A core capability framework for physiotherapists to deliver quality care when working
with people living with dementia and their families/caregivers: An international modified
e-Delphi
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ABSTRACT

Objective: What are the core capabilities physiotherapists need to deliver quality care when

working with people with dementia and their families/caregivers?
Design: A three-round modified e-Delphi study.

Participants: Panel members were physiotherapists experienced in working with people with

dementia and/or educating and/or researching in the dementia field.

Methods: A steering group (16 international physiotherapists and a consumer) developed a
draft framework including 129 core capabilities across 5 domains for panel members to rate
their appropriateness for inclusion as a core capability to provide high quality care to people
with dementia and their caregivers/families. The RAND/UCLA method was used to assess

consensus.

Results: Thirty-five physiotherapists from 11 countries participated in Round 1, 31 (89%) in
Round 2 and 28 (80% of Round 1) in Round 3. All core capabilities were rated appropriate for
inclusion in each round. Panel members recommended wording refinements across the rounds
and suggested 52 core capabilities for consideration. Three rounds were needed to reach
consensus, resulting in 137 core capabilities rated appropriate for inclusion across 5 domains:
1) Knowledge and understanding, n=36; 2) Assessment, n=39; 3) Management, interventions
and prevention n=40; 4) Communication, therapeutic relationship and person-centred care,

n=17; and 5) Physiotherapists self-management and improvement, n=5.

Conclusions: This e-Delphi outlines the core capabilities physiotherapists need to provide high
quality care to people with dementia and their families/caregivers. These core capabilities can
be used by physiotherapists to help identify knowledge/skill gaps, as well as by educators to

improve their training of undergraduate and postgraduate students, and clinicians.

Contribution of the paper

e This e-Delphi study has developed, through expert consensus, the first comprehensive
physiotherapy specific core capability framework for providing high-quality care to people
with dementia and their families/caregivers.

e The core capability framework can be used by physiotherapists to identify knowledge
and/or skill gaps, and by physiotherapy educators to assist with entry-level and post-

graduate curriculum development and student/workforce training.
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As physiotherapists play a vital role in working with people with dementia and their
caregivers/families, and competencies lie at the heart of effective quality care and service

delivery, the newly developed core capability framework serves as basis for broader

consultation and input.

Keywords: physical therapy; physical therapy modalities; aged; dementia, education
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INTRODUCTION

More than 55 million people are living with dementia worldwide with 10 million new cases
each year.[ 1] As life expectancy increases, the estimated number of people living with dementia
is expected to sharply rise.[2] People with dementia experience impairments in cognition and
activities of daily living but may also experience several other symptoms associated with
dementia, for example, changed behaviour, balance and mobility problems, falls, and changed

psychological functioning, resulting in a loss of independence and increased care needs.

Physiotherapists are key members of multidisciplinary teams who play a vital role in working
with people living with dementia and their caregivers/families, across all settings within the
full health care continuum.[3] There is evidence that people living with dementia can benefit
from exercise to improve functional strength, balance, mobility, endurance, and activities of
daily living,[4, 5] as well as emerging evidence for falls prevention[6-9] and reduction of
behavioural and psychological symptoms, especially depression.[10, 11] Physiotherapists
assess and treat movement and mobility issues that may be directly related to dementia or
related to co-morbidities, such as hip fracture or stroke. Physiotherapy has been shown to be

beneficial for people living with dementia.[4, 12]

Since symptoms of dementia vary during the course of the condition and impact treatment
delivery, the needs of people with dementia can be complex, requiring unique skills, knowledge
and understanding.[13-16] Prior studies have found that physiotherapists have low levels of
dementia knowledge once graduated.[15, 17, 18] Physiotherapy entry to practice programs
often have only one or two lectures that include education on dementia and many students will
not obtain practical experience working with people with dementia prior to starting clinical
practice. Due to a lack of preparation and training in professional programs it has been reported
that some physiotherapists find working with people with dementia overwhelming.[19] Other
studies have reported that despite reasonable knowledge and attitudes, physiotherapy students
had low levels of confidence in working with people with dementia.[19, 20] Low knowledge
may lead to negative beliefs about a person’s ability to benefit from physiotherapy
interventions, and poorer quality of care.[21-23] It is therefore important to define the core

capabilities needed to provide high quality physiotherapy care to this population.

Generic and health profession specific competency and core capability frameworks are
common in social and health care contexts, serving as 1) resource documents detailing the

essential skills and knowledge necessary for the provision of effective care and management
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for patient and client populations; and 2) guides for curriculum development, and work force
training and education. However, a published core capability framework for physiotherapists
working with people with dementia and their families/caregivers describing the key areas of
knowledge and practice required to provide quality care does not exist. Therefore, the aim of
this study was to develop a consensus-based framework on the core capabilities
physiotherapists need to facilitate high quality care to people with dementia and their

families/caregivers.

METHODS

The research team undertook an e-Delphi process, a commonly used formal consensus-building

method that allows for the participation of geographically dispersed individuals.

