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Abstract

Background and Objectives: Dementia is accompanied by increasing need for support in activities of daily living (ADLs).
This brief report/literature review summarizes the practices to care for early stage, middle stage, and late stage ADL needs
(dressing, toileting, and eating/nutrition), and examines commonalities across ADL needs and the extent to which practices
are reflected in guidelines and/or evidence.

Research Design and Methods: A review of the grey and peer-reviewed literature, using some but not all procedures of a
systematic review. Key terms were identified for ADLs overall and for each of the 3 ADLs, and a search was conducted using
these words in combination with (a) dementia, Alzheimer’s disease, and similar terms, and (b) practices, interventions, guide-
lines, recommendations, and similar terms. Searches were conducted using databases of peer-reviewed literature as well as the
Grey Literature Reports and Google search engine. Sources were included if they provided evidence or recommendations on
interventions to address ADL functioning for dressing, toileting, and feeding for persons living with dementia.

Results: As cognitive and functional impairment increases, the number of care practices and themes that embody care prac-
tices increases. The majority of practices are evidence-based, and most evidence is incorporated into guidelines.
Discussion and Implications: Virtually all practices reflect person-centered care principles. Five recommendations summa-
rize the evidence and recommendations related to providing support to persons living with dementia in relation to dressing,
toileting, and eating/nutrition.
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Dementia is a progressive disease, accompanied by progres-
sive need for support in the conduct of activities of daily living
(ADLs); from first to last, the need for supportive care gener-
ally follows the order of bathing, dressing, grooming, toileting,
walking, and eating (Cohen-Mansfield, Werner, & Reisberg,
1995). This order is consistent with that of the Functional
Assessment Staging Test (FAST) for dementia, which (for
example) identifies challenges with dressing beginning in mod-
erate dementia, and with toileting occurring in moderately
severe dementia (Reisberg, 1988); need for support in eating

typifies severe dementia. Making the need for support even
more evident, loss of independence in ADLs is associated with
poorer quality of life (Chan, Slaughter, Jones, & Wagg, 2015);
therefore, it is especially important to understand guidelines
for care and evidence-based strategies to promote ADL func-
tion—which must reflect practices related to not only the ADL
itself, but also to the level of diminished cognitive capacity of
the person living with dementia.

This report summarizes the grey and peer-reviewed lit-
erature regarding guidelines and evidence-based dementia
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care practices for one early stage, one middle stage, and one
late stage ADL loss: dressing, toileting, and eating/nutrition.
The discussion highlights the nature of person-centered care
that cuts across all three ADLs regardless the level of cogni-
tion, and provides summative recommendations emanating
from the data. Consequently, this paper is of special interest
to care providers, policy makers, and researchers who strive
to improve the well-being of people living with dementia.

Research Design and Methods

To conduct the grey and peer-reviewed literature search,
key terms were identified for ADLs overall (e.g., ADLs,
function) and for each of the three ADLs (e.g., dressing,
clothing; toileting, continence; eating, drinking), and a
search was conducted using these words in combination
with (a) dementia, Alzheimer’s disease, and similar terms,
and (b) practices, interventions, guidelines, recommenda-
tions, and similar terms. Searches were conducted using
databases of peer-reviewed literature (Cochrane Library,
Psycinfo, Pubmed, and Google Scholar) as well as the
Grey Literature Reports (New York Academy of Medicine)
to identify books, reports, newspaper articles, and other
non-peer reviewed materials. Additional searches used
the Google search engine to identify guidelines and qual-
ity improvement initiatives of relevant organizations.
Publications were also identified through reference lists
of studies already included in the review. Sources were
included if they provided evidence or recommendations
on interventions to address ADL functioning for dressing,
toileting, and feeding for individuals living with demen-
tia. Sources were excluded if they did not address care for
individuals living with dementia or if they could not be
accessed through the university library database.

For each of the three ADLs, the literature was summa-
rized to describe the practice and identify whether it derived
from a guideline and/or evidence. Additionally, evidence
was graded based on the Johns Hopkins Nursing Evidence-
Based Practice Model (http://www.hopkinsmedicine.org/
evidence-based-practice/_docs/Appendix%20C%?20image.
ipg), a widely used classification system:

e Level I: experimental studies, randomized controlled tri-
als (RCTs), systematic reviews of RCTs;

e Level II: quasi-experimental studies, systematic reviews
of a quasi-experimental studies with or without RCTs;

e Level III: nonexperimental studies, systematic reviews
nonexperimental studies with or without quasi-experi-
mental studies and/or RCTs.

Then, within each ADL, the material was organized into
themes, which are summarized in the text that follows.
Tables provide the specific practices, and the Supplementary
Appendix provides the data from the research citations, pre-
sented in alphabetical order by author within type of ADL.

Of note, many of the methods detailed above follow
standards for a systematic review, but the grading we used
to critique the articles did not meet the standards of a sys-
tematic review, in that (for example) bias and precision were
not rated, nor was a meta-analysis conducted. Therefore,
the methods are best considered a literature review, and not
a systematic review.

