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Abstract
Background  Most people living with dementia live in their own home supported by family carers. One of the most 
challenging problems they face is managing toilet-use and continence. Carers have repeatedly asked for better 
advice from healthcare professionals. The purpose of this systematic review was to inform the development of an 
intervention to support healthcare professionals to provide existing continence management advice to the carers 
of people living at home with dementia. It aimed to identify and synthesise lessons from the development and 
evaluation of interventions, involving primary or community healthcare professionals, to support the provision of 
management advice aimed at supporting people living at home with dementia and their carers with activities of daily 
living. Due to a lack of relevant continence or toilet-use interventions, this included, but was not limited to, toileting or 
continence care.

Methods  Literature (February 2009-November 2022) was searched using five databases: MEDLINE (Ovid); PsycINFO 
(Ovid); EMBASE (Ovid); Cumulative Index to Nursing and Allied Health Literature (CINAHL) (EBSCO); and Cochrane 
Central Register of Controlled Trials (CENTRAL). Empirical studies using a variety of methodologies were included and 
thus the quality of papers appraised using the Mixed-Methods Appraisal Tool. No studies were excluded based on 
quality. A narrative synthesis was undertaken.

Results  Twelve articles reporting on 10 interventions were included. Most comprised the provision of online 
resources only, although some combined these with online or face-to-face contact with healthcare professionals. 
A variety of methodologies was utilised including randomised controlled trials. The quality of included studies was 
variable. Six main themes were identified: mode of delivery; targeted and tailored resources; content, design and 

Interventions delivered by primary or 
community healthcare professionals 
to support people living at home 
with dementia with activities of daily living: 
a systematic review and narrative synthesis
Helen Chester1, Barbara Bradbury2, Miriam Santer3, Leanne Morrison4, Mandy Fader5, Jane Ward6, Jill Manthorpe1 
and Catherine Murphy2*

http://creativecommons.org/licenses/by/4.0/
http://crossmark.crossref.org/dialog/?doi=10.1186/s12877-024-05465-5&domain=pdf&date_stamp=2024-10-22


Page 2 of 17Chester et al. BMC Geriatrics          (2024) 24:860 

Background
Worldwide dementia is a major cause of disability in 
older people (aged 65 and over) with more than 55 mil-
lion people having dementia worldwide [1]. In the United 
Kingdom (UK) an estimated 61% of older people living 
with dementia live in their own homes [2]. Most people 
would rather live in their own home if diagnosed with 
dementia [3]. The majority of people living with dementia 
are supported by informal carers or caregivers, namely 
family members and friends [1] with approximately 
700,000 carers supporting people living with dementia in 
the UK [4]. They provide a range of support with activi-
ties of daily living (ADLs) including personal care, and 
completing practical tasks such as shopping, meal prepa-
ration and laundry and instrumental activities of daily 
living (IADLs) such as medication management [5–7]. 
Carers should have access to evidence-based informa-
tion and support so that they can provide good care and 
manage the demands of their caring role to enable people 
living with dementia to live well at home for as long as 
possible [8]. This also includes information about how to 
manage behaviour which impacts on the performance of 
basic and instrumental ADLs [9].

One of the most common problems for people living 
with dementia, and their carers, is managing toilet-use 
and continence problems and these problems can have 
a substantial negative impact on either or both parties 
[10, 11]. It can give rise to health problems, such as infec-
tions or skin breakdown, psychological problems includ-
ing anxiety and depression, and can also increase stigma, 
social isolation and breakdown in care at home [10, 12]. 
Retaining the ability to independently use the toilet is 
the ADL rated most important by carers [13]. Despite 
this evidence, carers have repeatedly called for improved 
support to help them cope with continence needs [10, 
11]. Specifically, they have stated that they would ben-
efit from proactive input (including information) from 
the healthcare professionals with whom they come into 
contact [10, 14]. Many have asked for help in manag-
ing specific continence needs (e.g. containing bladder 

and bowel leakage), but also for continence related con-
cerns linked to behavioural challenges, such as apathy or 
repetitive toilet-use. In response to this need, following a 
qualitative study with carers, people living with demen-
tia, and nurses [10, 15], and reviewing available evidence, 
we developed detailed practical guidance to support car-
ers with continence care. However, it was also clear from 
this work that many carers wanted healthcare profession-
als to be proactive in talking about continence problems, 
but healthcare professionals did not feel equipped to do 
so [15]. Therefore, we planned the development of an 
intervention to improve the continence care support pro-
vided by healthcare professionals for people living with 
dementia and their carers. Recognising the time limita-
tions facing healthcare professionals, we accepted that 
an implementable intervention would need to be low-
intensity, involving little direct communication. We also 
recognised that the evidence to support healthcare inter-
ventions for ADLs is sparse and inconclusive [16, 17]. We 
further acknowledged that many interventions developed 
to support people living at home with dementia and their 
carers can be ineffective if they fail to consider the com-
plexities of living with the condition and are not tailored 
to the person with dementia and their carer’s needs [18, 
19].

Given the challenges of developing an effective and 
acceptable intervention, the review reported in this paper 
was undertaken to identify and synthesise lessons from 
previous studies.

Methods
A systematic review was conducted to identify and syn-
thesise lessons from the development and evaluation of 
interventions, involving primary or community health-
care professionals, to support the provision of manage-
ment advice aimed at supporting people living at home 
with dementia and their carers with activities of daily 
living. It took place as part of a wider programme of 
research conducted to develop a new intervention to 
support healthcare professionals to provide continence 

navigation; credibility; user involvement in the development and evaluation of information resources; and role of 
professionals and organisations.

Conclusions  Despite the urgent need to better support people living at home with dementia and their carers, 
this review highlights the paucity of studies reporting on interventions delivered within primary and community 
healthcare contexts to provide management advice aimed at supporting this population with activities of daily living. 
This review has identified important considerations that will potentially aid the development, delivery and evaluation 
of such interventions.

Systematic Review Registration  PROSPERO International Prospective Register of Systematic Reviews 
CRD42022372456.

Keywords  Systematic review, People living with dementia, Family carers, Non-pharmacological interventions, 
Behavioural interventions, Continence, Healthcare professionals, Primary care, Community care
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management advice to carers of people living at home 
with dementia [14]. Earlier research informed the written 
content for the website [15] which was refined through 
qualitative interviews and discussions with public con-
tributors and stakeholders that also took place as part of 
this research programme [14, 20]. This systematic review 
took place alongside these elements. Because of a dearth 
of other studies to learn from regarding continence inter-
ventions, we took a broader view to learn from studies 
where carers were being helped to support people living 
with dementia with daily activities or challenges, includ-
ing but not limited to, toileting or continence care. We 
were able to do this because the continence specific 
advice had already been developed as part of our wider 
research programme and the focus of this study was on 
the delivery of that advice. Therefore, the review primar-
ily sought to identify and synthesise lessons to inform 
the development of the intervention to support primary 
or community healthcare professionals to provide advice 
rather than the substantive content of the advice itself.