Modified e-Delphi panel member inclusion criteria

e-Delphi methods do not employ random sampling but rather use purposeful sampling to
identify ‘experts’ as panel member participants. Panel members needed to be physiotherapists
who were >18 years of age and able to read, understand and write in English, and who had
access to an email address and a computer with the ability to connect to the internet for the
duration of the modified e-Delphi study period. Physiotherapy eligibility criteria based on

current roles are described in Table 1.

Table 1. Physiotherapy eligibility criteria (in addition to common inclusion criteria described

in the text)

Academic physiotherapists

a) first or last author on at least three papers on primary human research in dementia
in the past 5 years or;
b) invited to give a plenary or keynote presentation on dementia at a national or

international conference in the last 5 years.

Physiotherapist lecturers

a) taught in gerontology for at least 3 years and at least 3 years of prior clinical
practice experience in working with people with dementia (averaging a caseload

with >20% of clients having dementia).

Physiotherapist clinicians

a) registered to practice as a physiotherapist in their home country; and
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b) have a caseload that contained on average >20% of clients with dementia over the

most recent year and had a minimum of 5 years clinical practice experience.

Recruitment of e-Delphi panel members
A list of potential panel members was developed by the steering group, drawing from their
teaching, research and clinical networks as well as internet searches. Invited panel members

were also given the opportunity to identify additional potential panel members.

Ethics approval and consent

An initial invitation email describing the study with the Participant Information Statement
(PIS) attached was sent to potential panel members by the Chief Investigators (ClIs; _).
Potential panel members indicated their willingness to participate by return email to the Cls
(_) and then confirmed (checkboxes) their eligibility and consent to participate
prior to undertaking the first e-Delphi round. Implied consent was also indicated by completing

the e-Delphi round. The study was approved by [ NGcIGGEEEEGE Lo

Research Ethics Advisory Panel (HC220104).

Modified e-Delphi consensus process

The initial e-Delphi round was developed by an international steering group of 16
physiotherapists whose research, teaching and/or practice involves people with dementia. To
additionally inform the relevance and applicability of the e-Delphi process and outcome, a
consumer with caregiving experience of a person with dementia and who served in a similar
role for a dementia focused project of - (Cl/author) was invited/recruited as the public
voice representative. The steering group created the initial list of 129 capabilities based on their
experience and review of the literature. Five databases (AMED (Allied and Complementary
Medicine), Embase Classic+tEmbase, Global Health, Ovid Medline and APA PsycInfo) that
contain health, medical, rehabilitation and primary health care literature were searched from
database inception to 21 July 2021 using the following search terms: core, capabilit*,
competence*®, framework, guide*, Delphi, dementia, physioth*. The same databases were then
searched by combining search terms. Grey literature were also searched using Google and
Google Scholar. A capability was defined as an ‘integration of knowledge, skills, personal

qualities and understanding used appropriately and effectively’.[24]
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Three rounds, delivered electronically, were planned. Each round was open for two weeks with
at least three weeks between rounds. Potential panel members who had indicated their
willingness to participate received a formal study invitation from Clinvivo (an independent

company that designs and facilitates web-based Delphi studies; https://www.clinvivo.com/).

Panel member specific formal email invitations included a link to the e-Delphi platform
including being able to access the PIS, confirm eligibility, provide consent and access Round
1. In the PIS, panel members were asked to keep their participation and responses confidential
from other potential panel members and through the study procedures they were blind to the
identity of other panel members (panel member specific communication and deidentified round
material). If potential panel members did not respond to the formal invitation to participate, a
reminder email was sent at week-1. For Rounds 2 and 3, up to three reminder emails were sent
while the round was open to non-responders to encourage completion (at week-1 and day-11
by Clinvivo and, day-13 by one of the Cls [-]). Clinvivo provided the study team with a
quantitative report and qualitative comments from panel members after each round, which only
included a unique participant identification number so that the steering group were blind to the
identity of panel members. The steering group reviewed the quantitative report together with
the qualitative data after each round, and this information was used to inform subsequent

rounds. Round 1 opened on 27 February 2023 and Round 3 closed on 2 June 2023.

Round 1: Demographic information, including age, gender, country of residence/practice,
participant type (broadly i.e. lecturers, clinicians, researchers), teaching/research title,
qualification achieved and year, number of years of clinical, teaching or research experience
and setting experience gained (e.g. community, hospital, rehabilitation, residential care/long
term care, emergency) in working with people with dementia was collected, as well as any

perceived conflicts of interest.

Core capabilities developed by the steering group were listed in Round 1 and panel members
scored each item ranging from 1-9 in terms of appropriateness for inclusion (1-3, inappropriate
for inclusion; 4-6, neither appropriate nor inappropriate for inclusion; 7-9, appropriate for
inclusion).[25] Panel members were able to provide comments regarding the presented core
capabilities and/or suggest additional core capabilities for consideration in subsequent rounds.
Panel members rated their confidence in rating the core capabilities on a scale of 1=not at all

confident to 9=very confident.
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Round 2 and 3: At the start of the round, panel members were provided a link where they
could access items rated appropriate for inclusion from the preceding round/s, together with
the median panel rating for each item. Panel members received feedback on the panel’s median
scores from the preceding round, as well as their own score for capabilities being re-rated. For
Rounds 2 and 3 panel members re-evaluated core capabilities in the uncertain category (i.e.
rated 4-6 or any median with disagreement), any new capabilities suggested by the panel and
any capabilities where significant wording refinements were made as suggested by panel
members. The same criteria for inclusion from Round 1 were used. Panel members could
suggest new items for consideration. Panel members again rated their confidence in rating the

core capabilities on a scale of 1=not at all confident to 9=very confident.

