physicians, psychologists, and nurse
practitioners. Int J Geriatr Psychiatry. 2012;27(2):135-45.

Herr K, Titler MG, Schilling ML, et al. Evidence-based assessment of
acute pain in older adults: current nursing practices and perceived bar-
riers. Clin J Pain. 2004;20(5):331-40.

Mezinskis PM, Keller AW, Luggen AS. GN management: assessment

of pain in the cognitively impaired older adult in long-term care
[corrected] [published erratum appears in GERIATR NURS 2004 May-
Jun;25(3):191]. Geriatr Nurs. 2004,25(2):107-12.

Minaya-Freire A, Subirana-Casacuberta M, Puigoriol-Juvanteny E,
Ramon-Aribau A. Pain management nursing practice assessment in
older adults with dementia. Nurs Open. 2021,07:07.

Munoz-Narbona L, Cabrera-Jaime S, Lluch-Canut T, Castafio PB, Roldan-
Merino J. E-Learning course for nurses on pain assessment in patients
unable to self-report. Nurs Educ Pract. 2020;43:102728.

Sirsch E, Zwakhalen S, Gnass . Schmerzassessment und Demenz -
Deutschsprachige Ergebnisse eines europaischen surveys. Pflege
Gesellschaft. 2015;20(4):314-31.

Steis MR. Nurse recognition of delirium superimposed on dementia in
hospitalized older adults. Pennsylvania State University; 2009.
Timmons S, O'Shea E, O'Neill D, et al. Acute hospital dementia care:
results from a national audit. BMC Geriatr. 2016;16:113.

Zwakhalen S, Docking RE, Gnass |, et al. Pain in older adults with
dementia : a survey across Europe on current practices, use of assess-
ment tools, guidelines and policies. Der Schmerz. 2018,32(5):364-73.
Blomaqvist K, Hallberg IR. Recognising pain in older adults living in
sheltered accommodation: the views of nurses and older adults. Int J
Nurs Stud. 2001;38(3):305-18.

Brorson H, Plymoth H, Ormon K, Bolms;jé I. Pain relief at the end of life:
nurses' experiences regarding end-of-life pain relief in patients with
dementia. Pain Manag Nurs. 2014;15(1):315-23.

Chang E, Daly J, Johnson A, et al. Challenges for professional care of
advanced dementia. Int J Nurs Pract. 2009;15(1):41-7.

Chang SO, OhYY, Park EY, Kim GM, Kil SY. Concept analysis of nurses’
identification of pain in demented patients in a nursing home: devel-
opment of a hybrid model. Pain Manag Nurs. 2011;12(2):61-9.

Clark L, Jones K, Pennington K. Pain assessment practices with nursing
home residents. West J Nurs Res. 2004;26(7):733-50.

Closs SJ, Cash K, Barr B, Briggs M. Cues for the identification of pain in
nursing home residents. Int J Nurs Stud. 2005;42(1):3-12.
Cohen-Mansfield JPD, Creedon MPD. Nursing staff members’ percep-
tions of pain indicators in persons with severe dementia. Clin J Pain
Jan/Feb. 2002;18(1):64-73.

Fry M, Arendts G, Chenoweth L. Emergency nurses’evaluation of
observational pain assessment tools for older people with cognitive
impairment. J Clin Nurs (John Wiley & Sons, Inc). 2017;26(910):1281-90.
Gilmore-Bykovskyi AL, Bowers BJ. Understanding nurses’decisions to
treat pain in nursing home residents with dementia. Res Gerontol Nurs.
2013,6(2):127-38.

De Witt J, Brazil K, Passmore P, et al. Exploring healthcare assistants'role
and experience in pain assessment and management for people with
advanced dementia towards the end of life: a qualitative study. BMC
Palliat Care. 2017;16(1):6.

Karlsson C, Sidenvall B, Bergh |, Ernsth-Bravell M. Registered nurses”
view of performing pain assessment among persons with dementia as
consultant advisors. Open Nurs J. 2012;6:62-70.

