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Empowering informal caregivers and nurses

to take a person-centred view: adaptation
and clinical utility of the Integrated Palliative
Outcome Scale (IPOS-Dem) for use in acute
and community care settings

Susanne de Wolf-Linder'?"®, Iris Kramer'®, Margarete Reisinger' ®, Fliss E. M. Murtagh?®,
Maria Schubert''® and Christina Ramsenthaler'*'

Abstract

Background Dementia is a progressive and terminal illness. Symptoms are present for people with dementia
across all stages, leading to poor quality of life and considerable carer burden. In acute and community care services,
no holistic, person-centred outcome tools are available for nurses and informal caregivers to measure symptoms
and needs from the person’s with dementia point of view. We therefore undertook validation (exploring semantic/
conceptual equivalence, content validity, and views on clinical utility) for a measure (IPOS-Dem) in the community
and acute care setting in Switzerland.

Methods This was a rigorous, multi-step, cross-sectional, multi-method study conducted with nurses and relatives
caring for people with dementia in the community and acute care setting. Multiple components were aligned: 1)
forward and backward translation from German to Swiss German to achieve semantic equivalence; 2) focus groups
to explore clinical utility and conceptual equivalence; 3) cognitive debriefing to review content validity. An expert
review was included at the end of each phase.

Results Six people from the public and 24 nurses/relatives were included. Semantic equivalence was achieved

after making 14 changes to the wording of items. Participants judged the IPOS-Dem (CH) as a clinically useful inter-
vention in the domains of appropriateness, accessibility, practicability, and acceptability for the following reasons: (1)
it enables support for informal caregivers, (2) it provides an overview of the priorities of care, thus supporting symp-
tom review, (3) it allows nurses with different qualifications to contribute critical observations, thus fostering commu-
nication and teamwork, and (4) it increases an awareness of change in symptoms throughout the disease trajectory.
In the cognitive debriefing interviews, setting and respondent-dependent differences in the conceptual understand-
ing of item descriptors were observed for 11 of 31 items.
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Conclusion In this novel work, we demonstrate the newly-translated and culturally-adapted IPOS-Dem (CH) is a rel-
evant and comprehensive measure for persons with mild to severe dementia. It can aid a generalist workforce
across settings to assess palliative care-relevant symptoms and concerns.

Keywords Dementia, Palliative care, Person-centred outcome measures, Cultural adaptation, Clinical utility

Background

Dementia is a progressive and life-limiting illness, char-
acterised by increasing morbidity related to the illness
and co-morbid conditions [1]. Demographic changes
result in two to three times more people with dementia
needing care provision in different settings [2—4]. Robust
numbers for Switzerland are not given, however, the
Swiss Federal Office of Health estimates a total of 150,000
persons with dementia with an additional 32,200 of new
diagnoses each year [5]. The preferred place of care and
death of people with dementia is often the home [6]. In
Switzerland — contrary to other countries — a substan-
tial number of people with dementia remain in their
own home and access community care services. These
are non-profit, nurse-led organisations that offer care to
more than 42,000 clients with a confirmed or suspected
diagnosis of dementia [5].

While symptoms and functional decline are more pro-
nounced in advanced dementia, symptoms are present
across all stages, potentially compromising quality of life
and being associated with considerable carer burden [7].
Data on the prevalence and comprehensive pattern of
symptoms remains scarce and is almost solely focused
on nursing homes as the place of care. There, pain, hal-
lucinations, shortness of breath, and difficulty swallowing
are highly prevalent [7—11]. Pain, agitation, anxiety, and
resistiveness to care have been reported as being preva-
lent in 40% or more of people with dementia living at
home [12]. There is evidence that symptoms are not ade-
quately assessed or managed [1].

