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Abstract

Background: Global mortality rates from dementia continue to rise.
Evidence suggests that there is limited provision of palliative care for
people with dementia and this is a cause of grave concern. The
coronavirus disease 2019 (COVID-19) pandemic has further exposed
the inequalities of care for this vulnerable population. Proactive
palliative care, delivered by multidisciplinary healthcare professionals
(HCPs), can offer significant benefits to people with dementia.
However, little is known about the components of effective education
and training for HCPs who care for people with advancing dementia at
end of life.

Objective: The aim of this scoping review is to identify effective
education and training interventions for HCPs, who care for people
with advanced dementia approaching end of life.

Inclusion criteria: Studies that used a palliative care educational
intervention for HCPs working with patients with dementia will be
included. Studies that explore undergraduate or postgraduate
education and training in dementia palliative care for HCPs will be
included. Study designs such as quantitative, qualitative, mixed
method studies, and case studies will be included.

Methods: The Joanna Briggs Institute (JBI) methodology for scoping
reviews will be used for this review. The following databases will be
searched: CINAHL, ERIC, Medline, SocIndex, PsycINFO. In addition,
grey literature searches will be limited to the first 100 searches using
Google Scholar and Open-Grey. Study selection will involve the
reviewer screening titles and abstracts. Then, two independent
reviewers will further assess the studies in full for those that meet the
inclusion criteria. In line with the JBI framework, data will be extracted
using a draft data extraction tool. This will facilitate a chronological
narrative synthesis of results in line with the study’s overall aim to
identify effective education and training interventions for HCPs, who
care for patients with dementia, nearing end of life.
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Introduction

Dementia can be defined as an insidious, chronic progressive
disability of an individual’s cognition and physical character-
istics, leading to progressive impairment of cognitive function-
ing, particularly in the domains of memory, comprehension,
language, orientation and judgement'?. Dementia is the seventh
leading cause of death in the world®. Tt is estimated that 55 million
people have dementia worldwide at present and this is set to
increase to 139 million by 2050°. Additionally, global mor-
tality rates from dementia have increased, that is, between
2000 and 2019, the number of deaths from Alzheimer’s
disease have more than doubled, increasing by 145.2% based
on death certificates’ records'.

The coronavirus disease 2019 (COVID-19) pandemic has further
exposed limitations of care for people with dementia (PwD)*.
There were at least 42,000 more deaths from Alzheimer’s
disease and other dementias in 2020 compared with the
average of the five years before 2020°. Moreover, for indi-
viduals aged over 85 years who died of COVID-19, dementia
was listed in up to 20% of causes as the cause of death®. The
risk factors for dementia in general are also the major risk
factors for poor outcomes which COVID-1978. The pandemic
has also led to concerns about a proliferation in the use of
anticipatory care that has not been researched or evaluated, for
example escalated antipsychotic use and the rationing of care
for frail persons including those with dementia, in contraven-
tion to their human rights’. In addition, the lack of appropriate
palliative care for individuals with dementia during the
COVID-19 pandemic is of grave concern, as many patients
have not been able to adequately receive care'®.

Proactive palliative care in PwD 1is favoured by caregivers
and clinicians and offers benefits throughout the course of the
illness, from diagnosis to the terminal phase'"!?. Palliative
care can be defined as: “an approach to care that improves the
quality-of-life of patients and their families facing problems
associated with life-threatening illness, through the prevention
and relief of suffering by means of early identification and
impeccable assessment and treatment of pain and other problems,
physical, psychosocial and spiritual”'®. People with demen-
tia are not often identified as having palliative care needs, for
example, it is recognised that they may suffer in the advanced
stages with symptoms such as pain, breathlessness, eating
problems, neuropsychiatric symptoms and as a result this often
leads to delays in them receiving palliative care'*. Moreover,
timely recognition of these symptoms for individuals with
dementia approaching end of life is important to ensure that
they receive the right amount of care at the right time'.