Data analysis

Descriptive statistics are presented as frequency and percent. Criteria for inclusion were
determined using the Research ANd Development (RAND)/ University of California Los
Angeles (UCLA) appropriateness method, an approach we outlined a priori in our ethically
approved protocol.[25] The RAND/UCLA method involves calculating the median score, the
inter-percentile range (IPR; 30th and 70th), and the inter-percentile range adjusted for
symmetry (IPRAS), for each item being rated.[25] Agreement/consensus was considered to be
present when the IPR was equal to or less than the IPRAS and disagreement to be present when
the IPR was greater than the [IPRAS.[25] For inclusion the core capability needed to be deemed
appropriate by the panel members (median rating 7-9, without disagreement).[25] Items rated
as unimportant (rating 1-3 without disagreement) were excluded.[25] Items rated uncertain
(rated 4-6) or any median with disagreement were re-rated. Qualitative data were reviewed to
identify common themes and issues. Newly suggested core capabilities were discussed by the
steering group and included if they were substantially different to current items, if not,
rewording of current similar items was considered. Rewording of some items was suggested
by panel members, and where this was minor, did not change the meaning and was considered
to improve the readability of a core capability that was rated appropriate for inclusion, these
changes were made without re-rating. Where the rewording suggestions changed the meaning
or interpretation, these items were re-rated in subsequent rounds. Some panel members
suggested changes to headings, we set an a priori threshold of >75% agreement (yes vs no) to

pass these changes.
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RESULTS

Of the 111 invited experts, 51 (46%) agreed to participate by emailing the Cls. Of these, 35
(69% of those who agreed to CIs; 32% of those invited by Cls) consented and completed Round
1. These panel members represented 11 countries, 80% were aged 41-60 years and 83% were
female (Table 2). Panel members indicated that they were currently in a variety of roles: 71%

clinician, 29% lecturer and 40% academic/researcher (Table 2).

Round 1

In Round 1, the 35 panel members rated 129 items across five domains (Figure 1 and
Supplementary Table 1). All items were rated appropriate for inclusion by the panel members
with no disagreement and the median confidence in rating the items was 8 [IQR 7-9]. There
were 156 wording change suggestions, 42 new core capability suggestions and 6 additional

comments (Table 4).

Round 2

In Round 2, 31 panel members (89%) responded. Round 2 contained 35 items for rating (seven
new items and 28 items with wording changes for re-rating) and five heading changes for
ratification (Figure 1 and Supplementary Table 2). All 35 items were rated appropriate for
inclusion by the panel members with no disagreement. Two of the five heading changes did not
achieve >75% agreement, so the original headings were retained. The panel members’ median
confidence in rating the Round 2 items was 8 [IQR 8-9]. There were 49 suggestions for wording

changes, five suggestions for new capabilities and 8 uncategorised comments (Table 4).

Round 3

In Round 3, 28 panel members (90% of Round 2; 80% of Round 1) responded. There were six
items (one new and five with wording changes) for rating and two heading changes and one
footnote for ratification (Figure 1 and Supplementary Table 3). All six items were rated
appropriate for inclusion by the panel members with no disagreement. The two heading
changes and the footnote were ratified with >75% agreement. The panel members’ median
confidence in rating the Round 3 items was 8 [IQR 8-9]. There were eight suggestions for
wording changes, four suggestions for new capabilities and one uncategorised comment (Table
4). After Round 3, minor revisions were made to one capability, one heading and the footnote

(Table 4).
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The three rounds resulted in consensus for 137 core capabilities across five domains; 1)
Knowledge and understanding (n=36), 2) Assessment (n=39), 3) Management, interventions
and prevention (n=40), 4) Communication, therapeutic relationship and person-centred care
(n=17) and 5) Physiotherapists self-management and improvement (n=5) (Table 3). While
individual item scores ranged from one to nine and varied by core capability, panel members
rated all items as appropriate for inclusion, with median scores ranging from seven to nine. The
median panel ratings and round of final inclusion for each item are presented in Supplementary
Table 4 and a summary of the core capability iterations made based on the steering group’s

review of panellists’ feedback is provided in Supplementary Table 5.

DiSCUSSION

In this study, a diverse range of experienced physiotherapists were engaged to determine core
capabilities for physiotherapists working with people with dementia and their
families/caregivers. There were 137 core capabilities rated appropriate for inclusion by expert
physiotherapist panel members who were confident in their ability to rate the capabilities. None
of the original 129 proposed capabilities were eliminated and the limited number of additional
capabilities (n=8) suggests that the initial capabilities created by the steering group were
comprehensive. The results of this study describe important core capabilities for
physiotherapists to help identify knowledge/skill gaps and for educators to improve their entry

to professional practice training and postgraduate/post professional training.

