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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 + 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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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].

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
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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 

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 don’t 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’.

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]:

•	 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 I – 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.

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, 74–78, 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 II – 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  In 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].

Fig. 1  PRISMA flow diagram of study selection and inclusion process
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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 

Table 2  Study characteristics summary

a more than one setting possible

Origin of studies (n) Reference

North-America 9 [63–65, 69, 76, 78, 80, 87, 95]

Australia 5 [61, 74, 79, 94, 96]

Europe 21 [62, 66–68, 70–73, 77, 81–86, 88–90, 92, 93, 97]

Asia 2 [75, 91]

Population summarised from all studies included (n)
  Nurses (Registered Nurses, Health care assistants, Nursing aids) 2600 +  [61–97]

Number of studies reporting on setting (n)a

  Nursing home 24 [61–63, 65, 68, 71, 72, 74–78, 80–83, 85–88, 91, 93, 95, 96]

  Community setting 3 [72, 82, 84]

  Acute care 12 [64, 66–71, 73, 81, 90, 92, 94]

  Hospice 1 [81]

  Emergency department 2 [79, 97]

  Intensive care unit 1 [89]

Number of studies assessing needs (n)
  Pain 28 [61, 62, 64–68, 71–73, 75–77, 79–82, 84–86, 89, 90, 92–97]

  Pain and other 6 [70, 74, 78, 83, 87, 88]

  Other Needs (Discomfort, Delirium, Behaviour) 3 [63, 69, 91]
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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].

Fig. 2  Studies reporting how nurses assess needs in People with dementia*

*Multiple techniques and nurse groups in one paper possible

*Count: How many studies report nurses using this technique in n = 37 articles
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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 

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, 

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

*Multiple techniques and nurse groups in one paper possible

*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 n = 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 

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 
RNs 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 

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 doesn’t 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 
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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 

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.
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