The Irish National Dementia Strategy'® highlights that training
and education for healthcare professionals in dementia pal-
liative care is one of its primary goals. However, education
and training for healthcare professionals (HCPs) working with
individuals with advanced dementia approaching end of life is
often limited. Internationally, the US Department of Health
and Human Services!” highlight that healthcare skills and
knowledge to provide effective care for people with demen-
tia is lacking. This is further demonstrated by Eriksson and
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Saveman by identifying that poor staff skills, knowledge and
attitudes are reported to contribute to low standards of care
of PwD'.

While education and training of HCP has been advocated,
there is limited evidence regarding the effective components of
dementia palliative care educational interventions or whether
these interventions lead to positive outcomes. Educational
interventions need to move beyond simple dissemination
of knowledge to the actual application and use of knowledge.
This proposed scoping review will be guided by the Cochrane
Effective Practice and Organisation of Care Group (EPOC)
to ensure only studies that meet the definition of these educa-
tional interventions'®?. A preliminary search of the Medline
(via EBSCO) and CINAHL databases did not find any
scoping reviews for dementia palliative care education and
training for HCPs. In addition, the PROSPERO database was
searched and did not identify any similar review protocols.

Aim

This scoping review aims to identify effective education and
training interventions for HCPs, who care for people with
advanced dementia approaching end of life.

Objectives
(1) To identify studies that have used education and train-
ing interventions for HCPs in patients with dementia,
nearing end of life.

(2) To critically appraise and identify curricular com-
ponents of effective interventions in this patient
population.

(3) To use this critically appraised evidence base, to inform
the design of dementia palliative care education and
training for HCPs.

Purpose
To identify and understand effective educational/training inter-
ventions to date that are in use by HCPs for PwD. To inform
the future design of effective dementia education/trainings for
HCPs, with the aim of leading to better dementia palliative care
for PwD.

Methods

The Joanna Briggs Institute (JBI) methodology will be imple-
mented for this scoping review due to its consideration and
effectiveness of primary evidence found in both qualitative
and quantitative research?'. This scoping review protocol was
registered with Open Science Framework on 30 December 2021
(DOI 10.17605/0SEI0/BWQU7).

Inclusion criteria

Population. This review will consider studies that include an edu-
cation or training intervention for HCPs in the area of dementia
palliative care from 01/01/1990 to 30/12/2021 HCPs will be
defined based on the World Health Organisation (WHO) guide-
lines for individuals that work in a health care setting'®. These
will include medical doctors both generalist and specialist
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practitioners, nursing professionals including public health
nurses, speech and language therapists, occupational therapists,
physiotherapists, psychologists, and dietitians. This list is not
exhaustive for the purposes of inclusion criteria as any studies
that include HCPs that attended training may be considered.
Furthermore, studies with participants undertaking education/
training in both undergraduate and postgraduate settings will
be included.

Concept. This scoping review protocol is developed to deter-
mine the type and extent of educational interventions available
for HCPs working with people with dementia palliative care.
Therefore any study with a focus on education and training for
healthcare professionals will be reviewed and considered.

Education for HCPs is multifaceted, comprising of educa-
tional philosophy, theory, principles and processes to generate
knowledge synthesis, that often takes place in a busy clinical
environment to solve complex clinical problems!*?>?. Effective
education can be measured based on learning outcomes, which
are ‘ideally written as specific, measurable, attainable, relevant
and ‘time-bound’®*?*. Traditional education domains include
cognitive, psychomotor and behaviours®, however, training in
healthcare education includes domains that are more complex
because of their clinical context and this is particularly true for
patients with dementia approaching end of life. Effective train-
ing is the application and mastery of these skill domains which
promotes learning?*®. As dementia care includes multiple
domains of clinical, ethical, social and medical issues, this
study will include both aspects of education and training for
HCPs working with PwD.

Context. HCPs working with PwD undertake their education
and training in a range of settings such as their practice, nursing
homes, hospitals, palliative care specialist centres or the patient’s
home. As a result, any studies where education and training
in any settings or location will be considered in this review.
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Types of studies. Qualitative, quantitative, mixed methods stud-
ies and observational studies that use an educational or learning
intervention for HCPs working PwD in a palliative care setting.
Case studies will not be included in this scoping review.