There were several strengths to the study. We had a group of 16 international experts and a
consumer with lived experience develop the initial core competencies. Panel members were a
variety of experienced clinical, educator and academic physiotherapists from different settings
(e.g., community, hospital, residential care) and countries (n=11). This improved the
framework’s relevance and scope which spanned dementia prevention through to end-of-life
care. The retention rate was high. (Round 2: 89% and Round 3: 80% of Round 1 panel
members). Retention was facilitated by three reminders (one personalised from a CI), providing
deadlines for responses, and by offering to send the results of the e-Delphi to panel members

at completion of the study.

There are also limitations to consider. To reduce conformity and desirability bias, panel
members were encouraged to refrain from discussing their participation and responses with

other potential panel members, their identity and individual responses were not disclosed to
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other panel members and their responses were de-identified for the steering group, we also
provided controlled feedback and group medians for Round items being rerated.[26] However,
there may still have been desirability and conformity bias. While the response to Round 1 (32%
of the 111 invited by Cls; 69% of the 51 who agreed to receive a formal invitation from
Clinvivo) is in keeping with previously reported response rates[27], we acknowledge that this
may have biased the findings. Some physiotherapists replied to the Cls and reported
ineligibility or an inability to commit to the study due to leave or workloads, and it is possible
that some of the emails from Clinvivo were directed to potential panel members’ spam folder.
Although there were some physiotherapists invited from less developed countries, the
respondents were only from developed countries and thus may not reflect worldwide
physiotherapy views and practices. Additionally, we did not collect panel members’ ethnicity
which may influence physiotherapists’ views on the core capabilities physiotherapists need to
provide high quality care to people with dementia. Last, while we had a consumer on the

steering group, broader input and feedback from people with lived experience is needed.

Core skill or capability frameworks for professionals working with people with dementia do
exist, but inform dementia care more broadly by providing generic capabilities for a variety of
health care workers from different settings with varying skill levels, or they have been
developed specifically for other professions (e.g. nursing) [28-31]. There is some overlap of
domains / capabilities between our physiotherapist specific framework and existing
frameworks. For example domains from previous frameworks include: Awareness, knowledge
and understanding of dementia, Dementia risk reduction and prevention, Awareness and risk
reduction, Implementing therapeutic activities, and Communication, interaction and behaviour
in dementia care,[28-31] which are also found in our framework. However, these common
domains are framed within a physiotherapy perspective, and additional and unique domains
and capabilities specific to physiotherapists have been included, for example, Domain 2 -
‘Assessment’ includes the ability to assess items such as dual-task walking, balance and
community ambulation; and Domain 3 - ‘Management, interventions and prevention’ includes
interventions to reduce falls and maintain physical activity. Our framework also outlines
capabilities related to motor learning strategies specific to physiotherapists delivering therapy
to people with dementia. These physiotherapy specific capabilities enable physiotherapists to

deliver quality care when working with people with dementia and their families/caregivers.

Developing a physiotherapy specific framework with capabilities is important, as prior studies

have found physiotherapists and physiotherapy students have low knowledge and confidence
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about dementia in general, and specifically around communication and behavioural
strategies.[ 15, 19] Physiotherapists are more likely to find and read a competency framework
specific to their profession. Including broad (e.g., communication and behaviour related) and
physiotherapy specific (e.g., assessment and intervention related) capabilities in one document
provides a comprehensive resource for physiotherapists. One prior study relevant to
physiotherapists, used a Delphi process to outline key factors for the assessment of mobility in
advanced dementia.[32] Although useful, it did not cover earlier stages of dementia or
treatments. Finally, our framework also included capabilities around self-management and
promotion of the profession acknowledging that there are unique demands and rewards in

providing physiotherapy in dementia care.

Dementia Action Plans around the world are calling for better dementia education and training
of health professionals.[33, 34] In some countries like Canada, physiotherapy curriculum
guidelines specify what students must learn about dementia,[35] whereas, for example in
Australia there is no dementia specific content outlined.[36] Our framework provides clear

capabilities for education and training purposes in both clinical and university settings.

For future work, this framework will need to be tested to determine its applicability as a
competency guide in clinical practice. How each capability should be objectively assessed in
real world clinical situations also needs to be determined. Further, the number of capability
items is large, and tiers may need to be created for more junior versus experienced
physiotherapists. Education facilities will need to decide if there is scope in their already full
entry level curriculum to include all capabilities. A selection of capabilities might be more
relevant to teach at an undergraduate level, with the full set only taught in specialised
postgraduate/post professional courses. Together with broader consumer input, iterative

research could consider ranking core capabilities by importance.