The research programme utilised a person-based 
approach (PBA) [21]. The PBA provides a methodologi-
cal approach for ensuring that the user of an interven-
tion and their context is considered through all stages of 
development. It offers tools (such as the ‘table of plan-
ning’) to help plan and progress toward developing a 
theory [22]. The PBA approach involves the systematic 
investigation of the “beliefs, activities, needs and situa-
tion of the people who will be using the intervention” (p.1) 
through research [21]. Its aim is to “ground the develop-
ment of behaviour change interventions in a sensitive 
awareness of the perspective and lives of the people who 
will use them” (p.1) [21]. This involves the development 
of ‘guiding principles’ which focus on what is needed to 
make the intervention acceptable, feasible, useful, and 
engaging for the users for whom it is designed. These 
are developed and progressively refined throughout a 
study as evidence and data are gathered [23]. Reflecting 
the PBA - the wider framework used for this study [21] 
- attention in the review was given to relevant contextual 
or environmental factors; influences on target behav-
iours; barriers and facilitators of the intervention; and 
promising intervention features.

This review is registered in the International Pro-
spective Register of Systematic Reviews PROSPERO 
(CRD42022372456) and is reported according to 
PRISMA (Preferred Reporting Items for Systematic 
Reviews and Meta-Analyses) guidelines [24].

Search strategy and selection criteria
The following five databases were searched separately: 
MEDLINE (Ovid); PsycINFO (Ovid); EMBASE (Ovid); 
Cumulative Index to Nursing and Allied Health Lit-
erature (CINAHL) (EBSCO); and Cochrane Central 

Register of Controlled Trials (CENTRAL). Concepts for 
the search strategy were: non-pharmacological interven-
tions; healthcare professionals in primary or community 
settings; people living with dementia; and living at home/
in the community. The search strategy and search terms 
were developed by the research team and reviewed and 
checked by King’s College London librarians. A search 
strategy was developed appropriate to each database. 
These are detailed in the supplementary tables (Addi-
tional File 1). Retrieved citations from each database 
search were imported into an Endnote library. Endnote’s 
automated de-duplication feature was used to remove 
duplicate references and the database was also manually 
checked for duplicates. Titles and abstracts of articles 
were screened separately by two researchers (HC and 
CM) against the agreed inclusion and exclusion criteria 
using a bespoke screening form. Full text copies were also 
screened by the same two reviewers (HC and CM). End-
note was used to manage references and Excel was used 
to record decisions on eligibility for inclusion. Disagree-
ments were resolved through discussion between review-
ers, consulting with a third researcher if necessary (BB).

Studies were selected according to the criteria in 
Table 1. The parameters for inclusion/exclusion included: 
language; study type; setting; participants; date of publi-
cation/data collection; type of intervention; intervention 
intensity; and publication type. Searches were restricted 
to articles published since the first national demen-
tia strategy in England [25] with articles subsequently 
excluded if data collection pre-dated this. Searches 
were limited to the English language, but no geographi-
cal restrictions were applied. All empirical studies were 
included. As we were interested in interventions deliv-
ered to healthcare professionals (with the end goal of 
helping them to provide support) and interventions deliv-
ered by healthcare professionals to people living with 
dementia and their (paid and unpaid) carers, the popu-
lation of interest included all these groups. As we were 
interested in interventions with a significant element of 
information but with a modest amount of face-to-face or 
other direct contact (as our proposed intervention was 
being designed to fit within the existing clinical envi-
ronment), intervention intensity [26] was included as 
a parameter. Intervention intensity is defined as dose x 
dose frequency x total intervention duration. We limited 
the total intensity to no more than three hours of health-
care professional time. However, no restrictions were 
placed on number of online or email contacts or fre-
quency/duration of self-directed learning. Studies were 
also restricted to those relating to the providing support 
with either IADLs (such as medication management and 
communication) and ADLs (such as mobility and help 
with going to the toilet) [27]. Due to the limited literature 
specifically focusing on ADLs, we additionally included 
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interventions that may more broadly address support-
ing the management of behavioural symptoms support-
ing with/managing behavioural symptoms (e.g. apathy 
or indifference) aimed at enabling the person living with 
dementia to continue to perform their usual ADLs or 
the carer to provide support with them. Therefore, if the 
intervention focussed on supporting the management of 
behavioural symptoms it had to do so in the context of 

a carer providing daily care which, by its nature, is sup-
porting ADLs/IADLs [5, 9, 28, 29]. This is because many 
of the continence challenges faced by carers are associ-
ated with behavioural problems (e.g. apathy or repetitive 
habits). For this reason the two Huis in Het Veld et al.’s 
publications [30, 31] were included as they included ele-
ments to manage apathy or indifference and nighttime 
restlessness.

Table 1  Inclusion and exclusion criteria
Parameters Inclusion criteria Exclusion criteria
Participants/care 
recipient group

• Healthcare professionals supporting peo-
ple (18 years and over) living with dementia 
at home and their (unpaid and paid) carers
• People with dementia (18 years and over) 
and their (unpaid and paid) carers

• Children/adolescents (under 18 years)
• Healthcare professionals supporting child/adolescents (under 18 years) or 
adults with other conditions only
• People with mild cognitive impairment

Language English language Language other than English
Type of intervention Any non-pharmacological interventiona 

involving primary or community healthcare 
professionals, to support the provision of 
management advice aimed at supporting 
people living at home with dementia and 
their (unpaid and paid) carers with activities 
of daily living b, c

• Pharmacological intervention or use of supplements
• Devices, technology or adaptations
• Exercise or physical activity or participating in a specific activity (e.g. singing)
• Therapyd (e.g. counselling, cognitive stimulation/rehabilitation, occupational 
therapy)
• Evaluation of model of care, specific role or service
• Support groups or forums

Intervention 
intensitye

Interventions with three or fewer face-to-
face contacts of one-hour duration or less

Interventions with more than three face-to-face contacts or contacts of more 
than one-hour duration.

Setting • Primary care
• Community setting (own home or carers’ 
home)

• Care homes (residential and nursing)
• Group homes
• Sheltered/supported housing
• Residential respite care
• Residential rehabilitation
• Day care or respite care outside the home
• Hospital
• Long-stay facilities

Dates Data collected from 3rd February 2009 Data collected before 3rd February 2009
Design/study typef Empirical (quantitative and qualitative) work 

using both primary and secondary data and 
a variety of methodologies including quality 
improvement studies, case studies, national 
surveys and systematic reviews.