Although several assessment tools exist to measure
single symptoms (particularly pain or neurospsychiat-
ric/behavioural symptoms), these tools lack comprehen-
siveness; and a person-centred and needs-based focus
[13]. Both these aspects are integral to palliative care
which advises the impeccable assessment and monitor-
ing of an individual’s main symptoms and concerns to
facilitate a high quality of life [14]. The Integrated Pal-
liative Care Outcome Scale for people with demen-
tia (IPOS-Dem) follows this palliative care perspective
[15]. The IPOS-Dem measures 31 general and palliative
care specific symptoms and concerns [15]. It has been
evaluated as an acceptable tool in a population of nurs-
ing homes residents with complex care needs, support-
ing the assessment of symptoms and concerns, even by
non-professional care providers [16]. A full validation

study is currently being prepared. Cultural adaptations
of the English IPOS-Dem to German [17], Swiss-German
[18] and Swedish [19] have been provided for the nurs-
ing home setting. What is yet missing is a version of the
IPOS-Dem specifically targeting the community and the
acute care settings in Switzerland.

As a first step in the psychometric validation of the
IPOS-Dem, this study aims to adapt the IPOS-Dem to
the Swiss-German cultural context, and to explore its
clinical utility and content validity in the community and
acute care settings when used as a proxy assessment for
people with mild to severe dementia.

Methods

This study uses a cross-sectional, explorative, qualitative
multi-method design. The cultural adaptation follows
guidelines by the International Society for Pharmacoeco-
nomics and Outcomes Research (ISPOR) which compre-
hensively define a robust process of cultural adaptation
of outcome measures [20, 21]. The guidelines focuse on
the conceptual, content, semantic, and technical equiva-
lence [22]. Since the original IPOS-Dem was developed
and validated within the nursing home setting, we also
explore its potential clinical utility following Smart’s
model [23] in two new settings, community and acute
care. Smart’s model was chosen because of its multi-
dimensional and multi-perspective nature, defining clini-
cal utility in the clinical environment, contextualising
different aspects of clinical utility for patients, health care
professionals, and health provision in the setting [23].
The integrated workflow over all objectives is presented
in Fig. 1, with each step explained below.

Steps 1-3: Semantic equivalence
A Swiss-German language version of the IPOS-Dem was
developed from the German translation of the IPOS-
Dem [17]. The German translation had been developed
using the full ISPOR process. German and Swiss-German
are similar languages in writing, however, the spoken lan-
guages differ in linguistic and socio-cultural factors. We
therefore hypothesized that it would be feasible to work
from the translated German version, but add and adapt
Swiss colloquialisms in the item descriptors targeted
towards the Swiss cultural context.

Instead of following the full ISPOR process of forward
and backward translation [20], we used an adaptation
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Fig. 1 Integrated seven-step process of translation, cross-cultural adaptation, and exploration of content validity and clinical utility

focusing on synonyms for specific words and colloquial-
isms [24]. Six adult Swiss-German native speakers from
the public and previously known to the researchers
were purposively selected based on their distinct Swiss-
German dialect, representing the dialects spoken most
widely in the Swiss German part of Switzerland. They
independently read the German IPOS-Dem and high-
lighted changes to be considered for the IPOS-Dem
(CH). Discrepancies between the suggested translations
were discussed with participants until agreement was
reached by anonymous vote. Two researchers from nurs-
ing and ethics provided the backwards translation of the
IPOS-Dem (CH) to German. They also collected as many
synonyms as possible for changed words. The moment
one of the synonyms matched the previous German ver-
sion, this translation was used. The translated IPOS-Dem
(CH) was then sent for expert review to the Palliative
care outcome Scale (POS) team. Due to this phase being
conducted during the COVID-19 pandemic, the entire
communication was conducted online via email.

Steps 4-5: Views on clinical utility and conceptual
equivalence

In three focus group interviews with health care profes-
sionals and informal caregivers, the clinical utility [23]
and the conceptual equivalence of the Swiss-German
IPOS-Dem (CH) with the German [17] and the original
English version [16] was explored, checking whether the
same multidimensional construct of general and pal-
liative care specific symptoms and needs for people with
dementia was measured [25].