Conclusion

This study developed the first core capability framework for physiotherapists working with
people living with dementia in different settings and across the different stages of dementia.
Through the 137 included items of the framework, this study provides a comprehensive
overview of core capabilities for working in the field of dementia. The applicability of this

framework now needs to be tested in clinical and educational settings internationally.
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FIGURE LEGENDS

Figure 1. Flow of core capabilities physiotherapists need to provide high quality care to people
with dementia and their families/caregivers in the e-Delphi study
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Table 2. Panel members’ characteristics

Characteristic, n(%)

Panel members
(n=35)

Age group
31-40 years 5(14)
41-50 years 15 (43)
51-60 years 13 (37)
>60 years 2(6)
Female 29 (83)
Country?
Australia 6 (17)
Belgium 1(3)
Netherlands 5(14)
Denmark 1(3)
Norway 5(14)
Sweden 4 (11)
United Kingdom? 309)
England?® 1(3)
Scotland? 2 (6)
Ireland?® 1(3)
Canada 1(3)
United States of America 5(14)
Current roles®
Clinician 25 (71)
Lecturer 10 (29)
Researcher 14 (40)
Teaching/Research title
Professor 309
Associate Professor 2 (6)
Assistant Professor 2 (6)
Lecturer 4 (11)
Senior Research Fellow 1(3)
Research Fellow 2 (6)
Senior postdoctoral fellow 1(3)
Postdoctoral fellow 1(3)
PhD candidate 1(3)
Entry level physiotherapy qualification®
Diploma 8 (23)
Bachelor’s degree 25(71)
Masters 4 (11)
Postgraduate physiotherapy-related qualifications®
Masters research (thesis) 13 (37)
PhD thesis 7 (20)
Doctor of physiotherapy/physical therapy 6 (17)
Other 1(3)
Clinical experience
5-10 years 5(14)
11-15 years 6 (17)
16-20 years 10 (29)
>20 years 11 (31)
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Clinical experience: settings®

Community 18 (51)
Hospital 19 (54)
Emergency 1(3)
Specialised care unit 9 (26)
Rehabilitation 18 (51)
Residential care/Long term care 29 (83)
Teaching dementia topics
5-10 years 6 (17)
11-15 years 5(14)
16-20 years 309
Research experience
5-10 years 4 (11)
11-15 years 5(14)
Research experience: settings”
Community 10 (29)
Hospital 7 (20)
Emergency 1(3)
Specialised care unit 2 (6)
Rehabilitation 5(14)
Residential care/Long term care 11 (31)

&This was an open text field

®More than one response could be selected, therefore percentages do not add up to 100%
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Table 3. Core capabilities needed to provide high quality physiotherapy care to people with dementia
and their families/caregivers

1. DOMAIN: Knowledge and understanding
Capability 1a: Risk factors and prevention
Physiotherapists should have a basic knowledge and understanding of:
Non-modifiable risk factors for dementia, e.g. age, genetic risk, family history 1

Modifiable risk factors for dementia, e.g. midlife hearing impairment, hypertension and obesity; later
life smoking, depression and physical inactivity

Population health strategies to address modifiable risk factors 3
Individual strategies to address modifiable risk factors 4
Capability 1b: Diagnosis and symptoms
Physiotherapists should have a basic knowledge and understanding of:

The clinical diagnostic criteria for dementia 5
The most common dementia subtypes and their common symptoms 6
The most common dementia subtypes and their primary causes 7
The characteristics of the stages/severity of dementia 8

Cognition, including different cognitive domains (e.g. memory, working memory, attention,
executive function, visuospatial function, processing speed, language)

How cognition impacts on function and safety 10

The behavioural and psychological symptoms® of dementia (e.g apathy, depression and anxiety,

agitation, purposeful/non-purposeful walking, changes in personality) 1

How behavioural and psychological symptoms® impact function, safety and daily life 12

The physical changes related to dementia (e.g. extrapyramidal signs/ Parkinsonian signs, changes to
primitive reflexes, muscle tone, muscle strength, balance, gait, paratonia), including associations 13
with specific sub-types of dementia and their progression

How physical changes related to dementia impact function and safety (e.g. falls risk) 14
How the interplay between cognition, physical impairments and behavioural and psychological
symptoms? impact on function and safety 1
Differential and/or possible co-diagnoses (e.g. Mild Cognitive Impairment, delirium, depression,
normal pressure hydrocephalus, psychiatric disorders) 16
How a diagnosis of dementia may impact a person’s emotional wellbeing and personhood 17
How people with dementia can have varying levels of awareness of their diagnosis and abilities 18
Capability 1c: Assessment
Physiotherapists should have a basic knowledge and understanding of:
Different cognitive screening and assessment tools for cognitive function (global cognition, specific
cognitive domains and dementia severity, gait performance) 19
Different assessment tools for behavioural and psychological symptoms of dementia® 20
Different assessment tools for pain in people with dementia 21
Different assessment tools for delirium (to aid in differential diagnosis and appropriate referral),
e.g. Confusion Assessment Method (CAM), 4AT 22
Capability 1d: Treatment and management
Physiotherapists should have a basic knowledge and understanding of:
Available non-pharmacological treatments for dementia 23
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Available pharmacological treatments for dementia and behavioural and psychological symptoms
of dementia® and their potential side effects

