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ABSTRACT
This doctoral dissertation contributes to the body of knowledge pertaining to nutrition care for
persons with dementia. The aging population adds to the increased risk for and prevalence of
dementia globally. Alongside this is a recognition of the need for care strategies for persons with
dementia, and preventive strategies to delay onset of dementia or to delay secondary or tertiary
comorbidity associated with dementia. Of strong interest is the field of nutrition, in terms of
dietary strategies for primary prevention of dementia, for secondary and tertiary prevention of
comorbidities, and for medical nutrition therapies to treat those with dementia, across the
spectrum of dementing illnesses and degree of severity. Over the course of three related studies,
nutrition care for long-term care (LTC residents was addressed using an evidence-based practice
lens.
Study 1 investigated care aides’ perception of nutrition care for urban and rural LTC residents
with dementia. Key findings included the complexity of operationalizing person centered care
into nutrition care activities, the mechanistic focus on feeding, and many organizational factors
that direct nutrition care for care aides and residents with dementia. Study 2 examined the role of
registered dietitians (RDs) in providing nutrition care for residents with dementia in urban and
rural LTC. The key finding in this study was the downstream role of RDs in dementia care. As
opposed to a more upstream preventive model of care, RDs were consulted or involved only at
late stages or when comorbid decline had occurred, limiting their abilities to use their specialized
nutrition knowledge and skills effectively. The 3rd study was an umbrella review of the peerreviewed body of systematic reviews on nutrition care for residents with dementia in LTC. The
major findings of this study include the lack of consistency in terms of nutritional outcomes
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considered and intervention tested, as well as a considerable gap in the published literature
regarding both care aides and RDs.
Taken together, these studies make a valuable contribution to the growing body of research on
nutrition care and dementia. There is a need to continue to work with RDs and care aides in
developing and testing interventions that can enhance both the physical health and quality of life
for LTC residents with dementia.
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Chapter 1.0: General Introduction
Dementia is now recognized as a worldwide public health priority and the number of people with
dementia is projected to double to 65.7 million by 2030 (WHO, 2012). The current population
demographics and increasing prevalence of dementia have a significant effect on need for formal
care. Dementia is the top chronic condition necessitating relocation to long-term care (LTC), and
residents with dementia require more direct-care time compared to those without dementia
(Prince et al., 2013).
Nutrition care is central to resident health, and there is growing evidence demonstrating the
critical importance of nutrition care for residents with dementia living in LTC in terms of
physical health and quality of life (Keller, 2017). While nutrition intervention may not reduce
dementia mortality, it can help to slow the progression of dementing illnesses and can increase
quality of life (Prince et al., 2014).
Despite the risks associated with malnutrition, nutrition care is not regulated in Canadian LTC
facilities; standards and practices can vary between and within facilities or even within care
provider category. Within LTC, the majority of resident care is provided by aides who have
limited training in both nutrition and dementia and rely on task-specific nutrition care (Pelletier,
2005). Rural LTC facilities may be further disadvantaged due to limited access to specialist care
including dietitians to aid in resident-centered diet, intake, and feeding guidance. Residents with
dementia face problems with oral intake and nutritional status due not only to the physical
disease progression but also due to care, as staff in LTC report difficulty in food provision and
feeding residents with dementia (Pasman et al., 2002). The role for dietitians in LTC is
increasing (Wassink et al. 2010), however, current practice recommendations for nutrition care
in LTC do not address dementia (DC, 2013). Dementia is not addressed in the widely used
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Dietitians of Canada’s ‘Best Practices for Nutrition, Food Service, and Dining in Long Term
Care Homes’ (DC 2013).
Evidence-based practice (EBP) is recognized as a fundamental to care provision, and has gained
acceptance in LTC (Gitlin et al., 2015). Sackett’s model of EBP includes three key components:
research evidence, clinical expertise, and patient values and preferences (Sackett et al., 2000). A
useful analogy is to envision evidence-based practice as the seat of a stool with each of the
components representing a leg of the stool; stability and strength of the entire stool is
compromised when any of the legs is lacking. Within the context of LTC, EBP can be viewed as
a successful integration of person-centered care (patient values and preferences), executed by
competent skilled staff (clinical expertise) whose work is governed by best practice standards
and policies (research evidence). With this in mind, examination of nutrition care for residents
with dementia in rural LTC using a lens of EBP is timely, with opportunity to significantly
improve dietetic practice and nutrition care.
Despite the growing interest in nutrition and dementia, there is very little research available
regarding the role of care aides in nutrition care of LTC residents with dementia or the role of
registered dietitians (RDs) in nutrition care of LTC residents with dementia. The purpose of this
doctoral research is to investigate these roles from the perspectives of care aides and RDs
themselves, and to determine the current state of the formal body of evidence as it relates to care
aides and RDs and nutrition care practices for LTC residents with dementia. The following is a
brief description of the three studies that comprise this doctoral research.

2

Study 1: Nutritional Care for Residents with Dementia in Rural and Urban Long-term Care
Homes: Perceptions of Care Aides
Care aides provide the majority of direct care within LTC homes. As such, they are responsible
for delivering much of the direct nutritional care, especially mealtime assistance, that a resident
with dementia receives. Givens et al. (2009) found that the majority of decisions made by
healthcare proxies of persons with dementia were regarding management of eating and drinking
problems, not surprising considering the high rate of nutrition-related activities of daily living
difficulty among persons with advanced dementia. A study by Mitchell et al. (2009) found that
86% of nursing home residents developed difficulty with feeding. Nutrition care, particularly
meal provision, is often routinized and task-focused (Sidenvall, 1999) rather than personcentered and encompassing of best practices for resident care. Examining the principles of
nutritional care for persons with dementia from the perspective of care aides is an important step
in understanding how to best communicate best practices and translate these into effective
nutrition care.
An examination of how care aides conceptualize nutrition care provision can lend insight into the
sources and types of evidence that inform nutrition care for residents with dementia. With an
understanding of the factors that aides consider when providing nutrition care to residents with
dementia, we can better plan policy, train care providers, and educate the public on matters of
healthy eating and dementia in LTC. The objective of this study was to examine nutrition care
practices for residents with dementia living in urban and rural LTC settings from the perspective
of care aides.
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Study 2: The Downstream Role of Registered Dietitians Providing Nutrition Care for Residents
with Dementia in the Long-term Care Setting
Dietitians are known to be experts in nutrition care. However, little is published on the role of
RDs in LTC (Wassink, 2010) and even less is understood about the role of the RD in dementia
care. A report by Alzheimer Disease International advocates for dietitian involvement in the
complex nutritional care for persons with dementia both at the primary health or diagnostic level
and at the LTC level (Prince et al., 2014). The report recognizes dietitians as experts in the field
of nutrition and recommends “all people with dementia, and their family carers, should receive
dietary advice from a dietician as a part of post-diagnostic care, updated, as appropriate, as their
condition evolves, particularly with the onset of weight loss, aversive feeding behaviours, and
need for feeding assistance.” (Prince et al., 2014, p. 5).
To date, only Ontario and British Columbia have provincial LTC standards of care in place that
mandate RD care in LTC (BC Community Care and Assisted Living Act, Residential Care
Regulations, 2009; ON Ministry of Health and Long-Term care, 2010). BC’s current legislation
requires care planning with an RD within 30 days of admission, while ON has a legislated
minimum standard of 30 minutes of RD time per resident per month. A 2010 Dietitians of
Canada (DC) Ontario LTC Action group document ‘Roles and Responsibilities of the Registered
Dietitian (RD) in Ontario LTC Homes’ identifies direct clinical care responsibilities and indirect
care responsibilities in ensuring quality nutrition care for all residents of LTC, but notes that the
time standard is based only on an approximation of time required to fulfill direct care and
specific administrative responsibilities. Direct clinical care includes nutritional assessment and
monitoring, development of nutrition care plans, charting, monitoring, and providing nutrition
counseling and nutrition education; indirect care responsibilities include participating in care
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teams, developing policies/procedures, and providing in-service education to dietary and other
staff; administrative responsibilities include menu review, and therapeutic diet policies (DC,
2010). It is noteworthy than dementia is not mentioned within this document; neither is the role
of the RD in providing nutrition care for residents with dementia addressed elsewhere in known
guidelines or standards.
Wassink’s 2010 study of the role of the RD in LTC identified specific tasks germane to RDs in
LTC (performing nutritional assessment, ensuring adherence to quality assurance guidelines,
participating in resident care conferences, and providing education to staff) but emphasized a
broader role as a member of the care team where the RD actively mentors and maintains focus
on the purpose of nutrition care (Wassink, 2010). The role of RDs specific to dementia care has
not been examined, however.
A Canadian study conducted in 2003 by Keller et al. showed that LTC residents with dementia
who received enriched care via increased RD time and menu modification or enhancement had
better weight maintenance in comparison to a control group receiving regular care (Keller et al.,
2003). Smith and Greenwood emphasize the importance of early intervention to prevent or
stymie weight loss and decline, as older adults with dementia are less responsive to interventions
aimed at increasing intake (Smith & Greenwood, 2007). Based on this evidence, it is clear that
RDs can play a critical role in preventing decline and enhancing care of LTC residents with
dementia.
The primary objective of this study is to gain an in-depth understanding of the current role of the
RD in providing nutrition care to residents with dementia in urban and rural LTC contexts.
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Study 3: Umbrella Review of Nutrition Care for Residents with Dementia in Long-Term Care
Homes
Thorough examination of the peer-reviewed, published literature on the best practices regarding
nutrition care for persons with dementia living within LTC is a crucial to understanding the state
of the evidence that informs practice. By performing a rigourous umbrella review of the
literature, examination of the common interventions studied, outcomes measured, and
recommendations that inform best practices for nutrition care of residents with dementia can be
understood. Examination of what is reported in the literature or recommended in terms of the
role for care aides or role for RDs complements the first two studies and adds to the
understanding of the current roles as they are experienced by both of these care provider groups.
The objective of this study is to increase understanding of the evidence base specific to nutrition
care for LTC residents with dementia through an umbrella review of published systematic review
studies.
This doctoral thesis includes a review of the literature, methods used to conduct the specific
studies, description of each of three studies that comprise the research, and a general discussion
of the research findings as well as how each distinct study relates to one another informs future
research and practice. The first study is an examination of the nutrition care for residents with
dementia from the perspective of care aides working in rural and urban LTC contexts. The
second study is an examination of the role of RDs in nutrition care for residents with dementia
from the perspective of RDs practicing in rural and urban LTC contexts. The third study is an
umbrella review of the current peer-reviewed systematic review literature related to nutrition
care of residents with dementia in LTC, with particular attention to the conclusions or
recommendations related specifically to care aides and RDs.
6