Nurse participants were purposively sampled by role,
qualification, and setting (community and acute care).
A convenience sample of informal caregivers, defined as
family and friends of people with dementia, was recruited
through existing contacts from our patient and public
advisory group. A semi-structured topic guide centred
around Smart’s [23] dimensions of clinical utility (appro-
priateness, accessibility, practicability, and acceptability)

was developed for the focus groups of nurses and adapted
for the focus groups with informal caregivers (Additional
file 1). Prior to the focus group, each participant com-
pleted an IPOS-Dem (CH) for a person with dementia
currently in their care. Focus group discussions were held
online, recorded, and transcribed verbatim. Thematic
content analysis in Max Weber Qualitative Data Analy-
sis (MAXQDA) [26], following Kuckartz [27], used a
deductive-inductive approach with initial categories from
Smart’s model [23]. To maintain rigour in the analysis,
two researchers independently coded 50% of the tran-
scripts with discrepancies being resolved by consensus
[28]. Formal expert review was sought by the POS scien-
tific committee before proceeding to cognitive debriefing.

Steps 6-7: Content validity

Cognitive debriefing interviews [22, 29] to assess content
and technical equivalence of the IPOS-Dem (CH) were
conducted with a new purposive sample of nurses (by
role, qualification, and setting) and a convenience sam-
ple of informal caregivers, which was recruited through
snowballing from our patient and public advisory group.
Cognitive interviews were facilitated by a topic guide
(Additional file 2). These interviews were conducted
online (due to restrictions during the COVID-19 pan-
demic) in rounds of three participants until data satu-
ration was reached [29, 30]. Participants were asked to
think aloud while completing an IPOS-Dem (CH) and
voicing aspects of the concepts, the relevance and their
comprehension. Probing questions (prompts) were based
on Tourangeau’s model of comprehension, retrieval,
judgement, and response [31, 32]. Cognitive interviews
were directly analysed from audio/video recordings by
two independent researchers per interview. A thematic
content analysis, using a deductive approach with cat-
egories from Tourangeau’s model [32], was used. Dis-
crepancies were resolved by consensus. Changes to the
IPOS-Dem (CH) were made after each round with fur-
ther interviews then using the refined version of the
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IPOS-Dem (CH). The final version of the IPOS-Dem
(CH) was sent for approval by the POS team.

Results
Overall, 32 participants (n=8 native speakers from the
public, #=16 nurses and informal caregivers in three
focus groups, and #=8 nurses and informal caregivers
in the cognitive interviews, see Table 1 for demographic
details) took part in the study between June 2020 and
May 2021. All informal caregivers provided consent,
but one failed to take part due to ad-hoc commitments.
Three of 14 nurses approached had to cancel participa-
tion due to urgent patient care.

All interviews lasted between 60 and 80 min. Partici-
pants in the focus groups took a mean of seven minutes
to complete the IPOS-Dem (CH).

Steps 1-3: Semantic equivalence

In the forward translation, 14 changes in wording were
made to the 31 items of the IPOS-Dem (CH) (e.g., from
19. Does not enjoy eating to 19. Does not feel like eating).
The most discussed items, therefore presenting a chal-
lenge in translation, were 122. Wandering, 116. Artificial
dentures (problems with teeth), and 118. Skin breakdown.
A considerable change was proposed for 131. Has the
person had any other symptoms? Please select one box to
show how you feel each of these symptoms have affected
the person over the past week (optional). In the forward
translation, it was suggested to extend the item text
to encompass physical, emotional, social, or spiritual
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symptoms. This longer version was confirmed via the
backward translation. The POS team approved the IPOS-
Dem (CH) translation.

Steps 4-5: Clinical utility and conceptual equivalence

Step 4: Clinical utility

Four dimensions from Smart’s [23] model of clinical util-
ity were used to integrate the 12 inductive themes from
the focus groups (Table 2).