Karlsson C, Sidenvall B, Bergh |, Ernsth-Bravell M. Certified nursing
assistants' perception of pain in people with dementia: a hermeneutic
enquiry in dementia care practice. J Clin Nurs. 2013;22(13-14):1880-9.

84.

85.

86.

87.

88.

89.

90.

92.

93.

94.

95.

96.

97.

98.

99.

100.

102.

103.

104.

Page 27 of 28

Karlsson CE, Bravell ME, Ek K, Bergh |. Home healthcare teams'assess-
ments of pain in care recipients living with dementia: A Swedish
exploratory study. Int J Older People Nurs. 2015;10(3):190-200.
Kenefick AL. Caring for cognitively impaired nursing home residents
with pain. Int J Hum Caring. 2004;8(2):32-41.

Koppitz A, Bosshard G, Kipfer S, Imhof L. Decision-making in caring for
people with dementia at the end of life in nursing homes. Int J Palliat
Nurs. 2016;22(2):68-75.

Kovach CR, Griffie J, Muchka S, Noonan PE, Weissman DE. Nurses' per-
ceptions of pain assessment and treatment in the cognitively impaired
elderly: it's not a guessing game. Clin Nurs Specialist. 2000;14(5):215-20.
Krupic F, Biscevic M, Spahic E, et al. Experience of nurses in assessing
postoperative pain in hip fracture patients suffering from dementia in
nursing homes. Med. 2020;17(1):01.

Krupic F, Grbic K, Senorski EH, Lepara O, Fatahi N, Svantesson E. Experi-
ence of intensive care nurses in assessment of postoperative pain

in patients with hip fracture and dementia. Materia Sociomedica.
2020;32(1):50-6.

Krupic F, Sadic S, Seffo N, et al. Experience of registered nurses in assess-
ing postoperative pain in hip fracture patients with dementia. Med.
2018;15(1):75-80.

Lee SJ, Park MS, Choi YR, Chang SO. Concept development of identifica-
tion of discomfort for nursing home patients with advanced dementia.
Int J Nurs Knowl. 2020;32(4):274-85.

LichtnerV, Dowding D, Allcock N, et al. The assessment and manage-
ment of pain in patients with dementia in hospital settings: a multi-
case exploratory study from a decision making perspective. BMC Health
Serv Res. 2016;16(1):427.

Lundin E, Godskesen TE. End-of-life care for people with advanced
dementia and pain: a qualitative study in Swedish nursing homes. BMC
Nurs. 2021;20(1):48.

Manias E. Complexities of pain assessment and management in hospi-
talised older people: a qualitative observation and interview study. Int J
Nurs Stud. 2012;49(10):1243-54.

Monroe TB, Parish A, Mion LC. Decision factors nurses use to assess
pain in nursing home residents with dementia. Arch Psychiatr Nurs.
2015;29(5):316-20.

Peisah C, Weaver J, Wong L, Strukovski J-A. Silent and suffering: a pilot
study exploring gaps between theory and practice in pain manage-
ment for people with severe dementia in residential aged care facilities.
Clin Interv Aging. 2014,9:1767-74.

Seffo N, HamrinSenorski E, Westin O, Svantesson E, Krupic F. Communi-
cation and assessment of pain in hip fracture patients with dementia -
experiences of healthcare professionals at an accident and emergency
department in Sweden. Med. 2020;17(1):01.

AGS Panel on Persistent Pain in Older Persons. The management

of persistent pain in older persons. J Am Geriatr Soc. 2002;50(6
Suppl):5205-224.

Herr K, Coyne PJ, Ely E, Gélinas C, Manworren RCB. Pain assessment in
the patient unable to self-report: clinical practice recommendations

in support of the ASPMN 2019 position statement. Pain Manag Nurs.
2019,20(5):404-17.