Results

A total of 59 relevant sources were identified, some of which
referred to more than one care practice. The material included
a combination of evidence-based guidelines (i.e., guidelines
that were largely evidence based; 7 = 7 sources; Alzheimer’s
Australia WA, 2009; Alzheimer’s Association, 2009a, 2009b;
Dementia, The NICE-SCIE Guideline on Supporting People
with Dementia and Their Carers in Health and Social Care,
2007; “Detection, Diagnosis and Management of Dementia,
n.d.”’; Encouraging eating: Advice for at-home demen-
tia caregivers, 2006; “Preventing and managing resistance
when attending to activities of daily living, n.d.;” guide-
lines lacking an identified evidence-base (7 = 6; ALZLIVE;
Anderson, 2017; “Dementia; The dining experience,” 2016;
“Helping persons with dementia with eating, n.d.;” Kyle,
2012; “Toileting (for dementia),” 2012); and peer-reviewed
research evidence (7 = 46). Of the evidence that existed (46
sources, which included systematic and literature reviews) the
majority was Level II evidence (1 = 21), followed by Level III
evidence (7 = 15), and then Level I evidence (7 = 10). Table 1
lists the themes that summarize the guidelines and evidence
for each ADL, and indicates the one common theme related
to all areas: person-centered assessment and care.

Table 1. Themes Summarizing Guidelines and Evidence to Provide Support for Dressing, Toileting, and Eating/Nutrition for

Persons With Dementia

Dressing Toileting

Eating/nutrition

Dignity/respect/choice Dignity/respect

Dressing process Toileting process

Dressing environment

Health/biological considerations

Toileting environment

Dignity/respect/choice

Dining process

Dining environment
Health/biological considerations
Adaptations/functioning
Food/beverage/appetite

Note: Common Theme: Person-centered assessment and care.
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Dressing

Three themes, based on 20 practices, summarize the guide-
lines and evidence related to dressing: dignity/respect/choice
(e.g., respect individual style and culture), dressing process
(e.g., simplify clothing routines), and dressing environment
(e.g., dress in a comfortable and safe area). Nineteen of the
practices are included in guidelines (ten with and nine with-
out an evidence base), and one practice is based on evi-
dence that has not yet been incorporated into guidelines.
None of the evidence is Level I; instead, it is primarily Level
III (nine practices), and to a lesser extent Level II (four prac-
tices, two of which also have Level III evidence). Simple
verbal instructions for dressing (e.g., Lancioni et al., 2009)
and sequential arrangement of clothing (e.g., Namazi &
Johnson, 1992), both with Level II evidence, relate to
improved ability to dress and decreased need for assistance.
An example recommendation that does not have a clear
evidence base is to gather information regarding personal
style preferences (Alzheimer’s Association, 2009b). Table 2
lists the themes and practices, indicates whether they are
a guideline and/or have an evidence base, the level of evi-
dence (if relevant), and the related sources/citations. The
Supplementary Appendix provides information about the
evidence itself.

Toileting

Four themes, based on 21 practices, summarize the guide-
lines and evidence related to toileting: dignity/respect (e.g.,
promote privacy), toileting process (e.g., maintain a pattern
of bathroom visits), toileting environment (e.g., make the
bathroom easy to find and use), and health/biological con-
siderations (e.g., engage in constipation prevention). Sixteen
of the 21 practices are included in guidelines (nine with
and seven without an evidence base); five of the practices
are based on evidence that has not been incorporated into
identified guidelines. Five practices are supported by Level
I evidence: positive reinforcement and reassurance (which
are part of multi-component interventions), verbal remind-
ers to use the bathroom (e.g., Schnelle et al., 1983), graded
assistance (Doody et al., 2001), patterns of bathroom visits
(e.g., Ouslander et al., 2005) and avoiding caffeine and flu-
ids in the evening (Engberg, Sereika, McDowell, Weber, &
Brodak, 2002); all practices relate to a decrease in incon-
tinence episodes. There also is strong evidence (Level II) for
use of a urinary alarm (Lancioni et al., 2011), and con-
sulting a physician for pharmacologic treatments (Tobin &
Brocklehurst, 1986). Table 3 includes guidelines and evi-
dence related to toileting, and the Supplementary Appendix
provides information about the evidence.

Eating

Six themes, based on 33 practices, summarize the guidelines
and evidence related to dressing: dignity/respect/choice

(e.g., engage the individual in the mealtime experience),
dining process (e.g., provide verbal prompts or physical
cues), dining environment (e.g., provide a quiet, relaxing,
and homelike atmosphere), health/biological considerations
(e.g., maintain dental checkups and oral health), adapta-
tions/functioning (e.g., use adaptive devices/utensils), and
foodlbeveragelappetite (e.g., make snacks available and
visible). Twenty-eight of the 33 practices are included in
guidelines (20 with and eight without an evidence base);
five of the practices are based on evidence that has not been
incorporated into identified guidelines. Twelve practices are
supported by Level 1 (or less rigorous) evidence, 5 by Level
II (or less rigorous) evidence, and eight by only Level III
evidence. For example, there is strong evidence that ver-
bal prompts and encouragement increase eating and weight
(a practice that is part of multi-component interventions;
e.g., Simmons et al., 2008) and that playing music during
meals decreases agitation and increases consumption (e.g.,
Thomas & Smith, 2009). See Table 4 for the guidelines and
the Supplementary Appendix for evidence related to eating.