Search strategy

A three-step search strategy will be used for this protocol as
outlined by the JBI guidelines®. Step one has already been
completed; this included a broad search of CINAHL and
Medline (via EBSCO by reviewer WH) which included key
words for healthcare professionals, dementia, palliative care and
education/ training. Step two; the titles and abstracts were
reviewed to ensure key words matched the study criteria®?’,
thus ensuring that there was adequate data available to undertake
this review. The search strategy was developed by two review-
ers (WH and TF) with the support of a librarian in University
College Cork. This search strategy is outlined in Table 1,
which outlines the language filters and the date of the search.
Step three of the search strategy will include a review of the
reference lists of the studies that meet the search criteria. The
following data bases will be searched based on guidance by
a librarian, these will include CINAHL, ERIC, SocINDEX,
Medline, PsycINFO and Cochrane. In addition, grey literature
searches will include Google Scholar and Open-Grey.

Study selection

Once the above JBI three step search strategy has been com-
pleted, all the relevant and identified citations will be uploaded
to EndNote 20. Next, the titles and abstracts will be independ-
ently reviewed by two reviewers (WH and TF) using Rayyan
software® for assessment of inclusion criteria. If uncertainty
exists, a third reviewer (TOS) will independently assess. The
next step will involve screening the full text of selected stud-
ies will be screened. Studies that do not meet the inclusion
criteria will be excluded. A detailed documentation outlining
the search will be reported in a preferred reporting items for
systematic reviews and meta analysis (PRISMA) diagram?.

Table 1. Strategy: CINAHL plus full text. Date of search: 09/12/21.

Number Search Terms Records
Retrieved
#1 "Healthcare profession*"OR “Social Care Profession*” OR “Speech and 2,191,385
Language” Or Nurs* OR “Psycholog*” or Physio* Or “Occupational Ther*” OR
GP* OR “general pract*” OR “family practi*” Or “Dieti*” OR “Primary Care”
#2 Dementia OR Alzheimer* OR “cognitive impairment” OR “memory loss” 127,294
#3 “Palliative Care” OR “End-of-Life Care” OR “Terminal care” OR “Hospice Care” 69,668
#4 Education OR Training OR Learning OR Teaching OR Workshop* 1,013,915
#5 #1 and # 2 50,036
#6 #2 and #3 2,741
#7 #3and # 4 12,660
#8 #1and#2and #3 1,442
#9 #1land#2and#3and # 4 356
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Data extraction

In line with the JBI guidelines, data extraction will include study
characteristics such as author, year, type of study, publication
titled, country, clinical settings, participant, purpose, educa-
tion content, mode of delivery and key findings. Kirkpatrick’s
Framework will be used to report the effectiveness of the edu-
cational intervention and to report the outcomes of identified
studies to dementia palliative care education for health care
professionals***!.  The Kirkpatrick Framework consists of
four levels of hierarchy of assessing education and training
and it has been used widely to evaluate educational inter-
ventions in healthcare settings®>. These four levels are;
1. “Reaction measures the learners’ value they perceive in the
educational intervention, 2. Learning measures improvements
in their knowledge, 3. Behaviour measures their capability
applied in context, and 4. Result measures the impact the training
on the target outcome — in this case, patient level outcomes”?*303!,
The initial draft data extraction will be independently
assessed by two reviewers, and any modifications will be
made where necessary. Such modifications will be docu-
mented in detail in the scoping review report. The data will be
extracted by one reviewer and a second reviewer will deter-
mine if any changes need to be made. If any disagreements
arise a third independent reviewer will reassess. If any
papers do not outline in full their data or if there is missing
information, the reviewers will contact the authors to obtain such
information.

Data presentation

A narrative synthesis of the data in line with our study aims and
objectives of this scoping review will be presented in chrono-
logical order. This review will highlight the important aspects
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of education and training for HCPs working with PwD in a
palliative care setting. The Kirkpatrick Framework will assess
the effectiveness of such educational interventions as outlined
above and based on the four levels; various training interventions
will be tabulated in their appropriate categories.