Evripidou M, Charalambous A, Middleton N, Papastavrou E. Nurses'
knowledge and attitudes about dementia care: Systematic literature
review. Perspect Psychiatr Care. 2019;55(1):48-60.

Shuman SB, Hughes S, Wiener J, Gould E. Research on care needs and
supportive approaches for persons with dementia. Background Paper.
Research Summit on Dementia Care: Building Evidence for Services and
Supports. Washington: 2017.

Ellis-Smith C, Evans CJ, Murtagh FE, et al. Development of a caregiver-
reported measure to support systematic assessment of people with
dementia in long-term care: the integrated palliative care outcome
scale for dementia. Palliat Med. 2017;31(7):651-60.

Griffiths AW, Smith SJ, Martin A, Meads D, Kelley R, Surr CA. Exploring
self-report and proxy-report quality-of-life measures for people living
with dementia in care homes. Qual Life Res. 2020;29(2):463-72.
Goni-Fuste B, Crespo |, Monforte-Royo C, Porta-Sales J, Balaguer A,
Pergolizzi D. What defines the comprehensive assessment of needs

in palliative care? An integrative systematic review. Palliative Med.
2021,35(4):651-69.



de Wolf-Linder et al. BMC Nursing

105.

106.

107.

108.

109.

(2022) 21:194

Kroenke K, Gao S, Mosesso KM, et al. Prevalence and predictors of
symptoms in persons with advanced dementia living in the commu-

nity. J Palliative Med. 2022 [ahead of print]. https://doi.org/10.1089/jpm.

2021.0402.

van der Steen JT, Sampson EL, Van den Block L, et al. Tools to assess
pain or lack of comfort in dementia: a content analysis. J Pain Symptom
Manage. 2015;50(5):659-675.e653.

Kolanowski A, Van Haitsma K, Penrod J, Hill N, Yevchak A. Wish we
would have known that! communication breakdown impedes person-
centered care. Gerontologist. 2015;55(Suppl 1):550-60.

Mahood Q, Eerd DV, Irvin E. Searching for grey literature for sys-
tematic reviews: challenges and benefits. Res Synthesis Methods.
2014;5(3):221-34.

Paez A. Gray literature: an important resource in systematic reviews. J
Evid Based Med. 2017;10(3):233-40.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

Page 28 of 28

Ready to submit your research? Choose BMC and benefit from:

fast, convenient online submission

thorough peer review by experienced researchers in your field

rapid publication on acceptance

support for research data, including large and complex data types

gold Open Access which fosters wider collaboration and increased citations

maximum visibility for your research: over 100M website views per year

K BMC

At BMC, research is always in progress.

Learn more biomedcentral.com/submissions



https://doi.org/10.1089/jpm.2021.0402
https://doi.org/10.1089/jpm.2021.0402

	Are nurse`s needs assessment methods robust enough to recognise palliative care needs in people with dementia? A scoping review
	Abstract 
	Background: 
	Methods: 
	Results: 
	Conclusion: 

	Background
	Methods
	Inclusion criteria
	Definition of needs
	Definition of research outcomes

	Types of participants
	Definition of population: nurses (conducting the needs assessment)
	Definition of exposure: assessment of people with dementia
	Definition of outcome (recognition and assessment of holistic needs)

	Exclusion criteria
	Search strategy
	Electronic databases
	Supplementary searching
	Selection of studies
	Protocol and registration
	Charting the results

	Results
	Results I – study characteristics:
	Study characteristics of included studies

	Result II – nurses’ assessment methods to recognise unmet palliative care needs in People with dementia
	Nurse population

	Different assessment methods used by nurses
	Observational assessment
	Objective assessment
	Asking the people with dementia
	Assessment tools

	Timing and triggers for holistic needs assessment
	Initial steps leading to a comprehensive assessment of needs


	Discussion
	Limitations

	Conclusion
	Implications for practice
	Implications for research

	Acknowledgements
	References