Appropriateness Effectiveness and relevance as aspects
of appropriateness were evidenced by statements in the
focus groups of both nurses and informal caregivers.
Both groups valued the IPOS-Dem (CH) as a person-
centred outcome measure for integration into everyday
care and across the whole care continuum.

All participants regarded the IPOS-Dem (CH) as effec-
tive in providing a reliable, short and person-centred
assessment of symptoms. However, while nurses wanted
to base clinical decisions on the outcome measure, they
also raised concerns about the interpretation of scores.
They missed clear guidance regarding the level of scores
that would indicate the need for clinical intervention.
Contrarily, informal caregivers felt empowered to fine-
tune care to individual symptoms that had been scored
high without needing a cut-off score. This group particu-
larly valued the ability to recognise change or a deterio-
rating health status earlier: “Having had the IPOS-Dem
(CH) at hand would have supported me in organising

Table 1 Demographic characteristics for all parts of the study and all samples

Steps Role (Participant) Gender Setting

1-3: Semantic equivalence Dialect Valais 1 Women 5 Citizen 6
Dialect Zurich 1 Men 3 Research institute 2
Dialect Glarus 2
Dialect Bern 1
Dialect Lucerne 1
Nurse researcher 1
Ethics researcher 1
Total 8

4-5: Clinical utility, content and Relative — daughter 1 Women 12 Home (family)

conceptual equivalence Relative — son 1 Men 4 Acute care 6
Relative — husband 2 Community care 5
Nurse — university degree 9
Nurse — professional degree 2
Total 16

6-7: Content validity Relative — daughter 2 Women 7 Home (family) 2
Nurse — university degree 3 Men 1 Acute care 3
Nurse — professional degree 3 Community care 3

8

Total
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Table 2 Four dimensions and selected aspects for exploring the potential clinical utility of the IPOS-Dem (CH) in acute and

community care settings

Dimensions Selected aspects for the focus group discussions Results: corresponding themes

(Smart [23])

Appropriate  «Impact of IPOS-Dem (CH) on existing treatment processes (Is +IPOS-Dem (CH) enables better support of the person with demen-
the IPOS-Dem effective?) tia

- Importance of clinical decision-making when using the IPOS- - Clinical decisions are based on symptoms important to people

Dem (CH) (Is it relevant?) with dementia and their informal caregivers (to fine-tune care,
particularly for informal caregivers)

- Guidelines needed for the clinical interpretation of scores (nurses)
- Improved awareness of change in health status and disease sever-
ity (informal caregivers)
Accessible - Economic considerations, e.g., procurement including avail- + IPOS-Dem (CH) to be assessed, saved and documented using
ability of technologies, quality of material, availability of training an online system (community nurses)

and support - Being able to access the IPOS-Dem symptom profile/changes

in the symptom profile on a computer (community nurses)
Practicable - Functionality within work context +IPOS-Dem (CH) to support communication and teamwork (acute

- Suitability (e.g., is it helpful in everyday situations) care nurses)

- Practitioner skills and capabilities (e.g., professional qualifications)  « IPOS-Dem (CH) captures observations from nurses with different
qualification levels, therefore valuing all members of the care team
equally (all settings)

+ IPOS-Dem (CH) provides an overview of the priorities of care,

therefore helps with communication to the community care pro-

vider (informal caregivers)

+ IPOS-Dem (CH) may support symptom review (community nurses)
Acceptable - Possible moral objections when administering the IPOS-Dem - IPOS-Dem (CH) giving an objective account of symptoms

(CH) (e.g., beneficial to the person with dementia and informal

caregivers)

- Clarification of expectations regarding service delivery and per-

son with dementia

and change in health status (informal caregivers, community
nurses)

- Completing an IPOS-Dem (CH) in the acute setting can be a chal-
lenge if one does not know the person with dementia well (acute
care nurses)

support earlier — also support from the outside, which was
much needed.” (P2, son).