Dissemination of information

This study’s findings will be disseminated via publication
in an academic international peer reviewed journal. We also
plan to present our findings at national and international con-
ferences targeting HCP, who care for people with advanced
dementia approaching end of life. We also aim to disseminate
this work through professional bodies such as the Irish
College of General Practitioners, the Health Service Executive,
and the Dementia Research Network of Ireland.

Study status

This scoping review is currently at stage one; that is to explore
and document the evidence relating to education and training
for HCPs by identify effective education and training interven-
tions for HCPs, who care for patients with dementia, nearing
end of life.
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No data are associated with this article.
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v

Marieke Perry
Department of Geriatric Medicine, Radboudumc Alzheimer Center, Radboud University Medical
Center, Nijmegen, The Netherlands

This proposed review addresses a very relevant topic, of which the urgency is clearly described:
Palliative care for persons with dementia is limited. Its urgency is underlined by the COVID-19
pandemic. Training of HCPs is needed, but little is known of effective training programs on the
topic of proactive palliative care. The introduction could gain from including the white paper of
v.d. Steen et al (2014)" which defines relevant elements and issues for palliative dementia care
based on a Delphi procedure.

Aim:
Many palliative care tools and training programs have been developed over the last decade. A
review is therefore an adequate design for evidence synthesis.

Methods:

Clearly described according to JBI methods and PRISMA guidelines. The proposed search strategy
seems adequate for the design (scoping review). I wonder whether the authors considered
including specific proactive palliative care elements as advance care planning (and other elements
as defined in the v.d. Steen white paper) in the search strategy, as these may bring more focus to
the paper than a broad topic as palliative care. For the categorization of outcomes the Kirkpatrick
framework is adequately proposed.
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Is the study design appropriate for the research question?
Yes

Are sufficient details of the methods provided to allow replication by others?
Yes

Are the datasets clearly presented in a useable and accessible format?
Not applicable

Competing Interests: No competing interests were disclosed.

Reviewer Expertise: Primary care, dementia, advance care planning, interprofessional
collaboration

I confirm that I have read this submission and believe that I have an appropriate level of
expertise to confirm that it is of an acceptable scientific standard.
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? Katherine Lawler

Wicking Dementia Research and Education Centre, University of Tasmania, Hobart, Tas, Australia

Thank you for the invitation to comment on this scoping review protocol, which addresses
education and training in dementia palliative care, the importance of which has been emphasised
during the COVID-19 pandemic. The protocol is well-written, including a comprehensive and
appropriate choice of databases and guided by strong methodology through the Joanna Briggs
institute.

The main question I have for the authors is regarding the choice of scoping review methodology
rather than systematic review methodology. It seems that the objectives of this review could sit in
either camp, and perhaps the choice of scoping review needs to be described a little more clearly.
The JBI manual for evidence synthesis has a summary of 'why a scoping review' in section 11.1.1.
Of note, systematic reviews may consider qualitative research and quantitative study designs
other than randomised controlled trials.

In addition, please note the following comments:

1. In Australia we are trying to move away from abbreviations such as PwD. I'm not sure if
similar guidelines exist in Ireland. This does not necessarily need to be changed in this
protocol, but could perhaps be considered when publishing the outcomes. See
https://www.dementia.org.au/resources/dementia-language-guidelines
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2. Can you please clarify how the review will be guided by EPOC? Perhaps this will sit better in
the methods section.

3. The objectives mention critical appraisal - which would be important to support the review's
purpose. However, I am not sure there is any description in the methods about how the
included papers will be critically appraised?

4. Types of studies - please note whether peer review is a requirement or not, in your review.

5.If planning to re-run the search for any purpose, you could consider search terms that will
include international terms for some of the allied health professions e.g. physical therapist,
speech pathologist.
Wishing you all the best as you complete this important piece of work.