Chapter 2.0: Literature Review
2.1 Dementia
According to the World Health Organization (WHO), dementia is “a syndrome, usually of a
chronic or progressive nature, caused by a variety of brain illnesses that affect memory, thinking,
behaviour and ability to perform everyday activities” (WHO, 2012). Dementia is an “umbrella”
term for a variety of diseases or conditions that cause a similar impairment in cognitive and
functional ability. These diseases share the feature that they produce brain-based changes that
alter cognition and functional abilities, creating impairment in daily life and are thus collectively
known as dementias. The most common form of dementia is dementia due to Alzheimer Disease
(AD), accounting for over 60% of dementia prevalence (Alzheimer Society Canada, 2010). The
second most common type is vascular dementia followed by Lewy body dementia, and
frontotemporal dementia (FTD), all attributable to different underlying neurobiological
pathologies (Chiu et al., 2006). Symptoms specific to each are addressed in the discussion of
early stage dementia and nutrition that follows shortly.
The ability to accurately identify and diagnose sub-types of dementia is challenging. As more is
learned about the neurobiology and pathophysiology of these diseases, diagnoses of sub-types
can be expected to improve. At the early stage of illness, the diagnosis of sub-types may enable
tailoring of interventions and care that best suits the particular type of dementia. As dementia
progresses to the more advanced stages, individuals with dementia typically exhibit a global
impairment with limited differentiation and distinction between the various subtypes (Lezak,
2012). Late stage interventions may also be better tailored if the dementia sub-type is known, as
the reasons underscoring particular behavior could be better addressed. For example, reasons for
food refusal may differ among persons with FTD compared to persons with AD. However, since
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admission to long-term care (LTC) often occurs in later stages of the disease when cognitive and
functional abilities have declined to a point where full-time assistance and care is needed,
policies and care plans in LTC are typically general rather than specific in order to address this
global impairment version of dementia.
While there can be a wide variety of symptoms expressed or deficits experienced depending on
the sub-type of dementia, a general all-cause diagnostic criteria has been developed by the
National Institute on Aging. “Dementia is diagnosed when there are cognitive or behavioral
(neuropsychiatric) symptoms that:
1. Interfere with the ability to function at work or at usual
activities; and
2. Represent a decline from previous levels of functioning and
performing; and
3. Are not explained by delirium or major psychiatric disorder;
4. Cognitive impairment is detected and diagnosed through a
combination of (1) history-taking from the patient and a knowledgeable
informant and (2) an objective cognitive assessment, either a “bedside”
mental status examination or neuropsychological testing.
Neuropsychological testing should be performed when the routine
history and bedside mental status examination cannot provide a
confident diagnosis.
5. The cognitive or behavioral impairment involves a minimum
of two of the following domains:
a. Impaired ability to acquire and remember new information–
–symptoms include: repetitive questions or conversations, misplacing
personal belongings, forgetting events or appointments, getting lost on a
familiar route.
b. Impaired reasoning and handling of complex tasks, poor
judgment––symptoms include: poor understanding of safety risks,
inability to manage finances, poor decision-making ability, inability to
plan complex or sequential activities.
c. Impaired visuospatial abilities––symptoms include: inability
to recognize faces or common objects or to find objects in direct view
despite good acuity, inability to operate simple implements, or orient
clothing to the body.
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d. Impaired language functions (speaking, reading, writing)––
symptoms include: difficulty thinking of common words while speaking,
hesitations; speech, spelling, and writing errors.
e. Changes in personality, behavior, or comportment––
symptoms include: uncharacteristic mood fluctuations such as agitation,
impaired motivation, initiative, apathy, loss of drive, social withdrawal,
decreased interest in previous activities, loss of empathy, compulsive or
obsessive behaviors, socially unacceptable behaviors.” (McKhann,
Knopman, Chertkow, Hyman, Jack Jr, Kawas, Klunk, Koroshetz, Manly,
Mayeux, Mohs, Morris, Rossor, Scheltens, Carrillo, Thies, Weintraub, &
Phelps, 2011)
2.1.1 Impact of Dementia
Dementia has been chronicled as a public health priority (WHO 2012) and a global epidemic
(Prince et al., 2013). Global prevalence of dementia in 2010 was estimated to be 35.56 million
people, or 4.7% of the total population (WHO, 2012). This prevalence is projected to increase to
75.62 million people by 2030 and 135.46 million people by 2050 (Prince et al., 2013). The
estimated prevalence in North America in 2010 was 6.9% of the population, or 4.38 million
people. Within Canada, the estimated prevalence of dementia in 2008 was approximately 1.5%
of the total population, or 480,000 people (Alzheimer Society Canada, 2010), and is projected to
increase to 2.8% of the total population, or 1,125,000 people by 2038 (Alzheimer Society
Canada, 2010). A recent study in SK using provincial administrative health databases
(hospitalization, physician service, prescription drugs, and RAI-MDS LTC) calculated the
number of persons with dementia in SK at 13,012 in 2012-2013 (Kosteniuk et al., 2015). The
researchers noted that underestimation of prevalence could have occurred because they did not
have access to RAI-MDS homecare service data and due to physician ability to record only one
diagnosis per patient claim, which can be a problem if a patient presents with comorbid
conditions (Kosteniuk et al., 2015).
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Globally, the financial cost of dementia in 2010 was estimated to be $604 billion (ADI, 2009).
The US Alzheimer’s Association reported that the financial implications to the formal care
systems of healthcare for dementia amount to $214 billion per year (Alzheimer's Association,
2014). As well, the 2013 estimates of unpaid caregiving by family members or other informal
support in the US amount to 17.7 billion hours of care per year by over 15 million people
(Alzheimer's Association, 2014). In 2010 the estimated economic burden of dementia in Canada
in 2008 was $15 billion per year, and this is expected to increase to $152 billion by 2038
(Alzheimer Society Canada, 2010).
Dementia is one of the most feared and dreaded conditions (Corner, 2004). A review of public
opinion surveys about cognition and aging revealed that more than double the number of people
fear loss of cognitive ability (62%) than physical ability (29%), as many as 50% of people
surveyed fear development of dementia; 49% were equally afraid of caring for a loved one with
dementia as of having dementia themselves (Anderson et al., 2009). The impact of dementia
personally, to those with disease and their care partners, and societally is profound.
2.1.2 Trajectory of Dementia Care
As dementia is characterized by incurability and progressive deterioration, a trajectory of general
care needs can be predicted. At earlier stages of disease, persons with dementia and their families
may require therapeutic care focused on slowing the progression of decline and support in coping
with the changes they are experiencing (Alzheimer Society Canada, 2015a). As the disease
progresses, more care will be required in order to maintain function. As functional ability
declines, more personal care assistance will be required for performance of routine tasks known
as activities of daily living (ADL), and at advanced stages of disease, therapeutic care to reduce
challenging behaviours is often required in addition to full-time assistance with ADLs
10

(Alzheimer Society Canada, 2015b). As the dementia progresses, the ability to live
independently within the community is compromised and at moderate to later stages of illness,
relocation to LTC is common (Alzheimer Society Canada, 2015c). Figure 2.1 depicts a broad
overview of the progression of dementia symptoms and typical trajectory from living in the
community to living in LTC.

Figure 2.1. Trajectory of Dementia Care; Reproduced with permission from Dementia Care in 9
OECD Countries: A Comparative Analysis, OECD Health Working Papers, 2004.
2.1.3 Nutrition and Risk of Developing Dementia
Morley (2014) has noted that nutrition plays a clear role in cognitive maintenance (Morley,
2014). Deficiencies of particular nutrients such as vitamin B12, folate, niacin, and thiamin have
been shown to cause cognitive impairment, and protein energy malnutrition is associated with
cognitive deficit (Morley, 2014). There is a growing body of evidence suggesting that reducing
the prevalence of nutrition-related chronic conditions such as diabetes mellitus, cardiovascular
11

disease, hypertension, dyslipidemia, and obesity at mid-life could then reduce the burden of
dementia at the population level (Barnes & Yaffe, 2011; Sindi et al., 2015). Research shows that
between one-third and one-half of AD cases can be attributed to modifiable risk factors including
diet (Kenigsberg et al., 2015; Norton et al., 2014). Barnes and Yaffe (2011) posit that half the
cases of AD worldwide are due to seven modifiable risk factors: diabetes mellitus, midlife
hypertension, midlife obesity, depression, physical inactivity, smoking, and cognitive inactivity
(Barnes & Yaffe, 2011). They project that a 10% risk reduction in these factors could prevent 1
million cases of AD per year and note that these findings would likely be similar for all-cause
dementia as well.
The effect of mid-life adiposity on risk of dementia yields mixed findings; some studies have
shown an increased risk for late life development of dementia in persons classified as
overweight/obese at mid-life, particularly those who had central obesity (Whitmer et al., 2005;
Whitmer et al., 2008), yet others have found no association (Albanese et al., 2015). Many trials
regarding high-level supplementation of particular nutrients have been undertaken, however a
recent systematic review by Shah concluded that supplementation of single nutrients is not
recommended at this point, and that obtaining nutrient intake via healthy foods appears more
beneficial regarding maintaining cognition (Shah, 2013).
In terms of dietary intake from food, the Mediterranean diet has been researched in terms of its
impact on cognitive decline and risk for dementia, and there is evidence that following a
Mediterranean diet style of eating is of benefit to cognitive health (Feart et al., 2015). The
Mediterranean diet style of eating is characterized by an emphasis on plant based foods such as
vegetables and fruits, whole grains, legumes or nuts; use of unsaturated oils such as olive oil
instead of saturated fats; limited intake of red meat; moderate intake of poultry, fish, eggs, and
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dairy; liberal use of herbs and spices over salt; and moderate intake of wine (Bach-Faig et
al.2011). Recent systematic review concluded that adherence to a Mediterranean diet was
associated with lower rates of cognitive decline and possible reduced risk of AD (Lourida et al.,
2013; Petersson & Philippou, 2016).
Another diet emphasizing healthy eating patterns, the DASH diet (Dietary Approaches to Stop
Hypertension) has shown rates in prevention of cognitive decline similar to the Mediterranean
diet (Tangney et al., 2014). The DASH diet is characterized by emphasis on vegetables, fruits,
and whole grains; lean meats, poultry, and fish; lower fat dairy choices; nuts, seeds, and
legumes; and reduced consumption of sweets and sweetened foods (US Department of Health,
2006). Recent investigation of the MIND diet (Mediterranean-DASH Intervention for
Neurodegenerative Delay), developed as an amalgamation of the Mediterranean diet and the
DASH diet with emphasis on healthy eating known to be associated with positive brain health,
shows promise in slowing cognitive decline and delaying onset of AD (Morris et al., 2015;
Morris et al., 2015b).
The relationship of nutrition and risk of developing dementia is an area of growing research.
Because there is no known cure, there is much interest in preventing dementia, particularly
through nutrition and nutrition-related health strategies. The commonly accepted non-modifiable
risk factors, modifiable risk factors, and protective factors are summarized in Table 2.1.
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Table 2.1: Risk factors and protective factors for development of dementia. Adapted from Etgen,
2015
Non-Modifiable Risk
Factors
Age
Familial and genetic risk
factors
Family History of Memory
complaint

Modifiable Risk Factors
Hypertension
Hyperlipidemia
Obesity
Smoking
Diabetes Mellitus
Cardiac Disease
Chronic Kidney Disease
Depression

Protective Factors
Mediterranean-style diet
Vegetable/Fruit Consumption
Physical Activity
Light Alcohol Consumption
Cognitive and Social Activity

2.1.4 Nutrition and Dementia Care
The goals of nutrition care in the early to moderate stages of dementia are largely focused on
preventing physical and cognitive decline, preserving function and ability, and maintaining
quality of life for the person with dementia and their care-partners. Until the late stages of
dementia, the dementia subtype influences the types of cognitive and behavior changes
experienced or symptoms expressed, and these in turn predispose associated nutritional risks.
The early to moderate stage behavioural and psychological symptoms of dementia (BPSD)
exhibited in typical AD can be profoundly different from those exhibited in a Lewy body
dementia, for example. Typically, AD presents with more memory impairments (Chiu et al.,
2006; McKeith & Cummings, 2005), vascular dementia presents with more depression and
apathy (Caputo et al., 2008a; Sultzer et al., 1993b), Lewy body dementia presents with more
hallucinations, fluctuating cognition or alertness, and sleep disturbances (Chiu et al., 2006;
O'Brien, 2003), while FTD presents with hyperorality, disinhibition, and poor judgment or
impulsivity (Ahmed et al., 2014; Chare et al., 2014; Chi et al., 2014). Table 2 describes the
common BPSD associated with the 4 major subtypes of dementia and the potential nutritional
implications associated with those symptoms.
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Table 2.2 lists commonly experienced symptoms and their potential associated nutritional
implications. However, it is important to note that at the individual level these symptoms could
be expressed in many different ways, and individual personality traits, the environment/context,
and available informal care supports could create a wide variation in the actual effect
experienced. Nutrition-related issues are frequently not identified at the early and middle stages
of dementia, which can lead to increased morbidity (Brook, 2014). The characteristic outcome of
the nutritional implications for all types of dementia is an increased risk for malnutrition whether
it be due to the wrong types of nutrients consumed, reduced ability to procure and prepare foods,
reduced ability to eat, overeating, or undereating. The European Society for Parenteral and
Enteral Nutrition (ESPEN) guidelines on nutrition in dementia advocate screening for
malnutrition as well as close monitoring of nutritional health for persons with dementia (Volkert
et al., 2015). Malnutrition due to dementia, if not mitigated, increases decline, severity of
symptoms, and deterioration.
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Table 2.2: Dementia Subtypes, BPSD, and Potential Nutritional Implications
Dementia
Subtype
Alzheimer
Disease

Behavioural and Psychological
Symptoms of Dementia
(BPSD)
Memory loss and cognitive
impairments

Potential Nutritional Implications

References

Forgetting to eat/drink, perform oral care
Reduced ability to procure/prepare food, eat, perform oral
care

(Aliani, Udenigwe, Girgih,
Pownall, Bugera, & Eskin,
2013; Gillette-Guyonnet,
Abellan Van Kan, Alix,
Andrieu, & et al., 2007;
Greenwood, Tam, Chan,
Young, Binns, & van
Reekum, 2005; Lezak,
2012; McKeith &
Cummings, 2005; Morris
& Volicer, 2001; Volicer,
Seltzer, Rheaume, Karner,
Glennon, Riley, & Crino,
1989; Weijenberg, R. A.,
Scherder, E. J., &
Lobbezoo, F., 2011;
Weijenberg, R. A. F.,
Scherder, E. J. A., &
Lobbezoo, F., 2011)

Inability to complete food preparation, sit through meals

Decreased olfactory sense and
impaired odour detection

Reduced enjoyment of food, decreased appetite, inability
to smell spoiled or unsafe food

Repetitive actions such as
wandering, pacing

Increased energy requirements

Irritability, agitation

Increased challenge to eating, reduced enjoyment of
mealtimes

Decreased oral health

Increased challenge to eating, particularly mastication
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Attention difficulties

Decreased intake, reduced enjoyment of foods
Loss of appetite
Difficulty organizing movements in order to cook or eat,
such as use of utensils
Vascular
Dementia

Dyspraxia
Affective disturbances, agitation

Decreased ability to procure/prepare food and eat

Apathy, Low motivation,
depressive symptoms

Reduced appetite, less interest in and enjoyment of food
and eating

Motor difficulties

Difficulty preparing food and eating

Paranoia and/or delusions

Challenges in eating (for example, belief that food is
unsafe or poisoned)

(Caputo, Monastero,
Mariani, Santucci,
Mangialasche, Camarda,
Senin, & Mecocci, 2008b;
Chiu, M. J. et al., 2006;
Finkel, 2003; McKeith &
Cummings, 2005; O'Brien,
J., 2003; Sultzer, Levin,
Mahler, High, &
Cummings, 1993a)

Lewy Body
Dementia

Diurnal rhythm disturbances,
sleep difficulties

Disrupted meal routine and cues to eat

Emotional lability, irritability
Fluctuating cognition and
alertness

Reduced pleasure in eating and social aspect of meals
Difficulty completing tasks related to food preparation and
eating

Sleep disturbances

Disrupted meal routines, falling asleep during meals,
nighttime eating

Issues with judgment

Challenges determining appropriate portion sizes,
assessing when full, decreased enjoyment of social meals

Decreased concentration,
attention, and visual or auditory
hallucinations

Difficulties completing tasks related to
procurement/preparation of foods, and increased
challenges during eating
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Physical function difficulties
Frontotemporal Hyperorality and hyperphagia
Dementia

Challenges to eating and swallowing
Increased risk of compulsive eating, overfilling mouth,
consumption of inedible objects

Eating disturbances such as
binge eating, perseverated
eating, overeating

Increased risk for overconsumption/weight gain,
overconsumption of some nutrients, inadequacy of others,
excessive intake of less healthy foods, alcohol problems

Change in taste preference to
predominantly sweet flavor

Increased risk of insufficient protein intake

Disinhibition and socially
inappropriate behavior, poor
judgement and impulsivity

Decreased enjoyment of meals, decreased social aspects of
eating
Decreased ability to prepare food, eat

Difficulty with motor
coordination, rigidity

(Armstrong, 2015; Chiu,
M. J. et al., 2006; Finkel,
2003; McKeith &
Cummings, 2005;
Shinagawa, Adachi,
Toyota, Mori, Matsumoto,
Fukuhara, & Ikeda, 2009)

(Ahmed et al., 2014; Chare
et al., 2014; Chi et al.,
2014; Chiu, M. J. et al.,
2006; Finkel, 2003;
McKeith & Cummings,
2005; Piguet, Petersén, Yin
Ka Lam, Gabery, Murphy,
Hodges, & Halliday, 2011;
Woolley, Khan, Natesan,
Karydas, Dallman, Havel,
Miller, & Rankin, 2014)

In the later stages of dementia, there is a blurring of symptoms experienced across the sub-types
resulting in a global impairment, as described in section 2.1. At the later stages of dementia, the
nutrition care goals are focused primarily on preventing rapid decline and deterioration,
preventing malnutrition or the complications of malnutrition, and preserving quality of life. It is
estimated that in the advanced stages of dementia as many as 85% of people will experience
eating problems (Mitchell et al., 2009). A study of Dutch LTC residents found that those with
dementia were 1.5 times more likely to experience malnutrition than residents without dementia,
and care dependency was significantly higher among residents with dementia who were rated as
malnourished compared to residents with dementia who were not malnourished (Meijers et al.,
2014). Eating difficulties for persons with dementia are attributable to apraxia which decreases
the mechanical ability to feed oneself, distracting behaviours which limit focus and concentration
on the task of eating, prolonged or uncoordinated swallow which increases the time and effort
needed to eat, and dysphagia which can cause aspiration (Hanson et al., 2013). Figure 2.2 shows
the nutrition-related difficulties that accompany the progression of dementia, culminating in
eating difficulties and dysphagia.
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Figure 2.2: Nutrition-related difficulties with progression of dementia. Reproduced with
permission from Morris and Volicer, 2001.