Commentaries, opinion pieces and descriptive articles without relevant 
empirical data. Observational studies without an intervention.

Publication type Peer reviewed literature only • Individual client case studies
• Book reviews
• Editorials
• Study protocols
• Commentaries/opinion articles
• Conference abstracts
• Dissertation/PhD theses
• Non-peer reviewed literature
• Grey literature (including research reports and national government reports)

a“any sort of intervention not directly involving a medication; attempting to optimise a complex patient’s healthcare needs or to better manage their chronic illness” [28]. Their aim 
is to “improve or at least maintain the individual’s cognitive function, enable the person to continue to perform usual activities of daily living, and/or address behavioural symptoms 
that often accompany memory impairment” [29].
bIncludes interventions developed or delivered by healthcare professionals or delivered to healthcare professionals to help them to support people living with 
dementia and carers at home. The term paid carers refers to homecare workers.
c [6, 7].
dTherapy includes: mindfulness, music therapy, reminiscence therapy, cognitive stimulation therapy/brain stimulation/cognitive rehabilitation, physical therapy or 
occupational therapy; counselling or emotional support; group therapy or support; acupuncture/acupressure.
e Intervention intensity is defined as “dose x dose frequency x total intervention duration” [26]. We have limited intervention intensity to 3 h of healthcare professional 
time (maximum of 3 one-hour sessions).
fstudies that reported findings rather than theoretical or conceptual pieces “the simple test of relevance for inclusion is to specify that each reference must relate to some form 
of research, inquiry, investigation or study” [32].
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Data extraction and analysis
Using a bespoke predesigned data extraction tool 
adapted from the Joanna Briggs Institute’s data extrac-
tion form [33], data were extracted by HC on study 
design and methodology; country; sample size includ-
ing types of participants; development/delivery of the 
intervention and its components; and the focus of the 
intervention (reported in Table 2). Data relating to inter-
vention development, implementation and evaluation 
were also extracted [34]. Within this, reflecting the wider 
framework used for this study [21], attention in the data 
extraction process was given to relevant contextual or 
environmental factors; influences on target behaviours; 
barriers and facilitators of the intervention; and promis-
ing intervention features by including these as elements 
on the data extraction form (Additional File 2).

One reviewer (HC) assessed the quality of included 
empirical papers using the Mixed-Methods Appraisal 
Tool (MMAT) [35]. This was used as the review cov-
ers a range of studies including qualitative research; 
randomised controlled trials; non-randomised studies; 
quantitative descriptive studies; and mixed-methods 
studies. These judgements were checked by a second 
reviewer (CM) with disagreements resolved through dis-
cussion. This was undertaken for descriptive purposes 
and did not form part of the inclusion criteria.

Given the purpose of the review and that the studies 
had a variety of objectives and research designs, a nar-
rative synthesis approach was adopted [36]. This is the 
“systematic review and synthesis of findings from multiple 
studies that relies primarily on the use of words and text 
to summarise and explain the findings of the synthesis 
…. the defining characteristic is that it adopts a textual 
approach to the process of synthesis to ‘tell the story’ of 
the findings from the included studies” (p.5) [36]. Particu-
larly relevant to this review is its suitability for system-
atic reviews focussing on a wide range of questions, not 
just those relating to the effectiveness of interventions. 
Here, information about the development and delivery 
of interventions, including details of barriers and facili-
tators of interventions, were the main outcome of inter-
est rather than specific outcomes of an intervention or 
study. Extracted data from each article were collated and 
themes were identified by HC and then discussed with 
co-authors, stakeholders, and public contributors. A nar-
rative encompassing these themes was then developed to 
synthesize and interpret the evidence from the system-
atic review to address the purpose and bring together 
evidence to inform the development and evaluation of 
the intervention being developed by the research team.

Thus this review incorporated the following main 
broad elements of a narrative synthesis process identi-
fied by Popay et al. [37]: developing a theory of how the 
intervention might work, why and for whom (by using 

the person-based approach as our framework to inform 
our data extraction); developing a preliminary synthesis 
of findings of included studies (an initial description of 
the results of included studies – Table 2); exploring rela-
tionships in the data (by synthesising the findings and 
identifying themes across the studies, with a focus on 
intervention facilitators and barriers – narrative synthe-
sis under theme headings); and assessing the robustness 
of the synthesis (incorporation of systematic searches, 
quality appraisal as above and reflections on the quality 
and quantity of available literature). The findings from 
the review were then combined with those from qualita-
tive interviews and stakeholder feedback using a Table of 
Planning (a tool used in the PBA) to work towards devel-
oping a theory of how the proposed intervention might 
work [22].

Results
Selected studies
Of 5547 unique references identified through searches, 
56 were selected for full text assessment from which 11 
papers were eligible for inclusion in this review (Fig. 1). 
One additional paper was included which provided 
details of a process evaluation [30] undertaken as part 
of one of the included studies [31]. We also included 
two papers related to the same intervention at different 
stages of development [38, 39]. This resulted in 12 papers 
reporting on 10 interventions being included.

Table  2 provides an overview of the included studies. 
Most of the 12 papers were from The Netherlands (3) or 
the United States (US) (3). Other countries represented 
included Australia (2); France (1); Northern Ireland only 
(1); and United Kingdom (1) with one multi-country 
study (Germany, France, England). Most interventions (8 
of 10) focussed on general information, knowledge, skills 
or strategies to support people living with dementia with 
activities of daily living. However, 2 had a more specific 
focus (1 medication management and adherence; 1 strat-
egies to reduce the risks of falls at home). Half (5 of 10) 
of the interventions comprised online resources; 2 online 
resources and face-to-face contact with a professional; 1 
online resources and email contact with a professional; 1 
online resources and contact with other carers through a 
forum (moderated by a professional); and 1 face-to-face 
contact only. A variety of methodologies was utilised 
amongst the 12 papers: 4 randomised controlled trials 
(2 pilot, 1 three-arm and 1 cluster); 2 pre-test/post-test 
designs; 2 qualitative studies (semi-structured inter-
views); 2 surveys/questionnaires; 1 study utilising longi-
tudinal and interview data; and 1 process evaluation. The 
quality of included studies as measured using MMAT 
was variable with scores ranging from 0 to 5 (with an 
average of 2). However, as recommended by Hong et al. 
[35]. , no study was excluded on quality grounds.
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Reference Country Study design Sample size Intervention 
development/delivery

Components IADL/ADL 
focusc

Themesd

Barry et al. 
(2020) [40]