Is the rationale for, and objectives of, the study clearly described?
Yes

Is the study design appropriate for the research question?
Partly

Are sufficient details of the methods provided to allow replication by others?
Partly

Are the datasets clearly presented in a useable and accessible format?
Not applicable

Competing Interests: No competing interests were disclosed.

Reviewer Expertise: Clinical care for people with dementia, dementia education for health
professionals, systematic and scoping reviews.

I confirm that I have read this submission and believe that I have an appropriate level of
expertise to confirm that it is of an acceptable scientific standard, however I have
significant reservations, as outlined above.

Author Response 12 Jan 2023
William Hutch, University College Cork, Cork, Ireland

Many thanks for taking the time to review our scoping review protocol and we greatly
appreciated your feedback. Please see below our responses to your comments. We hope
these are satisfactory.

(a) RE: the choice of scoping review methodology rather than systematic review
methodology.
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“The main question I have for the authors is regarding the choice of scoping review
methodology rather than systematic review methodology. It seems that the objectives of
this review could sit in either camp, and perhaps the choice of scoping review needs to be
described a little more clearly. The JBI manual for evidence synthesis has a summary of 'why
a scoping review' in section 11.1.1. Of note, systematic reviews may consider qualitative
research and quantitative study designs other than randomised controlled trials.”

RESPONSE:

Please see “Introduction” section and we added:

“Due to this limited evidence, our aims were broad which was more suited for a scoping
review, rather than a systematic review which would be to sum up the best available
research on a specific question 19. 20"

19. Arksey H, O'Malley L: Scoping studies: towards a methodological framework. Int / Soc Res
Methodol. 2005;8(1):19-32. 10.1080/1364557032000119616

20. Munn Z, Peters MDJ, Stern C, Tufanaru C, McArthur A, Aromataris E. Systematic review or
scoping review? Guidance for authors when choosing between a systematic or scoping
review approach. BMC Med Res Methodol. 2018 Nov 19;18(1):143. doi: 10.1186/s12874-018-
0611-x.

In addition, please note the following comments:

1. In Australia we are trying to move away from abbreviations such as PwD. I'm not sure if
similar guidelines exist in Ireland. This does not necessarily need to be changed in this
protocol, but could perhaps be considered when publishing the outcomes. See
https://www.dementia.org.au/resources/dementia-language-guidelines

RESPONSE: We agree & we have changed “PwD" to “Persons with Dementia” throughout the
manuscript

2. Can you please clarify how the review will be guided by EPOC? Perhaps this will sit better
in the methods section.

RESPONSE: Yes we agree this sits better in the methods section, under the concept
heading:

The Cochrane Effective Practice and Organisation of Care Group (EPOC) give clear
definitions of educational interventions such as educational outreach, meetings, audit and
feedback and they have reviewed how such interventions lead to behavioural change as
well as knowledge translational activities 23. Based on the EPOC, the authors will ensure the
inclusion of studies that meet the definition of the educational interventions as per their
guidelines.

23 Grimshaw JM, Eccles MP, Lavis JN, et al.: Knowledge translation of research findings.
Implement Sci. 2012; 7: 50.

3. The objectives mention critical appraisal - which would be important to support the

Page 10 of 11


https://www.dementia.org.au/resources/dementia-language-guidelines

HRB O pe n Resea I'c h HRB Open Research 2022, 5:13 Last updated: 20 JAN 2023

review's purpose. However, I am not sure there is any description in the methods about
how the included papers will be critically appraised?

RESPONSE: Please see: Methods section; Date Extraction

Added “ The Kirkpatrick's Framework will be used to critically appraise and report the
effectiveness of the educational intervention and to report the outcomes of identified
studies to dementia palliative care education for health care professionals”

4. Types of studies - please note whether peer review is a requirement or not, in your
review.

RESPONSE: Please see: Methods sections, Types of studies;
“Peer review is not a requirement for studies to be included”

5. If planning to re-run the search for any purpose, you could consider search terms that
will include international terms for some of the allied health professions e.g. physical
therapist, speech pathologist.

RESPONSE: Yes we agree and we acknowledge this may be a limitation to our search
strategy.

Competing Interests: We declare no competing interests
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