Difficulty with eating and dysphagia have been found to be significant causes of malnutrition in
later stage dementia (Smith, 2011). Percutaneous endoscopic gastronomy (PEG) is a medical
procedure where a tube is endoscopically placed in the stomach via the abdominal wall. Enteral
nutrition via nutrients suspended in fluid formula are delivered to the gut through the tube either
by syringe, gravity feed with a sterile bag, or with a pump. PEGs require care before and after
feeding to flush and clean the tubes, and the PEG stoma requires thorough attention and care to
maintain the skin. Though PEG can be used for feeding when oral routes are unavailable, use of
PEG tube feeding is largely not recommended as the optimal clinical strategy to address
dysphagia for LTC residents, particularly those with dementia (Aparanji & Dharmarajan, 2010;
Kim, 2001). A US study of LTC residents with advanced dementia found that 1 in 5 residents
who had a feeding tube placement were hospitalized for tube-related complications within the
year (Kuo et al., 2009). Placement of PEGs may pose a significant risk to frail residents with
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dementia, they may become confused or agitated by feeding tubes and try to pull them out,
evidence does not support significant improvements in nutritional health of residents with
dementia due to enteral feeding, and enteral feeding does not eliminate risk for aspiration in frail
older adults (Aparanji & Dharmarajan, 2010; Harwood, 2014; Ribeiro & Carvalho, 2015).
Instead, enteral nutrition via PEG is recommended only when an acute, reversible condition is
comorbid with dementia and recovery is anticipated (Gove et al., 2010; Parker & Power, 2013;
Volkert et al., 2015).
DiBartolo (2006) cautions against use of PEGs and instead recommends careful hand feeding
that includes providing small spoonfuls of properly textured foods, trained staff focusing solely
on the resident, and using frequent reminders to chew, swallow, and cough between mouthfuls
(DiBartolo, 2006). Harwood (2014) adds that careful hand-feeding must be done slowly to
ensure full swallow between mouthfuls, with proper positioning, and involvement of the resident
via ‘hand-over-hand’ use of utensils (Harwood, 2014). Amella echoes use of supported oral
feeding for residents with dementia and adds that an interdisciplinary care approach should be
used to troubleshoot and make adaptations that augment oral feeding and intake (Amella, 2004).
Oral feeding may also be advantageous to resident quality of life (QoL). Noting that careful
hand-feeding may be more time consuming, Amella advocates for this option due to the attention
and social interaction it obliges (Amella, 2004).
Typically, the cognitive and functional impairments that characterize a late stage dementia make
it unfeasible to live independently, even with the assistance of care-partners. At that point it is
usually necessary to relocate to LTC where continual care and assistance with ADLs is provided.
The following section will briefly describe the LTC context and dementia, then address nutrition
care and advanced dementia within the LTC context.
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2.2 Long-term Care (LTC) and Dementia
LTC has generally not been a top priority among health policymakers (WHO, 2003). However,
with an aging population, a higher acuity of illness experienced at end of life, and an expectation
of high-quality, often costly care provision, LTC is a sector garnering more attention. In Canada,
LTC exists under the category ‘residential care facilities’, defined as “facilities with four beds or
more that are funded, licensed, or approved by provincial/territorial departments of health or
social services” (Statistics Canada, 2011d). The OECD definition gives more detail about the
level and type of care provided within LTC, defining LTC as “…places of collective living
where care and accommodation is provided as a package by a public agency, non-profit, or
private company. … a range of services for persons who are dependent on help with basic
activities of daily living over an extended period of time. Such activities include bathing,
dressing, eating, getting in and out of bed or chair, moving around, and using the bathroom, often
in combination with rehabilitation and basic medical services” (OECD, 2005). Though referred
to by many other names such as nursing home, special care home, home for the aged or elderly,
and geriatric institution, LTC is a commonly accepted term within Canada.
Among OECD countries, it is estimated that LTC spending ranges from 0.2% to 3% of gross
domestic product (GDP), with variation between countries depending on the proportion of public
financing of LTC and the quality of service offered (OECD, 2013). Canada’s average public
spending on LTC between 2006 and 2010 was 1.2% of GDP, and that is projected to increase to
between 1.9% and 2.5% by 2060 (OECD, 2013). A 2014 CIHI report noted that the Canadian
spending on LTC amounted to $9.8 billion, a significant amount in health spending (CIHI,
2014).
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LTC is not included in the legislation that outlines the principles of the Canadian health system,
The Canada Health Act, and has been noted as a gap that, in effect, allows the government to
evade principles of the Act in terms of providing universal coverage, with variation in eligibility
criteria, fees, and services covered (Armstrong, 2008). Instead, LTC is mandated at the
provincial and territorial level. The variation in the current provincial LTC systems is rooted in
the historical evolution of the system within each province and territory (Banerjee, 2007). Within
SK, the provincial health authority, formerly the Regional Health Authorities (RHAs), is
responsible for the operation of LTC within the province; the province provides financial transfer
to the health authority which then determines budgetary allocations to each LTC home. Hirdes
(2002) aptly named the complicated, non-standardized system of LTC in Canada a “policy
mosaic” and asserted that the lack of a national approach can create inequalities in how people
access services, and can place burden on informal care supports such as family caregiving
(Hirdes, 2002). He also noted that the lack of standardization precludes comparison across
jurisdictions, particularly between provinces (Hirdes, 2002).
LTC in SK falls specifically under the purview of the Continuing Care Branch of the Ministry of
Health. The formal policy that governs LTC operations within SK is the ‘Program Guidelines for
Special Care Homes’, released in 2013. These guidelines include a section on food and nutrition
services that includes nine subsections to address safe, nutritious, supportive, resident-centered
nutrition care within each SK LTC home, however, the specific mechanisms and practices
through which this care is achieved is defined and evaluated at the region or facility level
(Saskatchewan Health, 2013). As of 2010, there are 2,136 LTC homes operating in Canada
amounting to 215,313 LTC beds (Statistics Canada, 2011d). Within SK, there are 129 LTC
homes totaling 8092 LTC beds (Statistics Canada, 2011d). A 2013 CIHI report noted that
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dementia was the second most common health condition listed on Canadian LTC residents’
health record with a 60% prevalence, second only to bladder incontinence at 70% (CIHI, 2013).
Armstrong et al. (2009) noted that dementia seems to be a prerequisite for relocation to LTC, as
placement within LTC has become increasingly difficult (Armstrong, 2009).
A 2010 study by CIHI, ‘Caring for Seniors with Alzheimer’s Disease and Other Forms of
Dementia,’ found that of a sample of 30,645 Canadian LTC residents, 57% had a diagnosis of
AD or other dementia in their medical record (CIHI, 2010). However, cognitive impairment and
functional ability can be better indicators of care burden due to dementia in LTC than the
presence of a formal diagnosis on residents’ medical records. In this same study, the cognitive
performance scale (CPS) of the RAI-MDS 2.0 data was used to determine the proportion of
residents with cognitive impairment, with only 8.4% of residents rated as relatively intact, 46.3%
with mild/moderate cognitive impairment, and 45.3% with severe cognitive impairment(CIHI,
2010). Eating impairment is one of the five items that make up the CPS that is used to determine
level of cognition in the RAI-MDS 2.0. The other domains that make up the CPS include
comatose status, making oneself understood, decision-making ability, and short-term memory,
and the CPS has been validated against the Mini Mental Status Exam commonly used to assess
cognitive impairment and the MDS cognition scale, though of these, the CPS may be the most
conservative in identifying cognitive impairment (Gruber-Baldini et al., 2000).
A measure of functional status, the activities of daily living (ADL) self-performance hierarchy,
showed that 4.4% of LTC residents were rated as independent, 16.6% as having limited
impairment, 38.6% requiring extensive assistance, and 40.4% as dependent (CIHI, 2010). Again,
eating is one of the four ADL self-performance hierarchy scale items used to determine
functional dependence, among locomotion, toileting, and personal hygiene. The study also found
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that among LTC residents diagnosed with dementia, 85% experienced incontinence, 58%
exhibited challenging behavior, and 23% exhibited wandering (CIHI, 2010). This study paints a
clear picture of the care load within the Canadian LTC context.
The situation in SK’s LTC homes appears comparable to the national data. Similar levels of
cognitive impairment and functional dependence are seen according to the RAI-MDS 2.0
cognitive and functional status measures (CIHI, 2011). A 2011 study found that 50.4% of SK
LTC residents had a diagnosis of dementia. CIHI’s 2011 report ‘Health Care in Canada’ showed
that among SK seniors in residential care, 70% were rated as requiring extensive assistance or
dependent on the ADL hierarchy, and 65% were assessed with moderate to severe cognitive
impairment. A recent study of a representative sample of Canadian prairie province LTC homes,
including SK, showed that over 60% of residents had a diagnosis of dementia and almost half of
residents displayed aggressive behaviours or resisted care (Estabrooks et al., 2013).This
translates into a LTC context where the majority of residents have extensive care needs. In sum,
‘as we look to the future for [LTC] in Canada, the path ahead appears to lead to a more clinically
complex population with substantially greater needs for care” (Hirdes et al., 2011).
2.2.1 Rurality and Long-term Care
Leach and Joseph (2011) argue that the context of rurality plays a role in how LTC work is
provided and experienced (Leach & Joseph, 2011). While there is a great diversity contained
within the term ‘rural’, ranging from towns with populations less than 10,000 to remote fly-in
communities, there are several defining characteristics associated with rurality. According to the
2011 census, rural communities account for approximately 20% of Canadian population, with
rural location defined as living outside centres with a population over 1,000 and outside areas
with 400 persons per square kilometer (Statistics Canada, 2011a). While the ratio of rural to
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urban population in Canada has decreased significantly over time, the rate of decrease has
slowed since 1970, and there is still a substantial amount of the Canadian population represented
in rural areas (Statistics Canada, 2011c). In SK, the proportion of the population living in rural
areas is far more than the national average, at 33% rural and 67% urban (Statistics Canada,
2011b), making attention to rural LTC issues even more important.
The changing demographics of Canadian rural areas include an aging population paired with outmigration of younger people, which combine to impact rural LTC by creating an increased need
for LTC while limiting the population available and able to work in LTC (Skinner & Rosenberg,
2006). Rural LTC homes have access to fewer resources compared with urban LTC homes,
including information technology, infrastructure, pool of personnel for recruitment/retention, and
support from specialized healthcare providers (Leach & Joseph, 2011; Skinner & Rosenberg,
2006). Consequently, rural LTC staff often adapt to inaccessibility of resources by finding ways
of coping rather than seeking consultation or relying on support (Leach & Joseph, 2011).
Factoring into this is the difficulty of recruiting and retaining specialist and allied healthcare
professionals in rural areas (Buykx et al., 2010). This can lead to vacancies in positions and gaps
in the already limited service provided, compounding the disinclination of LTC staff to rely on
specialist support. The limited staffing and resultant reduced capacity within rural LTC has been
proposed as a factor in the lowered threshold for hospital admission among residents with
dementia at end of life (Gessert et al., 2006).
Social support and community cohesiveness are seen to be strengths of rurality and are
recognized as key sources of support for aging in rural contexts (Chapman, 2008; Cohen &
Bulanda, 2015). However, it has been noted that in some rural areas limited community support
available for aging in place or lack of an available informal care network may force some older