Discussion and Implications

The practices identified in this review highlight that cogni-
tive issues in Alzheimer’s disease and other dementias are
increasingly relevant to ADL support as the disease pro-
gresses. For example, decline in the ability to independently
dress can be improved by sequentially organizing the closet
(Namazi & Johnson, 1992), a cue that requires more cog-
nitive capacity than most practices recommended for toi-
leting and eating. That said, given individual differences in
the timing of cognitive and ADL loss, cognitive capacity is
still indicated for some toileting practices—albeit fewer—
such as to engage in physical therapy for incontinence
(Hagglund, 2010).

Common themes across all practices included dignity/
respect/choice, the care process, and the care environment.
With the progressive loss of cognitive and ADL function,
the number of themes and care practices increases: 20 prac-
tices (three themes) for dressing; 21 practices (four themes)
for toileting; and 33 practices (six themes) for nutrition.
These results highlight the trend that as cognitive function-
ing becomes more impaired, the amount and complexity of
care needs increase.

Of the 74 practices, the majority (50) were evidence-
based (68%), with most evidence being level III (the least
rigorous) followed by level II; all but 11 evidence-based
practices were incorporated into guidelines. Relatedly, the
63 practices that were included in guidelines were primar-
ily evidence-based (62%). Conversely, 38% of the practices
included in guidelines lacked supporting evidence. These
unsupported guidelines largely offered pragmatic advice
(such as attending to nonverbal cues to use the bathroom),
or related to basic human values, such as dignity. One could
argue, then, that the practicality and principles of these
guidelines offsets the need for “evidence” of their value.
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The 11 evidence-based practices that are not explicitly
incorporated into guidelines are of three types: those that
convey basic principles of dementia care (i.e., do not chide or
argue [regarding toileting]; avoid confrontation [regarding
eating|); those that are already generally accepted practice
(i.e., use adult diapers or pads; offer food choices); and those
that may merit inclusion in guidelines so as to promote use
(e.g., consider caregiver safety [when dressing]; use a urinary
alarm system for reminders; engage in feeding skills training).

Throughout all practices runs a central theme: person-
centered care. Not only is dignity/respect/choice common
for all ADLs, but practices embodied in other themes also
recognize the individual—such as what constitutes “suffi-
cient time to dress” (ALZLIVE; Alzheimer’s Association,
2009b), or an individual’s own “nonverbal cues” convey-
ing need to use the bathroom (Toileting (for dementia),
2012), or what constitutes a “familiar” mealtime routine
(Johansson, Sidenvall, & Christensson, 2015). In fact, no
one-size-fits-all approach was recommended in any guide-
line or evidence, and the importance of tailoring support
to the individual’s preferences and needs was stressed by
virtually all sources. These recommendations reflect the
importance of a person-centered approach to promote
function throughout the life of person living with dementia
(Fazio, Pace, Flinner, & Kallmer, 2018).

Results from this review suggest the following five prac-
tice recommendations, with related brief explanations.

1. Support for ADL function must recognize the activity,
the individual’s functional ability to perform the activ-
ity, and the extent of cognitive impairment.

Dementia is a progressive disease, accompanied by pro-
gressive loss in the ability to independently conduct ADLs.
Needs for supportive care increase over time—such as
beginning with support needed for dressing, and later toi-
leting, and later eating—and must address both cognitive
and functional decline as well as remaining abilities.

2. Follow person-centered care practices when providing
support for all ADL needs.

Not only are dignity, respect, and choice a common
theme across all ADL care, but the manner in which
support is provided for functionally-specific ADLs must
attend to the individualized abilities, likes and dislikes
of the person living with dementia.

3. When providing support for dressing, attend to dignity,
respect and choice; the dressing process; and the dress-
ing environment.

In general, people living with dementia are more able
to dress themselves independently if, for example, they
are provided selective choice and simple verbal instruc-
tions, and if they dress in comfortable, safe areas.

4. When providing support for toileting, attend to dignity
and respect; the toileting process; the toileting environ-
ment; and health and biological considerations.

In general, people living with dementia are more able to
be continent if, for example, they are monitored for signs
of leakage or incontinence, have regularly scheduled bath-
room visits and access to a bathroom that is clearly evi-
dent as such, and avoid caffeine and fluids in the evening.

5. When providing support for eating, attend to dignity,
respect and choice; the dining process; the dining envi-
ronment; health and biological considerations; adapta-
tions and functioning; and food, beverage and appetite.

In general, people living with dementia are more likely to
eat if, for example, they are offered choice, dine with others
and in a quiet, relaxing, and homelike atmosphere, main-
tain oral health, are provided adaptive food and utensils,
and offered nutritionally and culturally appropriate foods.

Supplementary Material

Supplementary data are available at The Gerontologist
online.
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