The principles of rehabilitation, reablement and palliative care in relation to dementia

The possible challenges encountered by formal caregivers/ informal caregivers/ family/ friends
The stigma and stereotypes associated with dementia

The potential impact culture may have on a person’s self perception and preferences for
communication and care

The issues and challenges specific to people with younger onset dementia
How societal attitudes can impact access to services and wellbeing for a person with dementia
How dementia can impact a person’s ability to access services
The care pathways for people with dementia
Capability 1e: Decision making and consent
Physiotherapists should have a basic knowledge and understanding of:
Ethics, consent and risk issues relating to dementia

Guardianship/mental capacity /substitute decision making guidelines and regulations in their
country

Restrictive practises (i.e. any practice or intervention that has the effect of restricting the rights or
freedom of movement of an individual or a chemical substance used with the primary purpose of
influencing a person’s behaviour; e.g. equipment used to inhibit movement, medication used with
the intention of sedating), including negative effects

Restrictive practices and the laws surrounding them in their region

2. DOMAIN: Assessment
Capability 2a: History-taking
Physiotherapists working with people with dementia should obtain a history from the person with
dementia and caregivers and family (if available) including:
Demographics (e.g. age, gender, previous education, employment) and current living situation
Past medical history including fall history and medication use

Current abilities/difficulties, activities of daily living, activity limitations and restrictions on
participation, leisure and social activities, physical activity levels, quality of life, and environmental
considerations

Past ability to perform activities of daily living, leisure and social activities, physical activity levels

The acuity and/or progression of the identified changes/ impairment/ limitations in
activity/function
The impact of dementia on family/caregivers, e.g. emotional, psychological, social, financial, health

Identifying social support and social networks

Identifying and establishing individual person-centred goals
Capability 2b: Assessment
Physiotherapists working with people with dementia should:

Appropriately obtain individuals' consent prior to physical examination, respect and maintain their
privacy, dignity and comfort

Preferentially use assessment tools that are reliable and valid for use with people with dementia if
available

Assess (in alphabetical order):
acute changes in function e.g. associated with delirium, acute illness or fall-related injury
behavioural and psychological symptoms of dementia?

24

25

26

27

28

29

30

31

32

33

34

35

36

10

11

12

Page 22 of 30




cognitive-motor function (e.g. dual-task)

co-ordination

fall risk

functional performance / activities of daily living

gait speed and other spatiotemporal gait variables

gait variability

health-related quality of life

impact of cognition on safety, mobility and function
indoor and community ambulation

leisure, wellbeing and occupation activities

manual handling of other health professionals and caregivers
mobility and transfers

motor planning and spatial navigation

muscle function/performance e.g. strength, power
muscle tone (including spasticity, rigidity and paratonia)
parkinsonian signs (e.g. bradykinesia, akinesia, tremor)
physical activity levels

problem solving ability

range of movement

reaction time/processing speed

sensation and pain (verbal and non-verbal)

static and dynamic balance

visuospatial function

Synthesise the subjective, cognitive, psychological, behavioural, physical and functional
assessments and person’s preferences to devise a treatment plan (where possible, involve the
multidisciplinary team)

Assess how the level of social support a person receives may impact on:
physiotherapy management
the person’s ability to function in different environments
fall risk and safety

3. DOMAIN: Management, interventions and prevention

Capability 3a: Evidence-based interventions to improve physical function and participation, and
reduce risk

Physiotherapists should demonstrate the ability to deliver/implement evidence-based interventions,
integrating best available research evidence, clinical experience, and values/preferences of the
person/patient to:

Improve, maintain or slow decline of physical function including strength, balance and mobility

Improve, maintain or slow decline in activities of daily living

Reduce the risk of falls

Increase or maintain physical activity

Reduce, manage and/or prevent precipitating factors of behavioural and psychological symptoms?®
Reduce, manage and/or prevent pain

Prevent contractures

Improve, maintain or slow decline in cognition

13

14

15

16

17

18

19

20

21
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Reduce or manage vascular risk factors

Facilitate purposeful, leisure, wellbeing and occupation activities

Ensure safe manual handling for caregivers and/or staff

Facilitate symptom relief and support at the end of life

Facilitate function with appropriate prescription/recommendation/training and follow-up for:
gait/mobility aids (e.g. cane, walkers, crutches, wheelchair)
simple cognitive aids (e.g. calendar/diary, alarms, key finder and other assistive technologies)

Physiotherapists working with people with dementia should demonstrate the ability to educate:

the person with mild to moderate dementia on ways to maintain as much independence as
possible, remain physically active and stay socially connected

the caregiver on ways to encourage the person with dementia to maintain as much
independence as possible, remain physically active and stay socially connected

the person with mild to moderate dementia on falls prevention strategies and what to do in
the case of a fall

the caregiver on falls prevention strategies and what to do in the case of a fall

Support people with dementia to choose from a range of activities to promote wellbeing that are
tailored to their abilities and preferences