25

adults into LTC earlier than necessary (Cloutier-Fisher & Joseph, 2000). Coburn (2002) reported
that a lack of community-based care and availability formal support in rural areas may drive the
increased relocation to LTC among rural seniors (Coburn, 2002). Cohen and Bulanda
investigated the relationship between social support, rural/urban location, and LTC admission
and found that there were no significant differences in rates of nursing home placement based on
rurality, and the social support factors were the same whether rural or urban (Cohen & Bulanda,
2015). These authors note that they did not account for quality of social relationships, nor did
they measure use of other supportive care services, both of which may be important factors to
consider.
Findings from a US study of rurality and LTC quality found that there was a difference in care
between urban and rural areas, and this difference, particularly in more geographically isolated
LTC homes, was associated with better quality in the rural LTC homes (Phillips et al., 2004).
The authors posited that this difference could be in part because rural LTC homes themselves
may be positioned within a greater community support network than urban LTC homes.
However, quality of care was found to be poorer in rural LTC homes compared to urban LTC
homes in a more recent US study (Kang et al., 2011). They used pain and hospitalization as
outcomes measures, which may be highly sensitive to reduced availability of specialist care or
staff training and support, both features that are lower in rural LTC homes. Thus, rurality in and
of itself may not be an independent determinant of LTC quality and should instead be examined
amongst the many contextual factors that contribute to quality of care in LTC.
As mentioned, continuity of care in rural LTC can be challenged by poor retention of specialist
and allied healthcare providers. Recruitment and retention of qualified healthcare professionals
to rural and remote practice locations has long been a challenge. A study in rural Australia found
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that among allied healthcare professionals working in rural Australia, the most valued trait of
rural practice was a high level of autonomy, while limited professional development
opportunities was ranked lowest (Gallego et al., 2015). A qualitative investigation of retention
factors among rural allied healthcare professionals found the broad variety and level of authority
in rural practice helped retention while the limits to career development and lack of professional
development and education in the rural settings hindered retention (Keane et al., 2012). A
Canadian study echoed these findings that allied professionals cited variety of work as a reason
for working in rural or remote practice, adding that individual personal characteristics such as
growing up in a rural location or completing training in a rural site helped in retention of rural
allied providers (Manahan et al., 2009). A review of successful retention initiatives for rural
healthcare providers found that developing connections among professionals via mentorship
programs and enhancing access to continuing professional development and training conference
opportunities were among the successful strategies to enhance retention (Buykx et al., 2010).
2.3 Nutrition Care for Residents with Dementia in LTC
Providing for good quality of life (QoL) is recognized as the central purpose of LTC (Terada et
al., 2013). Fittingly, the common goals of nutrition care in LTC are prevention of malnutrition
and enhancement of resident QoL. As simple as such a statement sounds, nutrition care for LTC
residents with dementia is seldom simple or straightforward in practice. Best care practices for
LTC residents with dementia are based on the philosophy of person-centered care (Harwood,
2014), originating with the work of Kitwood in the early 1990s (Kitwood & Bredin, 1992).
McLean (2007) studied care provided under a biomedical and instrumental approach where
persons with dementia were not perceived as having agency and their behaviours were seen as
disturbances to be controlled either physically or pharmacologically, and contrasted this with
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care provided under a person-centered approach where people with dementia were viewed as
individuals with agency and their challenging behaviour was viewed as an attempt at
communicating (McLean, 2007).
The precise definition of person-centered care (PCC) in dementia can be difficult to articulate
(Brooker, 2003). Building on the work of Kitwood, Brooker (2003) developed a model of
person-centered care for persons with dementia comprised of four elements that, combined,
comprise the philosophy of person-centered care. These elements, which intentionally spell
VIPS, to associate with the acronym for ‘very important persons’, are: 1. Valuing people with
dementia and those who care for them (V), 2. Treating people as individuals (I), 3. Looking at
the world from the perspective of the person with dementia (P), 4. A positive social environment
in which the person living with dementia can experience relative wellbeing (S) (Brooker, 2003).
Brooker’s VIPS framework asserts that persons with dementia are valuable regardless of
cognitive abilities, are unique and require a tailored approach to care, have perspectives and
worldviews that should be respected, and require a socially supportive environment (Brooker,
2007). The Alzheimer Society of Canada endorses person-centered care as the cornerstone of
care provision for people with dementia, emphasizing personal ability over loss in function, and
focusing on dignity, respect and participation in daily activities (Alzheimer Society Canada,
2011).
Smele and Seeley (2013) note that a PCC philosophy is not without tension when meshed onto
the hierarchical institutional culture of LTC, and that the individualized care integral to person
centered care is not always attainable in light of staffing ratios and routinized care patterns, but
affirm that person-centered care is a positive move toward improved care in LTC (Smele, 2013).
A review of PCC for people with severe AD by Edvardsson et al. (2008) concluded that despite a
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scarcity of evidence showing clinically valid QoL improvements directly attributable to personcentered care, it should still frame care because person-centered care is respectful, promotes
ethical care values, and involves few known or potential risks. (Edvardsson et al., 2008). Reimer
and Keller (2009) report that PCC at mealtimes are beneficial to nutritional outcomes in LTC
residents (Reimer & Keller, 2009) and Leydon and Dahl (2008) advocate for PCC policies and
practices to reduce malnutrition within LTC (Leydon & Dahl, 2008).
Reimer and Keller’s model of person-centered mealtimes for LTC includes four elements:
promoting social interaction, providing choices and preferences, supporting independence, and
showing respect (Reimer & Keller, 2009). They contend that attending to the mealtime
environment and experiences of residents during mealtimes is essential to preventing
malnutrition in LTC, and assert that person-centered mealtimes are key to facilitating this
(Reimer & Keller, 2009). Similarly, research from the UK found that PCC is an overarching
theme that unites all other aspects of nutrition care for LTC residents with dementia (Murphy et
al., 2017).
Currently, a standard definition and criteria has not been adopted to define malnutrition in LTC
residents (Bell et al., 2013). Bell et al. (2015) estimated that 20% of LTC residents exhibit
malnutrition, but note that the prevalence varied widely among studies, from 1.5% to 65% (Bell
et al., 2015). Weight loss is often used as a proxy measure of malnutrition within LTC, or as an
indicator to signal that the resident is at risk of malnutrition. A systematic review by Bell et al.
(2013) of measures of nutritional compromise in LTC concluded that weight loss remains the
most objective and consistent measure of malnutrition in the LTC setting (Bell et al., 2013).
Cognitive impairment and dementia have been found to be significantly associated with an
increased risk of weight loss and malnutrition among LTC residents (Bell et al., 2015; Salva et
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al., 2009; Volicer et al., 2013) and a study of 2114 LTC residents in Finland found that residents
were more than twice as likely to be rated as at risk of malnutrition if they had a diagnosis of
dementia (Suominen et al., 2005). A systematic review of factors associated with weight loss
among LTC residents concluded that dementia was associated with increased risk of malnutrition
(Tamura et al., 2013).
The aims of nutrition care for LTC residents with dementia can then be said to be preserving
QoL and preventing weight loss and malnutrition under the auspices of PCC philosophy.
Typically, nutrition care recommendations to support LTC residents with dementia focus on
enhancing intake in order to prevent weight loss, and the connection to QoL and PCC is not
made explicit. Many strategies related to food modification, personnel, and adaptation of the
LTC home environment have been investigated to achieve these aims, and are described in Table
2.3, with a focus on those that are suitable to the Canadian LTC context.
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Table 2.3: Sample Nutrition Care Practices to Support LTC residents with Dementia
Author and
Location
(Brooke &
Ojo, 2015)
United
Kingdom
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(Douglas &
Lawrence)
United States

(Dunne, 2010)
United
Kingdom

Type of Study

Clinical
Review

Nutritional Recommendations
Food Modification

Personnel-related

Environment

Proper texture
modification, energy
dense menu items, and
use of nutritional
supplements to increase
nutrient intake

Enhanced assessment and
dietetic support to
improve nutritional care

Create a pleasant
environment to support
eating, including proper
lighting, use of ambient
music, colour distinctions
in place settings and
utensils in order to aid
visual cues

Narrative
Review

Clinical
Review

Education and training of
care staff in proper
monitoring of resident
intake and in strategies to
assist in feeding
Provision of specialized
training for assistance in
feeding to increase intake

Provide nutrient-dense
choices to increase
nutrient intake
Fortify foods to
maximize nutrient
content

Provide assistance with
meals to increase eating

Dining room ambiance
improvements including
homelike décor, use of
tablecloths, contrasting
coloured dishes, ambient
lighting, use of music,
pleasant cooking aromas,
to increase QoL and
intake
Modify food delivery and
presentation (e.g., soup in
a cup, finger foods) to
encourage independence
in eating as much as
possible
Provide food frequently
to increase opportunities
for intake

Other

Bulk foodservice
delivery of meals as
opposed to tray service
to increase intake
Family-style dining to
increase QoL and
intake

(Dunne &
Dahl, 2007)
Canada

Critical
Review

Increase energy density
in menu items offered

Increase meal frequency
to provide more
opportunities for nutrient
intake

Fortify foods to increase
nutrient density of diet
(Keller, Gibbs,
Boudreau,
Goy, Pattillo,
& Brown,
2003)
Canada
(Liu, Cheon,
& Thomas,
2014)
United States

Intervention
Research

High energy, high
protein menu to increase
weight gain and prevent
weight loss

Enhanced RD time to
assess and monitor
residents

Systematic
Review

Use of nutritional
supplement to increase
intake

Training programs for
staff in nutritional care to
increase intake
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Staff training in
Montessori methods of
care to increase
independence in eating
and QoL

Use of relaxing music to
increase intake
Use of contrasting
coloured dishes to
increase intake

Staff training in
individualized assistance
at mealtimes and snacks
to increase intake
(Smith &
Greenwood,
2008)
Canada

Observational
Review

Use finger foods to
combat apraxia and
texture modified foods to
address dysphagia
Use oral nutrition
supplements to increase
intake

Improve mealtime
environment to reduce
BPSD and improve food
consumption

Bulk foodservice
delivery to increase
intake

(Ullrich,
McCutcheon,
& Parker,
2011)
Australia

Intervention
Research

(Vucea,
Keller, &
Ducak, 2014)
Canada

Scoping
Review

Have care staff assist
with meals to help
encourage eating

Create protected
mealtimes to reduce
distraction and preserve
fidelity of dining
experience