Accessibility Touching on economic aspects and
aspects of accessibility, community care nurses asked for
an electronic version of the IPOS-Dem (CH), currently
only available in paper format, for integration into elec-
tronic documentation systems. They suggested to include
a longitudinal symptom profile for the easy monitoring of
changes. An electronic format could help justifying bene-
fit claims and insurance payments: ‘I think it is an impor-
tant tool in addition to regular evaluations to underpin
and stress the needs of the person with dementia, which
would help to justify benefit approvals, rejections from the
insurance and/or health insurance” (Nurse 5, community
care).

Practicability In the acute and community care set-
ting, IPOS-Dem (CH) can support communication dur-
ing handovers. Handovers would become more struc-
tured, thereby streamlining communication for the whole
team. Individual nurses less familiar with the patient
would gain an instant overview of the symptom profile.
The IPOS-Dem (CH) was appraised as appropriate for

eliciting priorities of care, therefore saving time in both
acute and community care settings. Since all healthcare
providers and even minimally trained health care assis-
tants can use the IPOS-Dem (CH), its implementation
can strengthen their contribution to the care of the per-
son with dementia. This asset was particularly valued in
the community care settings where many more providers
with different roles and qualifications are involved.

Informal caregivers felt that the IPOS-Dem with
repeated measurement could provide evidence of a
changed situation when talking to health care profes-
sionals: “At the time she was at home there was a monthly
change in her symptoms and needs. With the IPOS-Dem
one could have seen the different scores. I could have
gained an overview and I would have been able to explain
my concerns much better to healthcare professionals” (P1,
husband).

Acceptability Community care nurses and informal car-
egivers found the IPOS-Dem (CH) to be acceptable, par-
ticularly in the context of giving an objective account of
symptoms and a possible change in health status by fea-
ture of its clearly stated and targeted items. Informal car-
egivers wished for the IPOS-Dem (CH) to be introduced
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early in the care of their loved ones to have this objective
account and to be able to monitor changes.

In the acute care setting, however, the IPOS-Dem (CH)
posed a challenge due to its person-centred nature. Not
knowing the person with dementia well led to ques-
tioning the accuracy of scores. Completion would also
require a team effort: “In our daily surgical ward routine,
we would have to complete the IPOS-Dem for the patient
as a team. One person alone would not have enough infor-
mation nor does the information from the electronic docu-
mentation suffice” (Nurse 4, acute care).

Step 5: Conceptual equivalence

The symptoms and issues addressed in the IPOS-Dem
(CH) were thought to reflect the construct of general
and palliative care specific symptoms and needs of peo-
ple with dementia. However, both respondent groups
asked for “physical touch” to be added to the item
descriptor for 129. Have you been able to interact with
others (including through physical touch), e.g. with pro-
fessionals, family, others to capture this means of com-
munication (e.g. for feeling body tension or reaction).
112 was changed from Drowsiness (sleepiness during
the day) to Sleepiness (during the day), following com-
ments from nurses advising the potential ambiguity of
two descriptors and drowsiness not being considered a
symptom or need in dementia.

121. Agitation sparked an in-depth discussion in the
focus group of nurses. Agitation was understood as
meaning restlessness. However, in the translation pro-
cess restlessness was also suggested as a synonym for
123. Feeling anxious. Contrarily, relatives felt that anxi-
ety and insecurity were much closer related concep-
tually than anxiety and restlessness. They perceived
restlessness more as a consequence of feeling anxious.

Steps 6-7 Content validity

A total of eight interviews were conducted in three
rounds. The third round involved two interviews with
acute care nurses to confirm the need for setting-spe-
cific versions of the IPOS-Dem (CH), necessitated
by differences in comprehension, judgement, and
response to items amongst acute care and community
care nurses. Technical equivalence of both versions
was achieved by streamlining the introductory text and
answer options.