Capability 3b: Tailoring interventions to the person
Physiotherapists working with people with dementia should demonstrate the ability to:

Tailor interventions based on the principles of motor learning in dementia (procedural vs
declarative learning; errorless learning; spaced retrieval; part-whole practice; task specificity;
constant vs variable practice, blocked vs random practice)

Work with the individual to achieve person-centred goals

Target and tailor interventions to the appropriate stage and disease/condition

Provide care across the spectrum from prevention, post-diagnostic support, rehabilitation and
reablement to end-of-life and palliative care

Capability 3c: Tailoring the environment
Physiotherapists should understand how environmental factors impact functioning, including:

How the physical environment (including obstacles, clutter, lighting, colour contrasts):
can influence choice and implementation of treatment
can positively or negatively influence functioning
may increase or reduce risk of falls and fall-related injuries and safety
How orientation and way finding around the physical environment:
can influence choice and implementation of treatment
can positively or negatively influence functioning
may increase or reduce risk of falls and related injuries and safety

How the sensory environment (including sensory aids, sound, noise, lighting, temperature,
distraction, use of sensory aids):

can influence choice and implementation of treatment
can positively or negatively influence functioning
may increase or reduce risk of falls and related injuries and safety

Using different types of music to influence the person with dementia’s performance during
treatment (if appropriate and beneficial)

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

25

26

27

28

29

30

31

32

33

Page 24 of 30




How to maximise treatment success utilising knowledge of environmental influences (physical and
sensory)

Capability 3d: Referrals and collaborative management
Physiotherapists should be able to:

Recognise delirium/acute confusion and refer for urgent medical review

Work collaboratively and educate family members, caregivers, volunteers and other members of
the multi-disciplinary team within their area of expertise

Recognise the need for other health professionals’ input and make appropriate referrals
Understand available community resources and refer to community, social and advocacy supports
and services where appropriate for both the person with dementia and the caregiver

Direct the person with dementia and/or their caregiver to appropriate and reputable written and
online resources
Promote, co-ordinate and/or manage safe and timely care transitions over time

34

35

36

37

38

39

40

4. DOMAIN: Communication, therapeutic relationship and person-centred care
Capability 4a: Communication
Physiotherapists should be able to:

Introduce themselves to the person with dementia and caregiver and explain their role and
purpose of visit (at the start of each session, and if needed at any stage)

Anticipate how dementia affects language and communication skills of individuals with different
types and stages of dementia, acknowledging that each person will be different
Actively listen, providing appropriate response time and respond with calmness and clarity

Use a repertoire of verbal communication strategies and adapt these to the individual (e.g.
modulation of tone, pitch, pace, volume, repetition, sentence structure and single versus multi-
stage commands)

Use a repertoire of non-verbal communication strategies and adapt these to the individual (e.g.
body language, facial expression, purposeful gestures, demonstrations, positioning of self at eye
level, strategic use of touch and tactile cues)

Tailor written material to the individual/caregiver and use images to augment communication as
appropriate

Recognise that behaviours may be methods of communication

Understand how the communication and behaviour of others might affect a person with dementia

Actively investigate and resolve potential barriers to communication including sensory impairments
(e.g. vision, hearing), impediments to speech (e.g. oral hygiene, dentures), unmet needs (e.g.
hunger, thirst, toileting) or other elements (e.g. discomfort/pain)

Create an environment that is safe and calm and conducive to effective communication
Be patient and encouraging

Use feedback sensitively and appropriately to foster engagement and improvement
Establish a sense of familiarity, predictability and routine

Capability 4b: Therapeutic relationship and person-centred approach
Physiotherapists should be able to:

Provide person-centred care by prioritizing individual needs and preferences

Recognise how unique individual attributes, abilities, background, history, experiences, attitudes,
social and cultural perspectives, and values may impact preferences, communication, behaviour
and success of treatment

Understand the role of family and caregivers in person-centred care

o

10

11

12

13

14

15

16
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Use a repertoire of therapeutic relationship building strategies and appropriately adapt these
commensurate with the needs of the individual (e.g. incorporate knowledge of what is important to
the individual, reminiscence strategies, empathy and sensitivity, explore and respect the
individual’s reality, avoid triggers and defuse, distract, and redirect)

5. DOMAIN: Physiotherapists self-management and improvement
Capability 5a: Self-management
Physiotherapists should be able to:

Maintain their own wellbeing while acknowledging the specific challenges and rewards of working
with people with dementia

Seek peer support as required (physiotherapist or other profession)
Capability 5b: Professional development and promotion of the profession
Physiotherapists should:

Seek relevant professional development opportunities

Promote their role in working with people with dementia

Advocate for inclusive and dementia friendly design and environment in their workplace and
community

17

aPlease note: variable terminology is used for behavioural and psychological symptoms of dementia across the world. We have
used the most common term used in the literature but appreciate that this may change over time. Behavioural and
psychological symptoms of dementia have many precipitating factors (e.g. unmet needs, acute iliness, environment,
discomfort).