Have nurses supervise
and guide staff on eating
assistance technique
Create a physically and
psychosocially homelike
environment to increase
pleasure at mealtime and
improve intake
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It is important to note that dementia is typically irreversible and fatal. Enhancing nutritional
status of LTC residents with dementia is aimed at enhancing QoL by preventing unnecessary
suffering from malnutrition complications such as painful pressure ulcers or infections. As well,
dementia is rarely listed as a primary cause of death. In a study of 890 LTC residents with
dementia in the Netherlands, immediate cause of death was listed as cachexia/dehydration
(35.2%), cardiovascular disorders (20.9%), acute pulmonary diseases (20.1%), unknown cause
(8.9%), and other causes such as digestive, urinary, or respiratory system diseases, cancer, and
infectious disease (14.9%) (Koopmans et al., 2007). Harwood (2014) cautions that malnutrition
at the very advanced stages of dementia may not be preventable, but notes that poor nutrition
care may worsen dementia (Harwood, 2014).
The Alzheimer Europe recommendations for end-of-life care for persons with dementia suggest
that decisions to discontinue feeding and hydrating should be entered into well in advance of the
end of life, with emphasis on the person dying as a result of dementia not as a result of starvation
(Gove et al., 2010). The recommendations include a note that manual feeding is time-consuming
but caution that decisions to discontinue feeding should not be influenced by organizational
issues such as staffing levels or workload. These recommendations also name RDs as healthcare
professionals who should be involved in the coordinated care of persons with dementia,
underscoring the importance of nutrition care expertise to end-of-life care for those with
dementia (Gove et al., 2010).
Ensuring that LTC policies and practices to prevent weight loss and decline among LTC
residents with dementia are consistent with person-centered care philosophy, and enhance rather
than detract from resident QoL, may be an appropriate responsibility for dietitians (RDs). In
addition to assessing residents’ nutritional status and developing individualized nutrition care
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plans, dietetic practice can more broadly encompass person-centered care through provision of
education and training to all LTC staff and participation in interdisciplinary care teams for
residents with dementia.
2.4 LTC Care Staff and Dementia
2.4.1 Care Aides and Nurses
The majority of care work performed in LTC is done by care aides, also known as personal care
workers, health care aides, care assistants, nursing assistants, or personal support workers. Under
the supervision of nurses, care aides provide the majority of personal care and ADL support
within LTC. In SK LTC, care aides require completion of a Continuing Care Assistant
certificate course to be completed within 24 months of their hire date. For those care aides who
do not complete the certificate prior to beginning work, the majority of training happens ‘on the
job’. Care aides are unregulated in Canada, meaning that there is no professional body governing
care aide conduct or practice, or with whom the public could register formal complaints.
Because no national or provincial registries exist for care aides, very little is known about care
aides as a labour force (Berta et al., 2013). A recent study of care aides working in LTC in the
prairie provinces found that in general, LTC care aides are predominantly middle aged or older
females with high school diplomas and some certificate-level care aide training (Estabrooks et
al., 2015). This study found that in SK, 97% of the care aide workforce was female, 53.6% were
between ages 40-59, 76% were born in Canada, 76% spoke English as their first language, and
the average number of years working as a care aide was 11.8 (Estabrooks et al., 2015).
Nurses and care aides are well-positioned to monitor nutritional status and intake in LTC as they
have the most direct contact with residents and can best assess changes in abilities or changes in
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intake over time (Lou et al., 2007). While nurses assume responsibility for the proper
implementation of the resident care plan, the care aides are responsible for the direct care to
achieve the goals of the care plan. For example, nurses may be responsible for monitoring
residents’ nutritional status while care aides are responsible for directly assisting residents with
eating and drinking. In a recent study of LTC staff attitudes to dementia, addressing eating
problems was the ranked third among challenges experienced by nurses and care aides, after
aggression and wandering (Lee et al., 2013).
Despite responsibility for nutrition related ADLs and personal care, care aides often have little
training on nutritional care and rely on task-specific feeding practices germane to the
institutional culture of LTC rather than person-centered care feeding assistance (Pelletier, 2005;
Sidenvall, 1999). Reliance on routine has been reported as a coping mechanism among LTC staff
facing a high demand for care within an unpredictable care context (Cammer et al., 2014). In a
study of 48 nurses and 143 care aides that examined conceptualization of resident food refusal in
LTC, few reported looking beyond the refusal or trying to find the cause of the refusal, and
instead focused on how to accomplish the task of feeding (Norberg et al., 1988). Gibbs-Ward and
Keller (2005) found that when care aides were able to shed their task-orientation and focus
instead on activities related to mealtime assistance, the therapeutic and social aspects of meals
were enhanced for residents with dementia (Gibbs-Ward & Keller, 2005). The rote processes of
feeding a resident may fit well with a rigid institutional routine with predetermined times and
deadlines for completion of care ‘tasks’, but this approach violates the principles of personcentered dementia care where feeding assistance that encourages resident participation and
independence and intake of nutrients are valued equally. A study by Knopp-Shihota et al. (2015)
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found that 86% of care aides feel rushed during their work, and 62% of care aides reported
rushing while feeding residents (Knopp-Sihota et al., 2015).
An in-depth examination of care aides and assistant nurses’ explanations for limiting choice or
behavior of LTC residents found that the justification was rooted in how care aides valued an
issue or complaint, and complaints about food or eating were often dismissed as trivial. The
authors hypothesize that constructing an issue such as food complaint as trivial or insignificant
serves to justify dismissal of the complaint and inaction (Persson & Wästerfors, 2009). Over
time, such dismissal could accrue and have a large impact on nutritional care and resident health.
Attitudes and behaviours related to nutrition care for LTC residents may be impacted by
education and training. Pearson and Fitzgerald found that nursing staff were not attuned to how
nutritional care processes at mealtimes affected residents’ quality of life, and a key
recommendation from that study was the creation and distribution of education materials to
increase awareness and understanding of the importance of mealtimes (Pearson et al., 2003).
Additionally, Reimer and Keller found that care staff had limited training on mealtime care and
there was a need for staff training programs to accomplish person-centered mealtimes (Reimer &
Keller, 2009).
Efforts to increase knowledge of nutrition care, particularly feeding assistance, for LTC residents
with dementia have been made with the goal of enhancing resident health outcomes. An
Australian survey of LTC staff knowledge of nutritional needs of LTC residents found a
relatively poor knowledge score among all staff (47%) and among nurses (55%), with particular
shortcomings on knowledge of hydration and nutrition needs related to pressure ulcers (Beattie et
al., 2014). After completion of a training education session on feeding skills for working with
LTC residents who have dementia, improvements in knowledge and attitude were measured
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among care aides, and also in observed care behavior (Chang & Lin, 2005). Suominen et al.
(2007) found that prior to an education intervention, nurses and food service workers did not
understand the direct connection between nutrition and overall health of residents (Suominen et
al., 2007). After completing intensive nutrition training sessions with a nutritionist (RD), these
study participants were surprised to learn how much they had previously underestimated resident
energy intake; prior to the intervention no residents met their recommended energy intake but
after the intervention 29% met the requirement (Suominen et al., 2007). RDs can provide
nutrition education and training to increase the abilities of care staff in LTC, which is of
particular importance to care aides who provide the majority of direct personal care and are wellpositioned to monitor change in resident eating ability and intake.
The role of care aides has evolved in recent years alongside the increased acuity of resident
illness in LTC. Knopp-Sihota et al. (2015) note that most physical health needs and increasingly
psychosocial needs are addressed by care aides within LTC (Knopp-Sihota et al., 2015). Care
aides report having little control over how they perform care in the face of institutional routines
and policies in LTC, particularly regarding care for residents with dementia (Morgan et al.,
2012). Berta et al. (2013) report that increasingly, care aides are being delegated more care tasks
and are asked to function within an interdisciplinary collaborative team setting, a role for which
they receive little training or support (Berta et al., 2013). However, interdisciplinary team
collaboration is heralded as the ideal to care for residents with dementia who “have complex
needs requiring a sophisticated, multidisciplinary approach to care” (Hirdes et al., 2011).
2.4.2 Registered Dietitians
The complexity of care needs for LTC residents with dementia requires an interdisciplinary
approach, with support from allied healthcare workers such as RDs, physical therapists,
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occupational therapists, and social workers. However, support within LTC by allied professions
is extremely limited. A recent study showed that SK has very few allied health care providers or
specialists providing service in LTC in comparison to other prairie provinces examined
(Estabrooks et al., 2013). This is particularly true for RDs. A recent survey in SK found that RD
coverage in LTC amounts to approximately 7 minutes of clinical RD time per resident per month
(LTCAG, 2015). In comparison, Ontario has a legislated requirement of 30 minutes of RD time
per resident per month while no provision for RD time is made in SK (Ontario Ministry of
Health, 2010; Saskatchewan Health, 2013). RDs often occupy a consultant role to LTC rather
than a staffed role. That is, fewer RDs practice solely in LTC and are instead may practice as a
community outpatient RD who receives referrals to provide expert consultation on a particular
resident case (Batchelor-Aselage et al., 2015).
As experts in nutrition, RDs can assist in menu and recipe development to support the nutrient
requirements of LTC residents, help to design appropriate eating environments, design
nutritional interventions, complete comprehensive nutritional assessments and create nutrition
care plans specific to each resident, develop therapeutic diets or adapt diets to fit the needs of
residents, support and educate other care staff in nutritional care, act as advocates, and actively
contribute to interdisciplinary care teams (Batchelor-Aselage et al., 2015; Black et al., 2013;
Ducak & Keller, 2011; Jurkowski, 1998; Lilley & Gaudet-LeBlanc, 1992; Wassink & Chapman,
2010). Comprehensive nutrition assessment and care by RDs has been shown to prevent weight
loss among residents with dementia (Keller et al., 2003). RDs have been shown to be effective in
helping LTC staff to shift from task-based feeding to a person-centered care approach as it
relates to nutrition (Gibbs-Ward & Keller, 2005). As well, RDs can actively demonstrate person-
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centered care and contribute to positive culture change within LTC (Wassink & Chapman,
2010).
RDs can provide the expertise in nutrition care necessary to an interdisciplinary care plan for
LTC residents, particularly when managing weight loss, undernutrition, and dementia (Salva et
al., 2009). A 2005 study in a Canadian LTC setting found a significant discrepancy between
weight loss assessments made by nurses and a RD when using information from the same
medical charts (Bowman & Keller, 2005). Findings from this study also suggest that the LTC
RAI-MDS screens for resident malnutrition risk alone are not adequate, noting that cognitive
status is not included in the nutritional risk section despite the established connection to lowered
nutritional status (Bowman & Keller, 2005). RD involvement in developing LTC screening
policies and procedures as well as training of staff may be beneficial.
A Canadian study of RDs working in LTC found that the RD role is not pre-defined and is
instead very independently determined; the RD may have specific duties at the LTC and
particular responsibilities within the care team, but the structure of the job was largely designed
by the RD (Wassink & Chapman, 2010). This same study found that despite having no formal
staff supervision duties, RDs often assumed a leadership role within LTC, actively engaging staff
and motivating them in person-centered care as it applied to nutrition care and also more broadly
(Wassink & Chapman, 2010). However, another Canadian study of RDs working in LTC found
that RDs experienced extreme challenges, mainly related to time constraints due to part-time
work and low staffing level of RDs (Black et al., 2013). Of the 75 LTC RDs surveyed, only 44%
worked full-time hours, 57% held more than 1 LTC RD position, and 44% reported insufficient
time to accomplish required tasks. Notably, despite 75% of those surveyed expressing desire to
remain in the province for the duration of their careers, 20% expressed intent to leave LTC
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dietetics and 44% reported being undecided (Black et al., 2013). As well, a 2008 study of recent
graduate RDs and RD internship supervisors revealed a devaluation of the RD role in LTC
compared to acute care, noting that the LTC holistic approach and focus on resident quality of
life was dismissed and viewed as a focus on ‘extras’ (Lordly & Taper, 2008).
The nature of person-centered care in the LTC setting demands a broad conceptualization of
‘expert’ as all care staff play an essential role in designing and executing care. RDs occupy a
valuable role on interdisciplinary LTC teams as experts in nutrition, but need to keep a broad
perspective that nutrition care is not simply delivery of nutrients in appropriate form and
quantity. As Lilley and Gaudet-LeBlanc (1992) aptly stated,
“As dietitians we sometimes forget that meeting nutritional
requirements is not an end in itself, but a means of improving or
maintaining an individual’s quality of life. … The long-term care facility
offers the dietitian a unique opportunity to observe the client in his or her
everyday life, and forces us to come to terms with the feasibility, impact,
and results of our practice. To the extent that we can contribute to
promoting the self-esteem and independence of the residents in areas
relating to food and nutrition we are contributing to nutritional
care.”(Lilley & Gaudet-LeBlanc, 1992)
While there is still very little research reported on the role of dietitians in LTC it is especially
noteworthy that no published studies could be found on the role of RDs in dementia care. RDs
have the ability to develop and translate person-centered care practices specific to nutrition to
other care staff, and the ability to deconstruct complicated issues particular to nutrition care for
residents with dementia such as interaction due to comorbid conditions or hand feeding versus
tube-feeding. With the growing body of evidence regarding nutritional implications of BPSD and
the increased prevalence of dementia, particularly within LTC, dietetic care and dementia is an
area worthy of significant investigation.
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2.5 Evidence-based Practice
Evidence-based medicine (EBM) is defined as “conscientious, explicit, and judicious use of
current best evidence in making decisions about the care of individual patient” (Sackett et al.,
1996). EBM “…requires a bottom up approach that integrates the best external evidence with
individual clinical expertise and patients' choice” (Sackett et al., 1996). EBP is the term often
used when speaking more broadly about use of evidence by healthcare practitioners, and not
specifically regarding physicians and the practice of medicine. Guyatt, et al. note in the preface
to ‘Users’ Guide to the Medical Literature: A Manual for Evidence-based Clinical Practice’ that
EBM principles are equally applicable to other healthcare providers’ practices, so the more
inclusive EBP term can be used to refer to any evidence-based approach to healthcare practice
(Guyatt, 2008).
EBP is rooted in the work of Dr. David Sackett who developed a model made up of three
components essential to EBP: “(1) Consideration of the patient’s expectations (wishes); (2) our
clinical skills; and (3) the best evidence available to us” (Thoma & Eaves, 2015). To understand
Sackett’s model of EBP functioning successfully in healthcare it is useful to envision care as the
seat of a stool with each of the three EBP components representing a leg of the stool. The
purpose of the legs is to support the seat and the stability and strength of the entire stool is
compromised when any of the legs is lacking. In an interview on EBP, Guyatt emphasized that
evidence alone does not determine care decisions or processes; instead evidence must be
considered within the context of values and preferences (Guyatt & Voelker, 2015).
The shared decision making between the patient and healthcare team is an important
characteristic that distinguishes EBP from straightforward application of evidence. The patient
must be knowledgeable and understand care options in order to make an informed decision, and
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the role of the healthcare practitioner lies in translating the care options to the patient while
respecting individual values and beliefs. Guyatt noted that an informed individual is able to make
the distinction that undesirable consequences outweigh desirable consequences (and vice-versa)
based on their personal set of values and preferences (Guyatt & Voelker, 2015).
Within the context of LTC, EBP can be viewed as a successful integration of person-centered
care (patient values and preferences), executed by competent skilled staff (clinical expertise)
whose work is governed by best practice standards and policies (research evidence, practice
guidelines derived from research evidence). Specht (2013) noted that EBP in LTC can help to
make best use of limited resources because EBP-rooted care has a higher likelihood of
effectiveness (Specht, 2013). A complicating factor in the successful application of EBP in LTC
is dementia and the ability of residents with dementia to actively and fully engage in decisions
regarding their own care. In a 2003 article on EBP using case examples from dementia care in
Australia, Nay noted that in order to improve actual resident outcomes, an EBP care approach
must be rooted in the care context, and informed by resident preference and clinical judgements
which are based on individualized care plans (Nay, 2003). The information contained in resident
care plans is often heavily relied upon when the resident is unable to communicate preferences or
values.
Barriers to EBP include lack of resources, time limitations, perceived lack of authority to make
changes, lack of support from leadership, and lack of skill in interpreting research (Chang,
Russell, & Jones, 2010; Gerrish & Clayton, 2004; Specht, 2013). McConnell et al. (2007)
reported that most LTC homes do not have policies or supports in place to facilitate EBP, such as
processes to assist with review of evidence and processes to aide in systematic adoption of new
practices (McConnell et al., 2007). Their assessment that the relatively isolated professional
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setting of LTC paired with the relatively low proportion of RNs employed in LTC contributes to
the difficulty of operationalizing EBP in LTC. They instead advocated for an academic-practice
partnership to facilitate EBP in LTC. Chang et al. (2010) also found professional isolation to be a
challenge in implementing an EBP approach in LTC (Chang et al., 2010).
The paucity of research evidence to inform practice in LTC is an impediment to successful EBP.
Rolland and de Souto Barreto (2013) note that the current care strategies or therapy protocols
used in LTC rely on little research evidence, largely because research is not conducted with the
LTC population, and is instead conducted with community-dwelling older adults or older adults
patients in acute care settings (Rolland & de Souto Barreto, 2013). After conducting a Medline
search, these authors concluded that only 2.5% of studies in older adults have been conducted
within the LTC context (Rolland & de Souto Barreto, 2013). Of the four priority areas identified
from the 2010 workshop of the International Association of Gerontology and Geriatrics
taskforce, one was advocacy for a LTC research agenda. The group was explicit in valuing EBP,
and stated that they interpret EBP to be a right of those living in LTC, that those living in LTC
have a right to care that is based on the best available evidence (Tolson et al., 2011). Among the
15 recommendations included in the report were two advocating for research in LTC,
Recommendation 14 (Develop nursing home research capacity in developing nations) and
Recommendation 15 (An investment is made in research priorities that address major public
health problems and inequalities that affect older people receiving long-term care) (Tolson et al.,
2011). This international commitment to EBP and an increased research agenda in LTC is timely
and essential.
In a survey of 19 experts in LTC from 8 countries, the top two issues identified as priorities for
future research needs in LTC were dementia care and psychosocial interventions for BPSD
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(Morley et al., 2014). Notably, the fourth-ranked issue was improving nutrition in LTC and the
sixth was putting evidence-based care into practice (Morley et al., 2014). Because of its
centrality to LTC resident health and QoL, nutrition care is an essential area for EBP efforts.
Efforts to better understand the state of the evidence for best practices in nutrition care for LTC
residents with dementia, how care aides can best provide nutrition care for residents with
dementia, and the role of the RD in dementia care in the LTC setting will increase the ability to
design EBP policies and practice guidelines.
2.6 Integrated Knowledge Translation and Exchange Research
Central to the effectiveness of EBP is knowledge translation and exchange (KTE). KTE can be
viewed as a strategy for engaging with decision-makers and stakeholders outside the traditional
research team in order to improve the quality and accelerate the uptake of research products, or
translation of research into practice (Graham et al., 2006). According to CIHR, KTE is “a
dynamic and iterative process that includes synthesis, dissemination, exchange and ethicallysound application of knowledge to improve the health of Canadians, provide more effective
health services and products and strengthen the health care system” (CIHR, 2014). KTE can be
conceptualized as communication and sharing of information and ideas between agencies, levels,
or provider groups, making it a critical aspect of EBP in healthcare. Zoellner et al. (2015) note
that translational research requires perspectives of multiple stakeholders as well as a
collaborative approach (Zoellner et al., 2015). A team of researchers in Toronto assert that
continuing medical education and continuing professional development efforts, which are
typically passive education efforts (i.e. didactic delivery of information), are not effective in
creating change in healthcare practice and argue that KTE is an important tool that is better able
to bridge the gap between evidence and practice (Davis et al., 2003).
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Integrated KTE consists of engagement with knowledge producers, decision makers, and
knowledge users in a more involved manner than one-way, straightforward dissemination of
research evidence with a low level of stakeholder engagement. Instead, integrated KTE is
focused on mutual learning processes and actively values the input of key groups early and often
in the research process, using input from these stakeholders to shape research questions,
strategies for research engagement, data collection, and application of findings (CIHR, 2012).
Working with stakeholders to determine not only how to study a particular issue but also how to
communicate the findings into practice improvements is a strength of KTE research, and
increases its utility in EBP.
Another key element of KTE is thoughtful consideration of the users of the research and their
needs in terms of communication of findings. Tailoring communication of findings to a
particular audience can be a key asset of KTE, particularly in the field of LTC where unskilled
care aides have limited ability to access or interpret traditionally produced research evidence. For
example, Janes et al. (2008) found that care aides engage less with printed resources or
guidelines the way that trained healthcare professionals may, but instead rely on verbal
discussions and experiential learning to develop best practice knowledge (Janes et al., 2008). As
well, Zoellner, et al. (2015) recognize that as essential members of multidisciplinary health
teams, RDs can help expedite translation of nutrition research into EBP (Zoellner et al., 2015).
An integrated KTE strategy, with thoughtful consideration of end users such as RDs and care
aides, can increase the impact of research and ensure expedited uptake of research into EBP
(CIHR, 2012).
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2.7 Qualitative Methodologies
Qualitative research is inductive and seeks to gain understanding of issues not easily quantified.
“When phenomena are not easily measured, processes must be evaluated, knowledge is limited
about a culture, or reasons must be discerned for outcomes a [qualitative approach] is warranted”
(Harris et al., 2009). In large part, qualitative inquiry is focused on human experiences, and the
underlying nature of these experiences (Draper, 2004). Morse (2012) argues that qualitative
health research has two defining features, focus and methods, where focus refers to the study of
health from an experiential lens and methods refers to the use of non-numeric data collected