Northern 
Ireland

Semi-structured 
interviews 
to inform its 
development

N = 30 (15 GPs; 
15 community 
pharmacists)

Development of inter-
vention for delivery by 
community pharmacists 
to PLWD living in the 
community

-Online video and 
quick reference 
guide for pharma-
cists including tips 
on communicat-
ing with PLWD 
and monitoring 
adherence
-Face to face con-
sultation with PLWD 
and carer

Medicines 
manage-
ment 
including 
adherence

1, 3, 5 
and 6

Cristancho-
Lacroix et al. 
(2015) [41]

France Pilot randomised 
controlled trial; 
semi-structured 
interviews at 
follow-up

N = 49 infor-
mal caregivers 
(intervention = 25; 
control = 24)

Evaluation of web-based 
psychoeducational 
program for informal 
caregivers – recruited by 
geriatricians and forum 
moderated by clinical 
psychologist

− 12 self-directed 
online sessions
-theoretical and 
practical informa-
tion, videos and 
practice guide
– online forum for 
caregivers moder-
ated by clinical 
psychologist

Caregiver 
skills to 
manage 
daily life 
difficulties 
(including 
strategies 
to facilitate 
perfor-
mance 
of daily 
activities)

1, 2 
and 3

Gaugler et 
al. (2015) 
[42]

USA Pre/post-test 
design (survey)

N = 41 family 
caregivers

Evaluation of online psy-
choeducational interven-
tion for family caregivers 
of PLWD including videos 
from community health 
professionals offering 
advice

-3 one-hour online 
training modules
- content includes 
strategies to help 
individuals with 
dementia function 
independently and 
safely

Informa-
tion and 
strategies 
to assist 
individuals 
living with 
dementia 
with perfor-
mance of 
activities of 
daily living
(includ-
ing for 
example, 
mobility)

1, 2, 3, 4, 
5 and 6

Gies and 
Pierce (2021) 
[43]

USA Literature review, 
web-based 
survey and 
evaluation

N = 10 caregivers 
(survey)
N = 12 caregivers 
(evaluation)

Development of web-
based educational mod-
ules developed by nursing 
professionals/students for 
homecare family caregiv-
ers and also intended to 
be used (and added to in 
the future) by healthcare 
nurses and homecare 
clinicians

6 web-based edu-
cational modules 
(gender-specific)

Informa-
tion and 
strategies 
to educate 
carers 
when as-
sisting with 
activities 
daily living 
including 
information 
about how 
to commu-
nicate and 
interact 
when care 
giving

1, 2, 3, 4 
and 6

Table 2  Summary of included studies
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Reference Country Study design Sample size Intervention 
development/delivery

Components IADL/ADL 
focusc

Themesd

Huis In Het 
Veld et al. 
(2019)a [30]

Netherlands Mixed-methods 
process evalu-
ation alongside 
RCT (including 
analysis of email 
contact and 
email/website 
analytics)

Semi-structured 
interviews: n = 12 
caregivers
Interventionists 
(dementia nurses) 
n = 4
Survey:
N = 81 caregivers

Process evaluation of 
online self-management 
support intervention for 
family caregivers including 
contact with dementia 
nurse

Three arms:
1) Major self-man-
agement support 
intervention includ-
ing email contact 
with specialist 
dementia nurse and 
online videos and 
e-bulletins
2) online videos and 
e-bulletins
3) e-bulletins
Information and 
tailored care giving 
strategies

Support 
family 
caregivers 
to manage 
behaviour 
changes to 
maintain 
caring re-
lationship, 
promote 
better inter-
actions, 
self-man-
agement 
of daily 
problems 
relating to 
care recipi-
ent’s de-
mentia and 
perceived 
compe-
tence in 
caring for 
someone 
with 
dementia

1, 2, 3 
and 6

Huis In Het 
Veld et al. 
(2020) [31]

Netherlands 3- arm ran-
domised control 
trial

N = 81 caregivers of 
people living with 
dementia at home

Evaluation of online self-
management support 
intervention for family 
caregivers including con-
tact with dementia nurse

Three arms:
1) Major self man-
agement support 
intervention includ-
ing email contact 
with specialist 
dementia nurse and 
online videos and 
e-bulletins
2) online videos and 
e-bulletins
3) e-bulletins
Information and 
tailored care giving 
strategies

Support 
family 
caregivers 
to manage 
behaviour 
changes to 
maintain 
caring re-
lationship, 
promote 
better inter-
actions, 
self-man-
agement 
of daily 
behaviour 
problems 
relating to 
care recipi-
ent’s de-
mentia and 
perceived 
compe-
tence in 
caring for 
someone

1, 2, 3 
and 6

Table 2  (continued) 
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Reference Country Study design Sample size Intervention 
development/delivery

Components IADL/ADL 
focusc

Themesd

Lewis et al. 
(2010) [44]

USA Formative evalu-
ation (participa-
tion in program 
and follow-up 
questionnaire)

N = 47 caregivers Evaluation of internet-
based psycho-educational 
program for caregivers 
of people with dementia 
developed by profession-
als and caregivers

Protype of 4 online 
modules from 18 
core modules of 
the existing Savvy 
Caregiver Program

Provide 
carers with 
knowledge 
and skills 
they need 
to assist 
with activi-
ties of daily 
living

1, 2, 3 
and 5

Metcalfe et 
al. (2019) 
[45]

Germany, 
France, England

Pilot randomised 
controlled trial; 
semi-structured 
interviews

N = 61 caregivers Evaluation of online 
information and support 
programme for caregivers 
of individuals diagnosed
with young onset de-
mentia. Including content 
provided by professionals.

7 modules in 
multimedia format 
combining written 
and video content,
case-studies, 
presentations from 
professionals, and 
downloadable
materials.

Information 
and skills-
building of 
caregivers 
supporting 
with activi-
ties of daily 
living and 
informa-
tion about 
available 
care and 
support 
and com-
mon prob-
lems and 
solutions

1, 2 
and 3

Meyer et al. 
(2016) [46]

Australia Semi-structured 
interviews 
(baseline and 
follow-up)

N = 25 dyads 
(caregivers and 
people living with 
dementia)

Development of indi-
vidualised falls prevention 
intervention delivered by 
community healthcare 
professionals

- assessment tools 
and discussion tool 
to identify and rank 
falls risk factors
- provide options 
for falls prevention 
strategies

Education 
and advice 
to balance/
reduce 
risk of falls 
whilst 
supporting 
the person 
living with 
dementia, 
maintain-
ing inde-
pendence 
and activity 
levels

2, 3, 4 
and 6

van der 
Roest et al. 
(2010)b [38]

Netherlands Pilot study 
(pretest–posttest 
control group 
design).