Overall, cognitive interviews elicited changes made
to 11 items. The following changes were made to items
in both versions (acute and community care setting):
111. Dry or sore mouth ("sore” instead of “painful”), 119.
Difficulty communicating (deletion of item descriptors
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“through speech or body language”), 122. Wandering (as a
sign of despair (changes made to the item descriptor) 128.
Do you think that s/he felt at peace? (if the person with
dementia is not well known to you, please actively seek
perspectives from family and friends) (adding the explana-
tion for easier scoring).

Version-specific changes were made to seven items.
These targeted the item descriptors or giving further
examples and were due to comprehension issues (see
Table 3). Changes made to items I1 and I3 (main prob-
lems) focused on clarifying the person-centered per-
spective. For item I13. Limited mobility, the addendum
of “walking aids” was seen as critical in both settings.
Informal caregivers perceived the use of walking aids
to be normal, therefore not indicating a true change
in mobility for that person. Nurses from the acute care
setting adviced to include a wider range of mobility, e.g.
being able to change the position in bed. The original 113
also had the item descriptor of “falling” Both nurses and
informal caregivers proposed deleting this descriptor
since other reasons could lead to falls in dementia (con-
struct contamination). Likewise, “lying in bed” was chal-
lenged as an item descriptor for I13:

“The explanation ‘cannot get out of bed” may not
relate to limited mobility because sometimes people
with dementia just don’t want to get up. Maybe it is
better to state cannot climb stairs easily” (Round 1:
relative)

Problems with 121. Agitation have already been
described above. Acute care nurses felt the item descrip-
tor 114. Sleeping problems (at night) not relevant because
many admitted people with dementia would present with
a reversed day/night routine (sundowning syndrome).
Regarding 120. Hallucination and delusion, not all par-
ticipants understood the correct meaning of the medical
terms hallucinations and delusions:

“People with dementia see things that were there in
the past and which are voiced now. This is not a hal-
lucination” (Round 1: relative)

Hence, the medical terms were deleted and the for-
merly used item descriptors Seeing or hearing things
that are not there and/or believing something that is not
real were used as the new item text. It was important
for acute care nurses to add smelling to the item text. In
consecutive interview rounds, the item was interpreted
by respondents as still asking about hallucinations or
delusions. No further issues regarding comprehen-
sion, retrieval, judgement, and response were raised. All
changes were approved by the POS development team
(for final versions please see Additional file 3 and 4).
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Discussion

Our study shows that the IPOS-Dem (CH) in its cultural
adaptation to the Swiss context and two new settings — the
acute care & community care setting — is a relevant and
comprehensive measure for people with dementia. We
demonstrate that despite its length, it is an easy-to-use and
short measure that can be integrated into everyday clinical
practice, capturing a comprehensive set of symptoms and
concerns that transcends commonly used domain-specific
measures in dementia care (e.g., tools such as the PAINAD
for assessing pain, or the Neuropsychiatric Interview for
assessing neuro-behavioural problems). In the transla-
tion and adaptation, we primarily exchanged or added to
the item descriptors but kept the initial item text, thereby
ensuring content validity and improved comprehension
and consistency in interpreting items by all assessors —
healthcare professionals, assistants and informal caregivers.
Therefore, we considerably extend the initial development
and process evaluation [15, 16] to these new settings, also
ensuring that all people involved, regardless of their train-
ing status or specialist knowledge, can contribute to foster-
ing a person-centred perspective in dementia care. With
many more people living with dementia worldwide, these
results are important to combat the risk of symptoms being
under-detected and under-treated.