within a particular context determined by the health issue being examined (Morse, 2012).
Harris and Beto (2009) propose nine purposes for qualitative research: to determine causal
explanations of phenomena in their natural settings, to study the process or natural history of a
phenomenon, to understand the culture, traditions, symbols, perception, emotions, language, and
meaning of phenomena to participants, to describe the context of phenomena, to complement
quantitative research, to generate tentative theories and hypotheses, to describe unfamiliar
community or culture, to validate theory, and for formative evaluation (Harris et al., 2009).
Morse (2012) similarly defines the domain of qualitative health research as made up of nine
categories: identification of health care needs, examining processes of seeking healthcare
including barriers and access to care, exploring the illness experience, trajectories of recovery
from illness; living with a disability, mental or physical, behaviors and experiences of
professional care providers, research that contributes to the examination of health care
professions, health care evaluation, policy, and program development, evidence-based practice,
and development/modification of qualitative methods (Morse, 2012, p. 34).
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Qualitative methods are useful for developing an understanding people’s experiences and
determining patterns that can deepen our appreciation of a phenomenon or experience (Fade and
Swift, 2011). As such, shared individual, group, and contextual factors are important
considerations in qualitative studies (Harris, 2009). Findings from qualitative research are often
focused on developing theoretical understandings or developing concepts (Draper, 2004).
Because issues of nutrition care processes for dementia care in the LTC setting are at a
developmental stage, and the roles of care aides and RDs with respect to nutrition and dementia
care are not described in current literature, qualitative inquiry is the best fit for investigation in
this area.
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Chapter 3.0: Methods
The studies that comprise this doctoral research are united under an evidence-based practice
(EBP) framework, and an integrated knowledge translation exchange (KTE) approach. There is a
need for studies investigating the role of both care aides and RDs in LTC, particularly regarding
care for residents with dementia, the role of care aides and RDs on interdisciplinary care teams in
LTC, and the relationship between RDs and care aides in providing person-centered nutrition
care for residents with dementia in LTC. To accomplish this, qualitative methodology was used.
Three studies comprise this research: 1) an investigation of the role of nutrition care for LTC
residents with dementia from the perspective of care aides, using focus group discussions to
generate data and framework analysis methods; 2) an examination of the role of RDs in nutrition
care provision for LTC residents with dementia from the perspective of RDs practicing in LTC,
using in-depth interviews to generate data and grounded theory analysis methods; and 3) an
umbrella review of the current state of peer-reviewed evidence surrounding nutrition care for
LTC residents with dementia, using review methods to collect and analyze data from published
peer-reviewed systematic reviews. A description of EBP, KTE, and qualitative methods specific
to this doctoral research follows.
3.1 Knowledge Translation and Exchange Committee
In this research, an integrated KTE model was used. A team of three decision-makers was
formed prior to undertaking the research. The three decision-makers were RDs: one working in a
predominantly clinical role in LTC, one working in a predominantly foodservice role in LTC,
and one working in an out of scope managerial role. The group met regularly to discuss the
proposed research, the research process as it unfolded, as well as post-research translational
strategies. At each step in the process the team provided input, gave suggestions, and helped to
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shape the research to be useful in terms of LTC practice. As well, preliminary research was
shared with the KTE decision-makers and various groups in continuing education presentations,
and the committee suggested non-academic audiences to communicate the research findings.
3.2 Care Aide Study
The first study in this doctoral research is an examination of nutrition care for LTC residents
with dementia from the perspective of care aides with attention paid to the rural LTC context and
its impact on this care. With guidance from the KTE committee, four LTC homes within one
health region were selected and invited to participate in the research project. The homes were
chosen as examples of the most typical LTC within the province in terms of number of residents
and operational models. Two of the homes were located in an urban setting and two were located
in rural settings, as per the Statistics Canada “rural and small town” definition of rurality, those
communities outside of the commuting zone of centres with populations of 10,000 or more
(Statistics Canada, 2011c). Each of the LTC were in situated in towns over 250km from the
nearest urban centre.
The KTE committee facilitated meetings between the researcher and the Seniors Health and
Continuing Care department that provided direction and oversight to the LTC within the region.
The researcher presented the proposed research project to this group and the LTC Administrators
and Directors of Care at one of their quarterly meetings, then extended an invitation to the 4 LTC
homes identified as most appropriate. Following this, meetings were held with each LTC
Administrator or Director of Care to seek formal agreement to participate in the research.
Each LTC allowed the care aides to participate in the research project during their work time.
The best time of day and date that the LTC could accommodate the research was predetermined
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and posters advertising the research project were displayed within the LTC for 2 weeks prior to
data collection, were distributed to care aides in their personal work mailslots, and were
discussed during their regular staff meetings, including a reminder on the days when data
collection was scheduled. Care aides were encouraged to participate even if not scheduled to
work on the dates when focus group discussions were being held, but no care aides participated
outside of their work hours. Data generation occurred between May and July 2015.
Focus group discussions were used in this study to generate data and analysis was performed
according to framework analysis methods. Morgan’s method of focus group discussion
recognizes the active role of the researcher in framing the discussion in order to collect research
data (Morgan, 2004). Morgan supports the idea that the interaction between group members
within the focus group discussion is a valuable source of data, noting that this is less ideal when
participants are discussing a highly personal or sensitive matter that may limit comfort with
disclosure and discussion (Morgan, 2004). Focus groups are useful for working with participants
from marginalized groups, or with limited literacy or confidence in the dominant culture and
language (Gray, 2014). Krueger (1994) notes that focus groups can help to mitigate existing
power differences between professionals/researchers and research participants (Krueger, 1994).
Gray (2014) states that focus groups are an ideal method for exploratory discussion of shared and
unshared attitudes or experiences (Gray, 2014). Interaction of participants within focus groups
adds a depth to the data that might not be accomplished via individual interviews. Morgan states:
“[The] ability to observe the extent and nature of interviewees’
agreement and disagreement is a unique strength of focus groups. A
further strength comes from the researcher’s ability to ask the
participants themselves for comparisons among their experiences and
views, rather than aggregating individual data in order to speculate about
whether or why the interviewees differ” (Morgan, 2004), p.272.
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The focus group method helps to create a safe environment in which to engage, and reduces the
hierarchical nature of researcher-researched. These attributes make focus group discussions an
ideal method to generate data with the LTC care aide population. Care aides make up a distinct
group with shared characteristics and ability to comment on their experiences and perspectives,
and may feel better able to voice their experiences to a researcher within a group setting.
Rabiee’s outline of framework analysis guided the data analysis of the focus group discussions
(Rabiee, 2004). Framework analysis involves five stages of analysis of qualitative data: the first
stage is full familiarization with the data through transcript review and listening to recordings
with the aim of gaining a broad appreciation for each focus group discussion as a whole before
breaking the data apart. Next a thematic framework is developed that is similar to open coding of
data followed by a process of indexing the data where concepts are organized and comparisons
among concepts made. The fourth stage is charting of findings where thematic content is
organized and mapped. Finally, in the fifth stage the content is analytically interpreted and
written as thematic findings (Pope, 2000).
3.3 Registered Dietitian study
The second study in this doctoral research is an examination of the role of the RD in nutrition
care for residents with dementia in LTC, with attention paid to the rural context and its impact on
the LTC RD role. RD participants were initially sought via the Saskatchewan Dietitians of
Canada LTC Action group membership list, then via suggestions from the KTE committee.
Individual RDs were approached directly by the researcher via telephone or email and invited to
participate at a time and location convenient to the RD. This project was completed according to
constructivist grounded theory methods. Data were generated through a combination of in-person
and telephone interviews between November 2015 and February 2016. Though the intent was to
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conduct all interviews in-person, inclement weather prevented this. Participants were given the
option of rescheduling or participating in the interview via telephone.
Interviews are a common method of qualitative data generation. The purpose of an interview is
to gain an in-depth understanding of another’s expertise, perspective, and experience (Quinn
Patton, 2002). Strengths of interviews include depth of discussion, flexibility in questioning and
resultant ability to explore new and emerging themes, and ability to encompass a wide variety of
topics, while disadvantages include their time-consuming nature, and dependency on the skill of
the researcher to successfully guide the interaction (King, 2006; Quinn Patton, 2002). Charmaz
proposes use of ‘intensive interviewing’ style for grounded theory studies, which uses openended questioning of a pre-determined, focused topic to elicit detailed responses from
participants that include their perspectives and experiences, for the purpose of in-depth
understanding of the research question (Charmaz, 2014). Charmaz notes that intensive
interviewing draws on informational interviewing (to gain facts) and investigative interviewing
(to uncover hidden actions or intentions) but also allows for interaction between the researcher
and participant to explore unanticipated information or meanings (Charmaz, 2014).
Charmaz’s constructivist grounded theory methods are inductive and rooted in symbolic
interactionism, positing that data is generated rather than collected (Charmaz, 2006). A key
components of grounded theory analysis is the use of constant-comparison method throughout
the data generation and analysis processes (Glaser, 1978). Constant comparison refers to the
process where analytic comparisons are made between pieces of data, between data and codes,
between memos and data, and between levels of codes, for example. Constant comparison
process helps to systematically refine data and ensure that findings are rooted in the data.
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As a data collection method, grounded theory style individual interviews enable a deep
exploration of issues with the ability to be flexible and adapt the questioning to pursue new
insights as they are introduced by the participant. As well, the embedded constant-comparison
grounded theory technique allows for tailoring of each subsequent interview to build on concepts
learned and develop more refined exploration of topics. As such, constructivist grounded theory
methods allowed for a deep conceptual understanding of the RD role that is rooted in the RDs’
experiences and contexts.
3.4 Umbrella Review
The last project in this doctoral research is an examination of the formal literature that
underscores EBP of nutrition care for residents with dementia in the LTC setting via an umbrella
review. A systematic review is used to answer a research query by methodically searching the
peer-reviewed evidence, critically appraising the quality of that evidence, and assembling it into
a coherent summary (Khan, 2011). Similarly, an umbrella review is a rigourous examination of
systematic reviews in pursuit of a broad, conceptual understanding of what is known about a
particular topic with attention paid to gaps remaining in the current evidence base (Grant &
Booth, 2009).
Reviews can be a cornerstone of EBP; peer-reviewed publications are collected, interpreted, and
distilled to address a discrete area of interest and summarize the current state of the knowledge,
and this distillation can be used to guide decision making for policy effort or patient care.
Generally, a review is structured in a step-wise progression beginning with definition of the
question, followed by a thorough search of literature, application of explicit inclusion and
exclusion criteria, analysis of study findings including assessment of quality, then summarizing
the findings for uptake and application (Guyatt, 2008; Khan, 2011).
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The intent of this umbrella review was to ascertain what is currently reported in the peerreviewed systematic review literature regarding nutrition care for residents with dementia in the
LTC setting. As well, the current state of the literature was assessed to determine whether there
is general consistency regarding interventions or outcomes considered in the literature. Last, this
body of literature was examined to determine what recommendations were made specific to RDs
and care aides in terms of their roles or practices related to nutrition and dementia care.
The following chapters 4, 5, and 6 of this thesis are in-depth descriptions in manuscript-style
format of each of the three studies that comprise this doctoral research. Following these chapters
is a discussion chapter that addresses the overarching research findings.
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Chapter 4: Nutritional Care for Residents with Dementia in Rural and Urban Long-term
Care Homes: Perceptions of Care Aides
4.1 Background
Dementia is now recognized as a worldwide public health priority and the number of people with
dementia is projected to double to 65.7 million by 2030 (WHO, 2012). The current population
demographics and increasing prevalence of dementia have significant impact on need for formal
care. Dementia is the top chronic condition necessitating placement in long-term care (LTC), and
residents with dementia require more direct-care time compared to those without dementia
(Prince, et al., 2013). Within Canada, it is estimated that between 45 - 60% of LTC residents
have a diagnosis of dementia and dementia is the second most common health condition
experienced within LTC, after bladder incontinence (CIHI, 2013; Wong, 2016). Persons with
dementia are less able to perform activities of daily living (ADLs), such as eating and drinking
and nearly 20% of Canadian LTC residents with dementia were rated completely dependent in
ADLs (CIHI, 2010).
Nutritional health of LTC residents with dementia is central to quality care. Physiological
changes in residents with dementia, such as reduced hunger and thirst cues, difficulty in
mastication, swallowing, and digestion can negatively impact nutritional intake, while behavior
changes such as repetitive actions and chronic wandering can increase nutritional needs.
Combined, these factors contribute to a higher risk for malnutrition in residents with dementia
which in turn predisposes them to adverse health outcomes such as muscle wasting, infection,
poor wound healing, loss of sensory function, reduced cognitive ability and reduced quality of
life (Chen et al., 2001; Mitchell et al., 2009; Smith & Greenwood, 2008). Optimizing nutritional
status can reduce disease co-morbidity and prevent accelerated decline in physical health (Keller
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et al., 2003). While nutrition intervention may not reduce dementia mortality, it could help to
delay disease progression and benefit resident quality of life (Prince et al., 2014).
Despite the risks associated with malnutrition, nutrition care is not well regulated in LTC homes;
standards and practices can vary between and within facilities or even within care provider
category. Within LTC, the majority of resident care is provided by aides who have limited
training in both nutrition and dementia and rely on task-specific nutrition care (Pelletier, 2005).
Rural LTC facilities may be further disadvantaged due to limited access to specialist care
including dietitians to aid in resident-centered diet, intake, and feeding guidance. Residents with
dementia face problems with oral intake and nutritional status due not only to the physical
disease progression but also due to care, as staff in LTC report difficulty in food provision and
feeding residents with dementia (Pasman et al., 2002). Current practice recommendations for
nutrition care in LTC do not address dementia (DC, 2013).
Givens et al. found that the majority of decisions made by healthcare proxies of persons with
dementia were regarding management of eating and drinking problems, not surprising
considering the high rate of nutrition-related activities of daily living difficulty among persons
with advanced dementia (Givens et al., 2009). A study by Mitchell et al. found that 86% of
nursing home residents with dementia developed difficulty with eating (Mitchell et al., 2009).
The majority of direct care involving eating, drinking, and feeding assistance within LTC is
completed by care aides. Nutrition care, particularly meal provision, is often routinized and taskfocused (Sidenvall, 1999) rather than person-centered and encompassing of best practices for
resident care (Brooker, 2007; Murphy et al., 2017).
Care aides, also known as continuing care assistants, personal support workers, nursing
assistants, or nursing aides, provide the majority of direct care within LTC homes. As such, they
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are responsible for delivering much of the nutritional care, especially mealtime assistance that a
resident with dementia receives. However, little is reported from the perspective of care aides
regarding nutritional care for LTC residents with dementia. Innes notes that the field of dementia
research has typically ignored “…the views and experiences of paid carers who tend to lack
formal qualifications and the associated link with a professional body, who hold low status
within the workplace and who may experience marginalization within the workplace due to their
gender, ethnicity and class” (Innes, 2009, p.106). Examining the principles of nutritional care
for persons with dementia from the perspective of care aides is an important step in
understanding the current state of nutrition care for residents with dementia in LTC, as well how
to best communicate best practices and translate these into effective nutrition care.
Sackett’s model of evidence-based practice is comprised of three key components: research
evidence, clinical expertise, and patient values and preferences (Sackett et al., 2000). A useful
analogy is to envision evidence-based practice as the seat of a stool with each of the components
representing a leg of the stool; stability and strength of the entire stool is compromised when any
of the legs is weak. Within the context of LTC, evidence-based practice can be viewed as a
successful integration of person-centered care (patient values and preferences), executed by
competent skilled staff (clinical expertise) whose work is governed by best practice standards
and policies (research evidence). In many ways, care aides function to represent the personcentered care as well as the clinical expertise aspect of this EBP model as it pertains to nutrition
care provision for residents with dementia in LTC, due to limitations of the residents to fully
communicate their own personhood. With this in mind, examination of the nutrition care
practices for residents with dementia in LTC from the perspective of care aides is timely, with
opportunity to significantly inform resident care.
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4.2 Methods
The objective of this study was to examine care aides’ perception of nutrition care for residents
who have dementia, and gain insight into what care aides consider optimal nutrition care or best
practice.
4.2.1 Setting and Participants
Two urban and two rural LTC homes in the prairie province of Saskatchewan were sampled for
participation in this study. The four LTC were identified through discussion with the senior staff
in the Seniors Health and Continuing Care department of the Saskatoon Regional Health
Authority (RHA). These homes represent common characteristics of LTC homes in general
throughout the province in terms of bed-size (two of approximately 100 beds and two of
approximately 50 beds), and organizational model (mix of public owned and operated and
affiliate-run).
Ethical approval was received from the University of Saskatchewan Behavioural Ethics Review
board (Beh 15-98), and operational approval was granted by the Saskatoon Health Region’s
review board. Administrators from each LTC gave approval for the project to proceed within
their LTC, and allowed care aides to participate during work time. Posters advertising the date,
time, location, and purpose of the focus group sessions were distributed to each LTC, and LTC
nurses brought a copy of the poster to the staff communication briefing meetings to remind care
aides on the day of the focus group session.
4.2.2 Data Generation
The exploratory nature of the research objectives led to use of qualitative methodology. Data for
both objectives were generated through focus group discussions with care aides at each of the
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two rural and two urban LTC homes. Participants were sampled by purposive sampling method,
i.e., those care aides who were available at the time arranged as convenient to the LTC home for
focus group discussion. Two focus group sessions were conducted at each LTC home.
Individual care aide participants completed an informed consent process immediately prior to
data collection. This included a brief discussion of the focus group session, review of the consent
form (included in Appendix 1), and signing the consent form. Aides then completed a basic
demographic information form, were shown a 12 minute educational video on mealtime
assistance, and the focus group discussion began immediately following viewing.
Morgan’s method of focus group discussion was followed, recognizing the active role of the
researcher in framing the discussion in order to collect research data (Morgan, 2004). Morgan
supports the idea that the interaction between group members within the focus group discussion
is a valuable source of data, noting that this is less ideal when participants are discussing a highly
personal or sensitive matter that may limit comfort with disclosure and discussion (Morgan,
2004). Because the intent of this research was to assess views and work experiences germane to
care aides within the LTC setting, comfort with disclosure should not be a limitation. Rather, the
interaction of participants was an asset in this project and added a depth to the data that might not
be accomplished via individual interviews. Morgan states:
[The] ability to observe the extent and nature of interviewees’ agreement and
disagreement is a unique strength of focus groups. A further strength comes from
the researcher’s ability to ask the participants themselves for comparisons among
their experiences and views, rather than aggregating individual data in order to
speculate about whether or why the interviewees differ (Morgan, 2004, p.272).
As well, the relative homogeneity of the group and established relationships among participants
may have increased the comfort and safety in sharing views within the focus group discussion
(Barbour, 2005).
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4.2.3 Data Analysis
Focus group discussions were digitally audio-recorded then transcribed for analysis. Data
analysis followed the process of Framework Analysis outlined in the article ‘Focus-group
interview and data analysis’ (Rabiee, 2004). Thematic analysis was performed by one researcher
(AC) and verified by another (DM). Data was analytically interpreted and organized into
interrelated thematic categories. The trustworthiness or rigour of the study was assessed
according to Shenton’s outlined strategies to ensure credibility, transferability, dependability,
and confirmability of qualitative findings (Shenton, 2004).
4.3 Findings
Eight focus group discussions were held at two urban and two rural LTC with a total of 43 care
aides. All LTC were co-located within one geographic health region, therefore there was
homogeneity of overarching mission, vision, values, and overarching governing policies and
procedures. Both urban had bed counts of approximately 100, while the two rural had bed counts
of approximately 50, which was deemed representative of the urban and rural LTC settings. The
two rural sites were both approximately 250km from a major metropolitan area. Demographic
features are described in table 4.1.
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Table 4.1: Demographic characteristics of care aide participants
8 focus group discussions; 43 care aides in total
Urban LTC
Rural LTC
2 LTC homes, 4 focus group discussions
2 LTC homes, 4 focus group discussions
24 care aide participants (5/5/7/7)
19 care aide participants (8/4/4/3)
Sex: 23 female
Sex: 19 female
1 male
0 male
Work Status: 13 full-time
Work Status: 12 full-time
8 part-time
5 part-time
3 casual
2 casual
Continuing Care Assistance Course:
Continuing Care Assistance Course:
14 completed
16 completed
9 not completed
3 not completed
1 in-progress
0 in-progress
Mean length of employment as a care aide:
Mean length of employment as a care aide:
11.9 yrs (0.5 – 40.0)
10.8 yrs (0.5 – 24.0)
4.3.1 Thematic Categories
Framework analysis yielded six thematic categories addressing the care aide role and perception
of nutritional care for residents with dementia in LTC setting. The challenges experiences and
strategies used in accomplishing nutritional care are encapsulated within these thematic
categories.