N = 28 informal 
caregivers (interven-
tion n = 14; control 
n = 14)

Development of DE-
Mentia-specific dynamic 
interactive
social chart (DEM-
DISC) aimed at carers, 
people with dementia and 
professionals.

-Information on 
practical support 
and coping
-General and 
tailored information 
on dementia care 
and welfare services 
that could poten-
tially fulfil needs

Informa-
tion about 
dementia, 
associated 
needs, and 
care and 
support 
services 
to help 
support 
the person 
living with 
dementia 
with activi-
ties of daily 
living

1, 2, 3 
and 5

Table 2  (continued) 
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What follows is a narrative review organised by themes 
identified in the literature. These themes, including sub-
themes, are summarised in Table  3. These six themes 
were: mode of delivery (including the value of online 
interventions and personal contact); targeted or tailored 
resources; content, design, and navigation; credibility of 
the information or resource; user involvement in devel-
opment and evaluation; and role of professionals and 
organisations.

Mode of delivery
The mode of delivery, that is the method used to deliver 
the intervention was a significant theme. Within this, two 
sub-themes emerged relating to the value of online inter-
ventions (relative to in-person delivery) and personal 
contact either with professionals, or carers in similar 
situations.

Value of online interventions
The value of online interventions was a significant theme 
in the literature [30, 31, 38, 40, 42–45]. In particular, 

studies noted how making information resources avail-
able online removed geographical barriers and the need 
for carers to travel, thus beneficial for those who are time 
poor or who cannot leave the person they are supporting 
[31–38, 42–45]. Online resources can be accessed nation-
ally or internationally at carers’ own convenience without 
incurring travel expenses or disrupting work or home 
life [31, 38, 43] if they have online access and are digitally 
confident. Metcalfe et al. [45] highlighted that “the true 
value of an online resource may be through its continuing 
availability . being able to ‘dip in and out’ of the resource 
as and when information is needed” (p. 1462). This was 
also echoed by Gaugler et al. [42] who also noted that 
carers valued being able to share this information with 
other family members to help educate them about car-
ing. A sense of control over when and where resources 
are accessed and for how long was identified as beneficial 
for carers [44] and online availability of information was 
perceived as making this more accessible to healthcare 
professionals working in busy clinical settings [40].

Reference Country Study design Sample size Intervention 
development/delivery

Components IADL/ADL 
focusc

Themesd

Van Mierlo 
et al. (2015) 
[39]

Netherlands Cluster ran-
domised trial ; 
semi-structured 
stakeholder 
interviews

N = 73 caregivers 
(intervention n = 41; 
control n = 32)
N = 19 case 
managers

DEMentia Digital 
Interactive Social Chart 
(DEM-DISC) an ICT tool to 
support
customized disease man-
agement in dementia for 
use by case managers and 
family and professional 
caregivers

-Information on 
practical support 
and coping
-General and 
tailored information 
on dementia care 
and welfare services 
that could poten-
tially fulfil needs

Informa-
tion about 
dementia, 
associated 
needs, and 
care and 
support 
services 
to help 
support 
the person 
living with 
dementia 
with activi-
ties of daily 
living

1, 2, 3, 4, 
5 and 6

Yates et al. 
(2019) [47]

United 
Kingdom

Analyses of two 
longitudinal da-
tabases of older 
adults
Interviews with 
older people, 
people living with 
dementia, and 
carers
Consensus expert 
review

N = 32
PLWD n = 4
Carers n = 11
Dementia advisors 
n = 14
Older people n = 3

Post diagnostic social in-
tervention to help people 
living with dementia to 
live well and as indepen-
dently as possible. Manual 
based intervention for 
delivery by health and vol-
untary sector professionals

3 core topics and 7 
optional topics
3 sessions with de-
mentia adviser who 
helps dyad plan 
activities, identify 
resources and sign-
post to resources 
that might be 
useful, review plans, 
and adjust them

Support 
people 
living with 
dementia 
to self-
manage 
their care, 
continue 
with or 
enhance in-
volvement 
in activities 
and make 
everyday 
decisions

2, 3, 4, 5 
and 6

aThis was a process evaluation which accompanied the RCT [31]; bThis related to an earlier stage of development of another intervention [39]; cIADL (Instrumental 
Activities of Daily Living) and Activities of Daily Living (ADL);dThemes from the literature were: (1) Mode of delivery; (2) targeted or tailored resources; (3) content, 
design and navigation; (4) credibility of the information or resource; (5) user involvement in development and evaluation; and (6) role of professionals and 
organisations

Table 2  (continued) 
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Fig. 1  PRISMA flow diagram of studies included in the review. aReasons: Intensity (n = 10); literature review with no relevant articles (n = 9); not focussed 
on activities of daily living (n = 8); therapies (n = 5); data collected before 3rd February 2009 (n = 5); not delivered to/by (or developed by) healthcare profes-
sionals (n = 3); devices, technologies or adaptations (n = 2); not in primary care or community setting (n = 1); observational study without an intervention 
(n = 1); and physical activity (n = 1). btwo sets of two articles related to the same intervention. One of these was a process evaluation [30] which accompa-
nied the Randomised Control Trial [31] and one [38] related to an earlier stage of development of another [39]
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Nevertheless, it was also noted that online interven-
tions can sometimes create barriers to accessing infor-
mation resources and it is important to minimise these 
wherever possible, for example, by minimising or exclud-
ing the use of usernames and passwords to access infor-
mation or systems [39]. There may also be different 

barriers to accessing resources depending on the age and 
relationship of the carer to the person living with demen-
tia. For example, whilst adult child carers may be time 
poor even if they might value access to online resources, 
spouses may have more difficulty accessing computers or 
the internet [39]. There can also be technical problems 
with accessing, navigating, or using content including 
the impact of poor internet connections or availability of 
appropriate software [38, 41, 42]. In terms of developing 
and evaluating online resources, it is important to recog-
nise that the need for computer-skills may lead to selec-
tion bias of those included within such studies [38].

Personal contact
There was a suggestion in the literature that carers would 
have liked more human interaction with professionals 
or peers including face-to-face or email contact [30, 31, 
41, 44, 45]. Gaining personal feedback via email regard-
ing how they were caring for their relative and recogni-
tion of their caring role was particularly valued [30]. 
From the perspective of healthcare professionals, they 
felt that family carers “were looking for a release valve 
and a listening ear” (p.8) [30]. However, this research 
also suggested that email contact may not suit all carers, 
with phone contact reportedly being preferred by them, 
either because of lack of time or because of the difficulty 
of putting emotions and questions down on ‘paper’. Nev-
ertheless, one healthcare professional in the same study 
believed that putting the situation down on paper might 
help give family carers a better picture of the situation 
[30]. However, when an online forum was made avail-
able in another study it was not well-used, which might 
suggest other (less public) means of communicating with 
others may be more effective [41].