We chose to start the adaptation process not from the
original UK but the German version [17]. The German ver-
sion had been robustly adapted from the English original,
however, despite the similarities in written German and
Swiss German, various spoken Swiss German dialects and
different dementia care structures within the Swiss health-
care system necessitated a translation to the Swiss con-
text. Unlike other development and translation studies, the
authors also used a mixed professional/non-professional
sample. Two items from the original UK version had already
been removed from the German version (item “Enjoying
activities appropriate for their level of interests and abili-
ties” and item “Family having had as much information as
wanted”). Both items had shown comprehension, retrieval
and response problems in other studies [15, 19] and were
deemed appropriate for the long-term institutional but not
the community setting, a result replicated in our study.

Items consistently posing a challenge for concep-
tual equivalence and content validity throughout all
phases of our study were 114. Sleeping problems (item
descriptor not needed in the acute care setting), 120.
Hallucinations/delusions, 121. Agitation (restless), 122.
Wandering (changed item descriptor to “as a sign of
(distress/) despair”), 129. Interacting with others (adding
physical touch as a means of communication), mentioned
by informal caregivers as an effective facilitator in com-
municatively impaired advanced dementia [33], and I30.
Practical problems. Comprehension or adaptation issues
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with these items have been unanimously identified in
prior studies [15, 17-19]. In 120, the use of the technical
medical terms hallucinations and delusions necessitated
an adaptation in the item descriptors for universal under-
standing by all respondent groups. Martinsson & Sahlén
[19] also noted that hallucinations/delusions may trans-
port a negative connotation that could lead to stigmati-
sation. In our study, the item descriptors emerged as a
crucial addition for non-medically trained assessors. 121.
Agitation had been split into two items in the German
translation [17], due to concept contamination between
agitation/restlessness and irritability/aggression. The
authors decided to keep restlessness as an item descrip-
tor for agitation. This empirical result was replicated in
our study, thereby rejecting the consensual concept defi-
nition of the International Psychogeriatrics Association’s
Agitation Definition Working Group [34] which explic-
itly includes emotional distress and manifest aggressive
behaviour as elements of agitation. Again, setting-specific
differences in the semantic understanding were voiced by
acute care nurses, the only respondent group that fol-
lowed this definition. Contrarily, community care nurses
judged the item descriptors as too narrow an attribu-
tion for agitation. Similar problems were seen for 122.
Wandering. A different understanding of behavioural
symptoms in dementia could either be explained by the
different challenges in the respective environments (e.g.,
time available, care processes) or by differences in staff
training [35]. Also, acute care nurses may see people with
dementia often in an agitated state when admitted to hos-
pital [36], thus interpreting it as a sign of dementia rather
than as an expression of distress/anxiety or despair.

These findings demonstrate that, firstly, using mini-
mally trained proxies to assess palliative care related
symptoms and concerns in dementia is feasible, with
fewer comprehension, retrieval, judgment, and response
problems reported than in comparable studies. Secondly,
the use of all people involved in the care of the person
affected by dementia can foster and deepen a person-
centred perspective even in advanced stages or in settings
where professional staff (due to turnover, care processes,
or communication difficulties) experiences problems of
judgment [37]. Evidence from specialist palliative care
supports the shift to person-centred care planning after
the systematic introduction of outcome measures [38—
41], also combatting an overly task-based care culture
[42]. Thirdly, the provision of additional and clear item
descriptors is important to enable non-trained or mini-
mally trained proxies to assess symptoms and concerns, a
finding in stark contrast to other outcome measures that
exclusively target professional assessors [13].

Findings from our semantic equivalence, content valid-
ity, and clinical utility are triangulated over settings
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* Agitation/restlessness
* Wandering

Acute care nurses everday care:

Challenges:

* Taking initiative to
complete the IPOS-Dem

* Cut-off scores indicating
the need for intervention

Recommendations:

* Knowing the PwD well

* Allowing enough time to complete

« Handing over using IPOS-Dem

Items recommended to add:
* Fear /uncertainty / insecurity

* Support network and relationship
* Impact of physical restraint
Appreciating physical contact
General mood