Operational

Experiential Learning
-Studying versus ‘real
world’
-Unable to predict or teach
every scenario
-Mentoring to increase
competence and skill

Balancing Resident Care
Needs
-Care needs a ‘moving
target’
-Balance and compromise
-Knowing resident as crucial
element to care

Operational Demands
-Schedule and workload
dictate care
-Many residents, numerous
care interactions
-Between departments and
amongst staff

Theoretical

Table 4.2: Thematic categories – care aide study

Coping Strategies
-Alternate strategies
developed to compensate
when lacking human
resources, tools, or
knowledge resources

Operationalizing PersonCentered Care
-Complex theoretical
orientation to care
-Multiple interpretations
-Continually negotiated

Perception of Nutrition
Care
-Focus on physical and
mechanistic aspects of
nutrition care
-Less attention given to
psychosocial components
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The categories are grouped into ‘Operational’ and ‘Theoretical’. The operational categories
relate to day-to-day work practices surrounding nutrition care for residents with dementia as well
as the immediate considerations that care aides undertake when performing nutrition care. The
theoretical categories encompass more of the philosophical domains, and broader considerations
related to nutrition care for residents with dementia.
4.3.1.1 Experiential Learning
Care aides perceive that training or studying in courses is not adequate preparation for ‘real
world’ of nutrition care, particularly for those residents who have dementia. While they noted
that training via the continuing care assistant course or continuing education sessions was a good
way to learn about dementia generally as a disease, they reported that the actual care required to
provide adequate nutrition and hydration was not something that could be taught in a didactic
manner. Aides noted that it would be impossible to teach every behavior or scenario that would
be encountered, and also thought that it would not be feasible to effectively teach the balancing
of care needs and competing demands ubiquitous to nutrition care.
“You need to see the real side of it. [Training is] nice, but it’s not
like that in real time - It’s very chaotic, bringing people back to the
table. It’s messy, you’re washing people, and you need to see the
real side of it and see just how hard it is to get someone with
dementia to eat or drink.”
As well, an aspect of unpredictability related to dementia was noted by care aides, which
complicated nutrition care. Care aides described episodes of physical aggression from residents
when assisting with eating and hydration, and credited experience as a factor that helped to
predict and prevent future episodes of aggression.
“We have had water thrown at us. Spit at us. We have [combative
behavior] at mealtimes.”
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“[She’d] throw it in your face if she didn’t want it …people
throwing their food, jabbing people with their forks … more
aggressive.”