Targeted and tailored resources
The targeting and tailoring of resources were viewed as 
important to ensure relevance, uptake and those that 
need the information or support the most receive it [30, 
31, 38, 39, 41–44, 46, 47]. Particularly important in this 
context was having an awareness of the different stages 
of dementia, where people may be in their dementia 
‘journey’ (for example, have they just been diagnosed), 
and that their needs and information requirements will 
change over time. Information about the different stages 
of dementia and what to anticipate as the disease pro-
gresses is viewed as important [42] but professionals 
may also need to be mindful of the plethora of informa-
tion sometimes given at the time of the diagnosis and 
avoid information overload [46]. Thus, it was considered 
important that information is provided at an appropri-
ate level, in an appropriate way at an appropriate time 
[46] so that people are prepared but are not made to feel 
anxious about what may happen in future [41, 46]. This 

Table 3  Summary of themes from the literature
Theme and 
subthemes

Description

1. Mode of delivery Method used to deliver the intervention.
a. Value of online
interventions

Value of online interventions including removal 
of geographical barriers, need for travel and 
their continuing availability to the carer and 
others who may be involved in caring for the 
person living with dementia.

b. Personal contact Personal contact with professionals or carers 
in similar situations including feedback about 
caring strategies and someone to listen and 
discuss problems with.

2. Targeted and 
tailored
resources

Targeting and tailoring resources to ensure rel-
evance and they reach those that need them. 
Includes considerations such as the different 
stages of dementia, the importance of deliver-
ing information at an appropriate level and 
time and taking account of existing knowledge, 
characteristics, experiences and preferences of 
people living with dementia and their carers.

3. Content, design 
and navigation

The information and its presentation

a. Content What information was made available includ-
ing links to other sources of information. 
Includes the amount of information provided, 
its ordering and level of detail.

b. Style, presentation
and design of 
information

Manner or style in which information is 
displayed and look and function of websites. 
Importance of good information being care-
fully presented in a choice of formats.

c. Tone and readability Choice of words and how the text makes peo-
ple feel when reading it. Information should 
not be presented in a patronising or insensitive 
way. The educational and reading level of po-
tential readers needs to be considered so that 
information is easy to understand and read.

d. Navigation User friendliness and ease of use are important 
so that written material or website are easy to 
navigate. Navigation instructions should be 
clear and without onerous steps.

4. Credibility of the in-
formation or resource

Trusted up-to-date source of information from 
people knowledgeable about the subject, 
underpinned by an appropriate and quality 
evidence base.

5. User involvement 
in development and 
evaluation

User involvement to ensure relevance and util-
ity of information and user-friendliness of the 
chosen mode of delivery.

6. Role of profession-
als and organisations

Role for professionals in referring people to 
information and helping them navigate and 
apply it to their own circumstances. Support 
of professionals and organisations in terms of 
keeping content relevant, up-to-date, and ac-
cessible in the longer term.
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is also important as the perceived relevance of informa-
tion by carers has been reported to depend on the stage 
of dementia their relative had reached [41, 45]. Therefore, 
information should be provided in a timely and appro-
priate manner, to ensure personal relevance and to avoid 
being patronizing or anxiety provoking [30, 46].

Also prominent in the literature was the need to tailor 
information to individual needs and preferences and to 
have an awareness or sensitivity to the existing knowl-
edge, experience and preferences of people living with 
dementia and their carers, the context of their lives, and 
how this may impact on their uptake of information or 
strategies [46]. Awareness of a person’s educational 
and work background is required [41, 47]. For effective 
knowledge translation, it is important to respect indi-
viduals and help them to retain their sense of agency, 
they are “more than just empty vessels to be filled” (p.7) 
[46]. Having details of carers’ personal characteristics and 
contextual information may help to customise informa-
tion and recommendations to their personal situation 
[39]. It is also considered important to review materials 
to ensure they are culturally appropriate [44]. Studies 
have also suggested that the utility of information may 
be assessed differently depending on both the gender of 
the carer and their relationship to the person living with 
dementia [41, 43].

Content, design and navigation
The most significant theme in the literature was the 
importance of attention to the content, design and navi-
gation of websites or resources. Lessons learned focussed 
on content (what information was made available); style 
and presentation of information (manner or style in 
which it was displayed) and design of websites (look and 
function); tone (choice of words used, how it made peo-
ple feel when reading them) and readability (how easy it 
was to understand and read); and navigation (how easy 
the material or website was to navigate).

Content
In terms of topics covered, carers were reported to pre-
fer content regarding caring for their friend or relative 
and to be less interested in that relating to self-care, 
that is caring for themselves as a carer [41]. Informa-
tion about the different stages of dementia and what to 
expect as it progresses is viewed as important by carers 
[42]. Having ‘real’ individuals represented in video con-
tent was also valued by carers, who found it comforting 
to hear other people’s stories which made them believe 
that they could cope with caring challenges and to under-
stand and relate to the information presented [30, 31, 
42, 45]. Professionals also valued video content demon-
strating key intervention behaviours and including posi-
tive feedback about their outcomes from professionals, 

carers, and people living with dementia [40]. Links to 
other resources or information were viewed as helpful 
by both carers and professionals [39, 40]. Information 
needed to be in sufficient depth, but a balance needed to 
be struck between the level of detail and the amount of 
text included on pages [38, 42, 44]. The order information 
was presented in was also important, with evidence of 
topics being presented later being visited less often [45]. 
Also how resources end was important, with one study 
suggesting they should end with an uplifting message for 
carers, such as that they are able to make the best of a dif-
ficult situation [42].

Style, presentation and design
With regards to style, presentation, and design there was 
a sense that good information needed to be attractively 
and carefully presented [40, 43, 44, 47]. Information 
overload should be prevented by breaking material by 
sections and avoiding repetition [44, 46]. Large font sizes 
should be used and designs should be free of clutter and 
distracting design features [43, 47]. Quality of presenta-
tions should be ensured by multiple recording sessions 
where needed [43]. Materials needed to be viewable on 
mobile devices [43], to be printable as a workbook [44], 
or used as a quick reference guide [40] so that they can be 
easily accessed in a suitable format when needed.

Tone and readability
The tone and readability of the website or material were 
also considered important. Information should be pre-
sented accessibly, considering the educational and 
reading level of possible readers and different levels of 
understanding, whilst avoiding being patronising [43, 44, 
47]. Topics should also be approached sensitively with an 
awareness of subjects that might risk upsetting people to 
talk or think about, for example the lack of a social net-
work [47].