Note. n=137 total core capabilities
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Table 4. Summary of qualitative data including wording change suggestions, new core capability suggestions and general comments

Round 1

n=35 panel members

n=129 items in 5 domains and 15
sections

Round 2

n=31 panel members

n=35 items in 5 domains and 13
sections

Round 3

n=28 panel members

n=6 items in 4 domains and 4
sections

Number of wording change suggestions by panel members:

None

One

Two to three
Four to five
Sixto 10

11 to 20
31to 40

Panel members, n(%)
15 (43)

4 (11)

7 (20)

0 (0)

4 (11)

3(9)

2 (6)

1. DOMAIN: Knowledge and understanding

Missing capability suggestions, n
Missing capability examples

15

paratonia (added to 1b,); special
needs to access services (added
1d); medication use on fall risk
(added to 2a, revised 1d); pain

assessment (added to 1c); cultural
considerations (added 1d, already

included 4b)

Capability 1a: Risk factors and prevention

Wording change suggestions, n

9

Capability 1b: Diagnosis and symptoms

Wording change suggestions, n
Capability 1c: Assessment
Wording change suggestions, n

28

5

Capability 1d: Treatment and management

Panel members, n(%)
14 (45)

7 (23)

5(16)

3 (10)

1(3)

1(3)

0 (0)

3

dignity (already included in 2b);
elder self neglect; anosognosia
(added)

n/a, no items this Round

Panel members, n(%)
23 (82)

3(112)

2(7)

0(0)

0(0)

0(0)

0 (0)

1

pain assessment and

management (previously added)

n/a, no items this Round

n/a, no items this Round
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Wording change suggestions,n 7 3 n/a, no items this Round
Capability 1e: Decision making and consent

Wording change suggestions,n 9 0 n/a, no items this Round

2. DOMAIN: Assessment

Missing capability suggestions,n 8 0 1

Missing capability examples how societal attitudes and n/a pain assessment (already
accessibility can impact positively included)

or negatively on well being (added
to 1d); patients previous
occupation, education, hobbies
(added to 2a); ability to adapt
communication (already included

in 4a)

Capability 2a: History-taking

Wording change suggestions,n 19 4 n/a, no items this Round

Capability 2b: Assessment

Wording change suggestions, n 12 9 4

3. DOMAIN: Management, interventions and prevention

Missing capability suggestions,n 7 2 2

Missing capability examples Creating written materials for memory/errorless learning pain management (already
patients and carers tailored to their (already included) included)

individual situation (already
included 4a); | suggest that sensory
aids are added to the list of aids
(added to 3c); management of
stress and distress (revised 3a)
Capability 3a: Evidence-based interventions to improve physical function and participation and reduce risk

Wording change suggestions, n 17 6 0
Capability 3b: Tailoring interventions to the person
Wording change suggestions,n 9 1 n/a, no items this Round
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Capability 3c: Tailoring the environment

Wording change suggestions, n 11 3 n/a, no items this Round
Capability 3d: Referrals and collaborative management

Wording change suggestions,n 6 2 n/a, no items this Round
4, DOMAIN: Communication, therapeutic relationship and person-centred care

Missing capability suggestions, n 1 0 0

Example missing capability it is important that we are n/a n/a

recognisable, this could be due to
context (where we see the patient),
our uniform, name tag and
introducing ourselves and our role
every time (added to 4a)

Capability 4a: Communication

Wording change suggestions, n 12 10 1

Capability 4b: Therapeutic relationship and person-centred approach

Wording change suggestions, n 4 n/a, no items this Round n/a, no items this Round
5. DOMAIN: Physiotherapists self-management and improvement

Missing capability suggestions, n 4 0 0

Missing capability examples Promote their role in the n/a n/a

multiprofessional team around
people with dementia (sufficiently
covered in 5b); how important it is
as a physiotherapist to influence
national agenda, policies,
guidelines, influence training
curriculum and share knowledge
Capability 5a: Self-management

Wording change suggestions,n 6 2 n/a, no items this Round
Capability 5b: Professional development and promotion of the profession
Wording change suggestions,n 2 5 n/a, no items this Round
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Total wording change 156 49 8
suggestions for each round, n

Missing capability suggestions 7 All were suggested after All were suggested after
after completion, n completion completion
Total suggestions for new core 42 5 4
capabilities, n
Uncategorised 6 8 (3 positive comments about 1
suggestions/comments, n improvements)
Example of uncategorised | feel | used high ratings overall - “I am thrilled you are doing Requesting removal of stress and
comments and wonder if it is possible to have  this!!”; “great improvements distress from footnote, or
the skills without specific training and refinements this round, well additional examples to be
as bachelor in Physiotherapy often  done!”; suggested wording provided (stress and distress
contain very little training in change to heading 3a (change associated with dementia
dementia specific topics.; The accepted); suggestion to use removed from footnote)
definition of a fall is not universal ‘living with dementia’; ‘All
and currently does not take into capabilities seem important to
consideration the views of people me, but in my opinion not all are
who fall and the experts in important for physiotherapists.’;

movement system science.

Note. n/a = not applicable
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