Community nurses

Recommendations:
Online documentation
Knowing the PwD well
Guidance on frequency of use

Items recommended to change/add:

How the IPOS-Dem supports

* User-friendly outcome measure
* Overview of symptom profile
* Progress review of symptoms
* Communication and teamwork
* Highlighting different viewpoints

How it increases value:
Supporting a person-centred
view

Limited mobility
Hallucinations and
delusions

Relatives

Challenge:
Understanding the need to
repeatedly score symptoms
when health status is stable

Recommendations:
* Improve specificity of items

* Consider relevance of items in
different stages, adding more
signs for observing symptoms

Items recommended to add:
* Withdrawal from social environment
* Physical contact

Physical functioning

Fig. 2 Integration of findings regarding the equivalence, content validity and clinical utility of the IPOS-Dem (CH)

and perspectives (see Fig. 2). The IPOS-Dem (CH) was
regarded as strengthening the provision of high-qual-
ity care through communication and teamwork, both
through the inclusion of multiple perspectives and the
necessity to collaboratively assess persons with demen-
tia not well known to the team [43]. Respondents from
our study voiced aspects of the potential clinical utility of
outcome measures being used as complex interventions
in routine care. An improved observation and collabora-
tive assessment of the person with dementia, resulting
in a holistic, person-centred and systematic monitoring
which enabled care planning and care provision have
been demonstrated as key mechanisms of action in a pro-
cess evaluation of the IPOS-Dem in dementia care [16].
Furthermore, clear benefits for informal caregivers with
increased empowerment and engagement in care as well
as an improved communication between providers have
also been recognised [16, 38, 44, 45]. Potential challenges
to a successful implementation of the IPOS-Dem (CH)
into everyday care also mimic those identified in these
reviews and, mainly referring to the issue of competing,

non-person-centred assessments and the lacking elec-
tronic readiness of institutions, as well as the necessity of
good leadership, organisational drive, peer support, and
training.

Limitations

Our work builds on the translated and culturally adapted
German version of the IPOS-Dem [17]. Thus, the con-
ceptual equivalence may be jeopardised due to potential
misconceptions being included in the German version
without intent. However, Hodiamont et al. [17] captured
rich data from all respondent groups (nurses, nursing
assistants, informal caregivers). Quality assurance was
provided by the POS-Team after each step. The second
limitation is the online format of the focus group inter-
views due to the COVID-19 pandemic. This might have
prevented richness of data and distraction from the inter-
view due to technical aspects. However, the online format
allowed achieving data saturation during the pandemic.
Due to the COVID-19 pandemic, it was not possible
to recruit participants in person and we therefore used
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existing contacts through our patient and public advisory
board. This might have negatively affected the representa-
tiveness of the purposively drawn sample. Four out of six
informal caregivers were daughters and sons, implying
a selection bias because most people with dementia live
with their spouses [48]. Potential spouse participants may
have declined participation due to the absence of alterna-
tive caregivers or to competing demands related to their
health conditions and responsibilities [48]. Finally, our
study used an explorative, qualitative design to investi-
gate the potential clinical utility of the IPOS-Dem after a
one-off use. Further studies need to investigate the effects
regarding its clinical utility after routine implementation.

Conclusion

The further development of dementia-specific outcome
measures has been identified as a main research priority
since the last decade [46]. This is the first study to dem-
onstrate the content and face validity of the IPOS-Dem, a
comprehensive, proxy-reported, person-centred outcome
measure of general and palliative care related symptoms
and concerns in dementia, in two new settings, the acute
and the community care setting, and across a wide range
of respondent groups. This extends the original devel-
opment and further work in the long-term care setting
[15-19]. Clarifying conceptual ambiguities and contrast-
ing different understanding of items and item descriptors
further helps to define the construct to be measured and
thus helps prepare the full validation study. The IPOS-
Dem (CH) may aid a generalist workforce across settings
to assess palliative care relevant symptoms and concerns.
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