Navigation
With regards to the navigation of websites or resources, 
user friendliness and ease of use were important, such as 
ensuring navigation instructions were clear and material 
accessible without too many steps or mouse clicks [39, 
42–44, 47]. For example, Gies and Pierce [43], in response 
to feedback from users, made all modules accessible on 
one page using one mouse click. Being able to easily dip 
in and out of resources and being able to identify which 
sections had already been visited (for example, through 
using an automated tick) was considered important [44]. 
Having clear indexing of content and search functions 
were regarded as helpful in terms of enabling carers to 
identify topics of most interest and, importantly, to avoid 
those they may find unhelpful or do not yet want to read 
[45].
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Credibility of the information or resource
Another significant theme was around the importance 
of the intervention being a trusted source of informa-
tion and key to this was users being able to easily assess 
the credibility of the information provided [43, 46]. For 
example, Gies and Pierce [43] noted the importance of 
writer and organisation credentials being clear and easy 
to identify on the website. Similarly, all content including 
text, video, audio, and graphic content should be under-
pinned by an evidence base, which also not only increases 
credibility, but the likelihood that it is appropriate for the 
behaviour it seeks to target, and its chance of being used 
and effective [42, 47]. Contributing to the credibility of 
a resource is ensuring that content, references and web-
links are kept up-to-date [39]. Furthermore, in terms of 
its credibility, information needs to be provided or deliv-
ered by someone knowledgeable about the subject [46].

User involvement in development and evaluation
Studies highlighted the importance of involving people 
living with dementia, carers and professionals from an 
early stage in the development and evaluation of websites 
or resources to ensure user-friendliness [38–40, 42, 44, 
47]. In Gaugler et al.’s [42] study, an expert panel of clini-
cal and scientific experts on family caregiving and fam-
ily carers identified relevant content and developed and 
evaluated prototype modules. Lewis et al. [44] developed 
the content and presentation of their intervention in an 
iterative process in response to feedback from experts 
in dementia caregiving and family carers. Another study 
undertook qualitative interviews with healthcare pro-
fessionals, people living with dementia and carers to 
inform intervention development [40]. This involve-
ment was seen as helpful in ensuring that the interven-
tion addressed matters of importance to the end user and 
were relevant to and applicable in daily practice. It was 
also thought to contribute to a better chance of the inter-
vention benefiting the target population and of success-
ful implementation and uptake. However, in a cautionary 
note, they added that those most likely to engage with 
the development and evaluation of interventions may be 
those with a strong interest in or awareness of the sub-
ject matter who may not necessarily be representative of 
those being targeted to use the intervention in practice.

Role of professionals and organisations
The role of professionals, including healthcare profes-
sionals, emerged as a significant theme in the studies 
reviewed. More specifically, the importance of their role 
in signposting or referring people to the information or 
helping them to navigate it was addressed [30, 39, 46, 
47]. Meyer et al. [46] referred to the idea of a “knowl-
edge broker acting as a channel through which to connect 
health-care resources and information “at the right time,” 

thus sustaining the dyad in their role as long as is feasible” 
(p.9). They emphasised the important role of profession-
als in identifying problems and providing individualised 
advice and strategies. Yates et al. [47] described how a 
manualised approach to delivering interventions with 
the involvement of professionals/intervention provider 
enables both standardisation of delivery and personali-
sation of content and the communication of information 
in an accessible and appropriate way through discussion. 
Another study cited the need to raise support among 
professionals who can direct carers to the information 
[39]. Huis In Het Veld et al. [30, 31] highlighted the role 
of healthcare professionals in helping carers to translate 
information and advice to their own situations. They rec-
ommended ensuring healthcare professionals who are 
delivering the intervention are clear about their role in 
the intervention and the importance of integrated use of 
intervention elements, where applicable.

The support of professionals and organisations was also 
viewed as important in terms of keeping content relevant 
and up-to-date and gaining funding to keep it going long-
term [39, 43]. In terms of getting this support, recom-
mendations included involving new organisations which 
need to profile themselves who may be motivated to get 
involved for this reason. To engage both individuals and 
organisations, those developing and implementing inter-
ventions need to show how they fit with current policy 
developments so that this gets priority when there are 
multiple other competing priorities and staff have high 
workloads [39, 40]. Another way of gaining support or 
interest is emphasising to the value of such interventions 
in situations where people are receiving routine clinical 
care but time to address carers’ concerns is limited [42].

Discussion
The aim of this review was to identify and synthesise 
lessons learned from available literature on interven-
tions, involving healthcare professionals in primary or 
community settings, to support the provision of man-
agement advice aimed at supporting people living at 
home with dementia and their carers with ADLs. This 
included but was not limited to toileting or continence 
care. It was undertaken to inform the development and 
implementation of an intervention to support health-
care professionals to proactively provide existing conti-
nence management advice to the carers of people living 
at home with dementia. A total of 12 articles, reporting 
on 10 studies were included. A strength of this review is 
its novel nature, to the authors’ knowledge it is the first 
systematic review to focus solely on this specific type of 
intervention. Exhaustive literature searches and rigor-
ous eligibility criteria and data extraction processes led 
to the selection of relevant articles with a tight focus 
that enabled careful teasing out of valuable insights into 
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matters to consider in the development and implementa-
tion of this type of intervention. Whilst the search was 
systematic, the synthesis of the results was limited to a 
narrative synthesis. As the focus of the review was not 
the effectiveness of interventions, but on their develop-
ment, delivery, and evaluation and, because reviewed 
studies had a variety of methodologies, a narrative syn-
thesis was entirely appropriate [36]. A limitation of the 
findings is that the number of included studies is small 
and the methodological quality of most studies was 
moderate. Moreover, although no geographical restric-
tions were placed on the inclusion of studies, only stud-
ies published in English were included which may have 
limited our review. Furthermore, due to the lack of con-
tinence-specific interventions, it was beneficial to trans-
late lessons from interventions that were not specifically 
focussed on continence. Nevertheless these provided 
useful insights into the delivery of practical advice to car-
ers supporting people living with dementia to manage 
day to day activities.

The present review highlighted several important 
considerations and lessons for the development of our 
intervention. Themes were identified from the litera-
ture including the mode of delivery (such as the value of 
online interventions and personal contact); targeted or 
tailored resources; and content, design and navigation. 
Information for carers has been noted to be often suffi-
cient in quantity but less frequently designed to accom-
modate their access needs. Moreover, lack of timeliness, 
relevance, and personalisation of the information can 
mean that key information needs remain unsatisfied [48]. 
Present, but less prominent in the literature, was a theme 
around the credibility of information and, importantly, 
how this can be ensured and maintained in the longer 
term so that carers feel it is trust-worthy. In the broader 
literature, Rowley et al. [49] concluded that a key factor 
influencing people’s trust in information is it being per-
ceived as credible and accurate. Carers have reported 
feeling they have a duty to ensure they access trustwor-
thy and reliable information to inform the care they give 
to their relative [48]. In this context, it was important to 
carers that the creator of the information was well rec-
ognised and knowledgeable, they particularly viewed 
information provided by ‘official’ organisations such as 
the National Health Service (NHS) and the Alzheimer’s 
Society as being sources of quality, trustworthy and reli-
able information. In contrast, commercial websites were 
viewed as untrustworthy and motivated by profit rather 
than genuine support [48]. Other studies outside of this 
review have also reported that carers particularly value 
information and advice provided by carers with first-
hand experience of caring and healthcare professionals 
as they are considered trustworthy sources of evidence-
based information advice that has been tested by other 

people [48, 50, 51]. Knowing that other carers are going 
through similar situations, has been reported to help 
reduce feelings of isolation and helplessness while deliv-
ery of practical advice by healthcare professionals may 
also have positive benefits in terms of promoting trust 
in healthcare professionals more generally [48, 52]. 
These findings were echoed by interviewees, stakehold-
ers and public contributors in the current programme of 
research [10, 14, 20]. Overall, these findings suggest that 
making it clear how carers and professionals have con-
tributed to the development of resources is important in 
terms of ensuring that carers accept their credibility and 
trustworthiness.

However, importantly, compared to other themes iden-
tified in the literature, less was written about the role 
of healthcare professionals and user involvement in the 
development and evaluation of these resources. This may 
have important implications in terms of the perceived 
credibility of information resources and interventions 
because, as noted above, carers are more likely to trust 
information provided by healthcare professionals and 
other carers but less likely to trust information where 
they cannot identify its origins or assess its trustworthi-
ness. Generally, a lack of detail around this within the 
studies reviewed presented a challenge in the screening 
and data extraction process for this review. Nevertheless, 
what emerged strongly in the reviewed literature was 
the importance of healthcare professionals in signpost-
ing people to information or helping to navigate it. This 
is significant as other studies have described how car-
ers can sometimes find it difficult to locate, access and 
navigate authoritative and reliable information and that 
potentially healthcare professionals could play a vital role 
in assisting carers in this task [48, 53]. Other research 
has also pointed to the value of having a central source of 
online information on a specific medical condition, pro-
viding free and quality-assured information for patients, 
carers and healthcare professionals to access [54]. More-
over, Harrop et al. [55] suggested that healthcare profes-
sionals, in their routine interactions with patients and 
their families, could more explicitly encourage requests 
for help and advice from relatives and combine this with 
providing an information pack. They argued not only 
would this “legitimate given topics as valid areas for dis-
cussion” (p.8) and “give carers a sense of legitimacy as 
credible seekers of information, help and support” (p.8), 
but also in the longer term this might lead to consider-
able cost savings to the public purse associated with pre-
venting family care breakdowns.

Whilst studies included within this review were very 
informative, this review has revealed a dearth of studies 
to inform the development, delivery, and evaluation of 
interventions to support the provision of management 
advice aimed at supporting people living with dementia 
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at home and carers with ADLs. The researchers involved 
in the literature search and review process noted that 
there were fewer studies relating to people living with 
dementia in the community compared to care homes. 
Also many of these studies were testing specific thera-
pies (for example, counselling or occupational therapy), 
exercise/physical activity interventions, use of devices 
or technology or interventions focussing on carers’ 
self-care. Moreover, by comparison, there were very 
few studies relating to the efficient provision of practi-
cal information, education, training or advice that can 
engage healthcare professionals, paid and family carers 
to help them to support people living with dementia at 
home with ADLs. Furthermore, where studies do exist 
often the actual intervention, its development, and deliv-
ery are not well described which can make screening and 
extracting data from these studies challenging. For these 
reasons, we elected to keep our interpretation of inter-
ventions designed to provide management advice aimed 
at supporting people living at home with dementia and 
their carers with ADLs broad to enable the inclusion of 
papers where the intervention was aimed at supporting 
self-management and behavioural problems to indirectly 
support daily activities (for example Huis In Het Veld et 
al.) [30, 31].

More generally, there is scant empirical evidence 
evaluating the information needs of carers of people liv-
ing with dementia [48]. Different populations of carers 
and their relatives or friends requiring care or support, 
including underserved or underrepresented populations, 
often need help to obtain timely and accurate online 
information that meets their needs [56]. However, car-
ers’ specific information needs often go unmet, for exam-
ple with regards to physical aspects of care such as, for 
example, hygiene assistance [55]. Thus, this review, has 
revealed considerable scope for more research in this 
area. Future research should ensure that interventions 
and their development are adequately described (for 
example, by utilising checklists developed for this pur-
pose [57] as should the nature and extent of involvement 
of healthcare professionals, people living with dementia 
and carers. Not only is this important to ensure users 
are assured of the credibility of interventions, but it 
also enables other researchers to draw lessons from this 
research and apply these to their own studies.

In summary, this systematic review has identified sev-
eral lessons which are helpful to the development of this 
and similar interventions. In the current broader study, 
these lessons were integrated with findings from quali-
tative interviews [20] and our discussions with pub-
lic contributors and stakeholders using a person-based 
approach to intervention development [21]. The find-
ings were combined in a “Table of Planning” to develop 
theory of how the planned intervention might work, why 

and for whom [22]. Together these findings are inform-
ing the development and delivery of an intervention to 
support healthcare professionals to provide continence 
management advice to the carers of people living at home 
with dementia [14]. Not only are the lessons relevant to 
the development of this intervention, they (summarised 
in Table 3) could constitute a valuable checklist for oth-
ers to consider when developing and evaluating similar 
interventions.

Conclusions
Despite the urgent need to better support people living 
at home with dementia, this review highlights the paucity 
of published studies reporting on interventions involving 
primary and community healthcare professionals to sup-
port the provision of management advice aimed at sup-
porting this population with ADLs.

Nevertheless, this review has highlighted important 
considerations that have the potential to aid the devel-
opment, delivery, and evaluation of the proposed and 
any future similar interventions. Future studies should 
provide more specific details about the development of 
interventions, in particular the involvement of people 
living with dementia, carers and healthcare profession-
als. This would enhance the credibility of interventions 
and enable others to benefit from lessons regarding the 
strengths and limitations of different approaches to user, 
carer and professional involvement.
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