Overall, care aides perceived shadowing or mentoring as well as on-the-job experience to be the
most effective ways to develop an understanding of nutritional care and to become proficient in
providing care.
“Past care aides that have done it for 25 years showed us these
little tricks that they learned over the years.”
“As you work more it becomes second nature.”
However, a downside to shadowing and experience as sole sources of training was expressed by
care aides as well. Some noted that this puts pressure on senior staff, and allows for
inconsistency, misinformation, or improper practices to be perpetuated and cemented into the
work culture.
“What I find bizarre is these new people are hired ….they don’t
get really much training, they don’t have any knowledge, they have
to take their course within two years …The damage could be done
before you even got your course.”
“Having no knowledge whatsoever, that leaves a lot of onus on
permanent employees that are trying to train them. And if they do
something wrong …say there’s four people training them, so you
have four different types and then they’re all confused because
everyone has their own little way of doing things, right? It’s not
always consistent.”
4.3.1.2 Balancing Resident Care Needs
Meeting the nutrition care needs of residents with dementia, according to care aides, is extremely
difficult due to the very nature of the disease. Care aides described seeking balance and
compromise in the individual care in an effort to ensure that the primary needs of intake were
met without exacerbating behavioural issues. The priority care need in a given moment is
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perceived as a ‘moving target’; nutrition care needs must be continually evaluated and regrouped
while considering how to best proceed.
“I mean, day to day it’s different – one day they could be afraid of
something and the next day they’re not. It’s never the same with
them, ever. It’s always different. You never know, you’re assessing
all the time.”
“They change so much within … you know, moods and stuff or
ability to do stuff. Things that work for you one day don’t work for
you the next day.”
“It can be different every day – it can be different two minutes
from now!”
Repeatedly, the notion of ‘knowing the resident’ was asserted as the key strategy to successfully
providing nutrition care. A solid understanding of the specific likes and dislikes of each resident
with dementia were noted as crucial to inform good nutrition care. However, care aides also
noted that a balance of knowing the resident and knowing dementia is necessary, that is,
understanding that the disease state may complicate or change those known preferences. In all
cases, flexibility appeared to be a key element of providing nutrition care.
Additionally, care aides noted that the work routines or overall schedule of the LTC can conflict
with the personal care plan of residents, and that this is an added challenge in trying to achieve a
balance in the resident’s nutrition care. For instance, a care aide may be responsible for many
residents simultaneously and that could present a challenge in staying present and aware of each
individual resident’s immediate care needs.
4.3.1.3 Operational Demands
Care aides described the workload as often dictating the care available, and noted that the
workload is not a static principle partly due to the transient care needs of the residents with
dementia and partly due to organizational situations like working through a staffing shortage.
They described a type of interdepartmental competition where demands of each department
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might conflict and yet care must be accomplished within the interdepartmental constraints. For
example, a tension was expressed between the care staff and the kitchen staff.
“Our kitchen runs on a clock – there is no flexibility.”
“You want to make it feel like a meal for them, not a rushed thing,
you know. We have dinner from noon ‘til one. We have to be done
– whether you’re done or not, your plate is getting taken.”
To complicate matters, competition also exists intra-departmentally, amongst individual staff
care providers among the same category. Care aides noted that it may be difficult to work with
some, that their attitude or manner of conducting care is a consideration operating in the
background.
The many residents with specific needs or demands often compete for priority and the care aides
described the challenge of attending to the numerous competing interactions amongst residents
while trying to achieve nutrition care, complicated by the context in which most eating takes
place within LTC.
“So in addition to that one-one-one, knowing that one person and
trying to get that someone to eat, you also have all these other
people around, and maybe this person’s bugging this person and
this one needs his meat cut, and this one needs prompting…”
“You’re supposed to be sitting at eye level but you’re bouncing
around from chair to chair so it’s disrupting them every time
they’re eating and you’ve got them focused, you’ve got to bump
over to somebody else. Dishes clattering, [kitchen staff] are
collecting dishes or serving dishes while you’re still trying to assist
– the TV’s going or another resident’s screaming for no apparent
reason. It can be a madhouse.”
4.3.1.4 Coping Strategies
Care aides identified that a large part of their workload related to nutrition care for residents with
dementia involved coping, or developing strategies to compensate for lacking humans resources,
knowledge resources, or tools to facilitate nutrition care. Much of their time was spent in
adapting to the current moment of care with the residents and responding as best they could. A
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group of care aides described pretending to have coffee with a resident, and described that the
socialization helped the resident to feel comfortable and stay focused on eating. Many described
use of sweet foods to stimulate eating, either by providing a dessert item first, or by giving a taste
of dessert first when assisting a resident to eat. Most examples of coping strategies related to
increasing the amount consumed.
“If they don’t want to eat right now you try again later, try
something else.”
“Well, like somebody with dementia, you can try so many different
things to feed them that are not right for … but they work, so you
do it.”
“Sometimes I give them a taste of dessert first and then alternate
[with other parts of the meal] and that does work.”
Frequently, care aides described a reliance on commercial nutritional supplement drinks for
residents with dementia. In many cases it was described as a necessary and regular component of
nutrition care for residents with dementia.
“If you feel [what the resident ate] is not sufficient, you grab a
[nutritional supplement] or something else, or two desserts.”
“If you can’t get the food into them, you try a little harder with the
[nutritional supplement].”
“They get [nutritional supplement] three times a day, some of
them. We have people that can live a long time on [nutritional
supplement].”
Coping strategies appeared to be developed out of necessity in the moment of direct care, and
while they could describe why they were a necessary component of their work, care aides had a
difficult time articulating how they devised a particular strategy or whether it would eventually
become a normal aspect of their experiential learning.
“Actually, I don’t know how we come up with these thing, but you
just do. And you pass it on and it might work only for one person
ever and then it’s done, or maybe it comes back again for someone
else later on.”
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This constant intercession was perceived as a normal aspect of care aide work when dealing with
nutrition care, and focus on the short term or immediate superseded any consideration of longterm goals or care planning. Responses to questions of how intake was tracked or nutritional
status measured entirely focused on the specific meal or day, noting that if an issue seemed
serious they would record it on a communication board or book at the nursing unit. The majority
of communication occurred between aides informally, and many assertions of the importance of
communicating amongst each other were made. Notably, they discussed involving the nurse if
they felt an issue might be of importance, such as coughing or choking on foods. When asked,
none of the care aides reported working with a dietitian on issues related to nutrition and
residents and few were aware that a dietitian visited their LTC.
“We keep track and we’ll keep putting it on the board – I mean, if
something ever goes five days in a row, you know, the nurse is
obviously going to do something about it. … they’ll have a
swallowing assessment person come, which might take two weeks
or four months… They do come, it just takes a while. So then
you’re trying all this other stuff in the meantime.”
4.3.1.5 Operationalizing person-centered care (PCC)
PCC is a complex theoretical orientation to care that aides are asked to operationalize and
multiple interpretations of PCC were demonstrated by care aides. For some, the ability of the
resident to say no or refuse intake was a prime quality of PCC, while for others cueing,
prompting, continued attempts to promote intake were strong considerations. All care aides
demonstrated an understanding that food and drink should never be forced upon a resident, and
that the approach to eating and drinking should be positive and kind. Some described a subtle
negotiation with the resident to eat, or a need for the resident to be convinced that food was safe
or familiar. Many care aides noted that arguments or disagreeing with a resident with dementia
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over food or orientation to time and place were not effective, noting, “you’re never going to
win.”
In many cases, care aide language demonstrated an appreciation for PCC philosophy but
difficulty putting PCC into practice. For instance, care aides explained that they no longer use
terms like ‘sippy cup’ or ‘bib’ and instead say ‘lidded cup’ and ‘shirt-saver’ because, “well,
they’re not babies, you know.” In one case a care aide interrupted and corrected another when a
term that didn’t reflect PCC philosophy was used:
CA#1: We’re pressed for time. Sometimes it can take two hours to
have a meal. And there’s just too many people to feed sometimes…
CA#2: Not ‘feed’.
CA#1: ‘Assist’, sorry! I’ve been corrected many times. We’re not
feeding, we’re assisting. I understand we have the philosophy, but
there’s so many residents to only so many caregivers.
Central to PCC was knowledge of the individual resident, but how to use that knowledge to
accomplish PCC was less clear. Care aides articulated the importance of choice and preference in
foods when performing PCC, but also noted that these concepts are complicated within an
institutional setting. In some cases, there is only one option available for a meal and in other
cases, personalization or tailoring is not operationally feasible.
CA#1“We have a resident who wants an egg [that is] runny. We
told the kitchen staff and they said no, they’re not going to make
that kind of egg.”
CA#2”Frying them up separately is just not possible, and you do
that for one… it’s not really fair at all. You can’t do that for how
many people everyday, every morning. We’d never get out of the
dining room.”
4.3.1.6 Perception of nutrition care
In discussing nutrition care for residents with dementia, the focus of care aides was largely on
the mechanistic aspects of nutrition care, namely, ‘getting food into people’. The majority of
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discussions focused on mealtimes, feeding assistance, and actions that facilitate or increase
intake, particularly when a resident is resistant to eating. In one instance a care aide noted that it
is important that the food at the LTC be of high quality and nourishing. In another instance a
group brought up the potential for respiratory aspiration of food if a resident was force fed. There
was little discussion about broader components of nutrition care such as tracking intake or
monitoring for signs of dehydration or inadequate intake, even when prompted.
The psychosocial aspect of nutrition care was discussed in several of the groups. Care aides
noted that eating ‘is a social thing too”, and that “[the social aspect] is almost as important as the
nutrition because they never come out of rooms except to eat.” Care aides described social
processes during mealtimes such as holding a resident’s hand, stroking their arms, chatting with
them, singing to them, and generally interacting in a positive and social manner. However, it is
noteworthy that these actions were described as methods to increase consumption of nutrients,
not as an important aspect of nutrition care.
Largely, care aides purported that the primary goal and their primary role in nutrition care was to
get nourishment into the person’s body. In many ways, this triumphed over PCC.
“There are no rules. Really, you’re just hoping they’ll get some
nutrition in them in that day … day by day, whatever works.”
This mechanistic focus was enhanced by their fear of the consequences of malnutrition on the
residents, and fear that their care would be called into question. In one discussion, a care aide
described the negotiation of eating that was undertaken instead of force-feeding a resident, then
presented a real fear of consequences if they do not achieve any intake:
“But then on the other hand, then we get written up in the
newspaper and everything saying that this woman lost so much
weight, they’re malnourished!”
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Alongside this mechanistic focus, some care aides seemed to disregard the complexity of safely
and respectfully accomplishing a goal of getting nourishment into a body. Overwhelmingly, care
aides described scenarios of great complexity in providing nutritional care for residents with
dementia; simultaneously, assisting residents with mealtimes was spoken of as if it were a simple
task. The term feeding was used often and in some cases referred to in a simplistic and somewhat
derogatory manner, “Well, it doesn’t take a genius to know how to feed.”
This particular issue was illustrated by a mealtime following a focus group discussion. The care
aides described their ‘feeder wall’, where they arranged residents with severe dementia in a line
against a dining room wall facing outward. The care aides would then intermittently provide a
spoonful of food to each resident while attending to other residents seated at the tables. It was
clear that the central aim was to get nutrients into bodies.
The three theoretic categories seem to underscore and inform much of what was presented in the
operational categories. That is, the mechanistic perception of nutrition care, challenge in
operationalizing PCC, and development of coping strategies construct the possible or available
methods for care aides to address competing care demands, develop competence to function
independently via experiential learning, and balance each resident’s nutritional care needs.
4.3.2 Case scenario
In order to demonstrate the interrelationship among the thematic categories and how these
coalesce, an illustrative case example concerning flexible breakfasts in LTC will now be
described.
Within LTC, flexible or relaxed breakfasts have become more popular in recent years. A flexible
breakfast refers to allowing residents to choose when they wake in the morning and come to
breakfast, rather than requiring all residents to be ready and seated for a communal breakfast at a
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prescribed and finite time. Often residents are allowed to decide the level of personal care (i.e.,
grooming activities such as shaving, washing, state of dressing) they choose to complete before
entering the dining room for flexible breakfast. Another key aspect of flexible breakfast is the
resident’s choice of what they will eat and when. This may mean that options such as toast are
made on demand, and other options such as hot cereal and eggs are held in warmers ready to
serve. Care aides demonstrated mixed feelings about flexible breakfasts. They endorsed it on a
philosophical level, noting that they agreed that residents should have the right to sleep as late as
they choose. However, they described flexible breakfasts as a challenging situation in terms of
care work, and an impossibility to fully realize within LTC.
When approaching the flexible breakfast, the thematic categories are seen in operation.
Experiential Learning: Care aides rely on what they have experienced in terms of scheduling of
the flexible breakfast on other days when considering their attitude and approach to their
workload for the morning and use this past experience to inform decisions that will be made.
They use strategies that seem to have worked in managing the nutrition care at flexible
breakfasts in the past.
Balancing Resident Care Needs: Care aides are aware of particular needs of each resident and
this factors into decisions about the approach to the morning. For instance, they consider how
long it takes a particular resident to ready him/herself in the morning, they note whether
someone’s medication is needed earlier and with food, they think about the number of residents
who require assistance with ADLs of personal care and eating. They make implicit judgments
about which of these considerations is of higher value on that given day/time.
Competing Demands: Care aides then weigh the competing demands of staff ratios to complete
care tasks, assistance with ADLs including eating, medical care responsibilities, and bathing

Page 72

schedules. They are also aware that though the breakfast is flexible, it is not infinite and spacing
of breakfast and noon meal must be considered.
Operationalizing Person-Centered Care: Care aides then determine who they can allow the true
choice of when to wake up and who they may need to wake earlier than they might prefer. They
consider the decision in terms of which aspect of PCC is more critical at that moment – resident
choice to sleep later or attending a breakfast where they might experience beneficial social
interaction. They also make determinations of which residents will mind the most if woken, and
which residents will not mind or may not be aware of choice in waking.
Coping Strategies: Knowing that not all residents can sleep as late as they like, the care aides
enact processes that represent a compromise of the resident care needs and competing system
demands. They may turn on lights to cue wakefulness, they may enter resident rooms and
promote an appetizing breakfast, or they may simply wake a resident.
Perception of Nutrition Care: Understanding the time limitations and inadequacy of the coping
mechanisms to bridge PCC and the system requirements, the focus turns to the mechanistic tasks
associated with getting food and fluid into bodies rather than promotion of an enjoyable meal
where choice is offered and independence is promoted. Monitoring safety, enjoyment, and
tracking become secondary concerns to the challenge of ensuring each resident has achieved
breakfast intake.
In this manner, the perception of nutrition care then informs their experiential learning for the
next day of flexible breakfast and he cycle continues, with each turn having the potential to
solidify the attitudes, beliefs, and practices as the correct way to provide nutrition care.
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4.3.3 Impact of Rurality
In terms of the impact of rurality, a sub-analysis was conducted examining the rural versus urban
data. Rurality presented as both a strength and a challenge in terms of nutrition care and
dementia. Negative or challenging aspects included the amount of food choice available, access
to specialist support, and employment challenges in recruitment/retention. In terms of food
choice, care aides identified challenges in the limited menu where only one items was offered
rather than two different items offered in the urban setting, and also the limited availability of
food suppliers servicing the rural areas. The care aides noted that specialist services related to
nutrition care such as dietitians, speech-language pathologists, occupational therapists, and
behavioural consultants are less available to the rural homes, and that their visits are
predetermined based on travel schedules and not necessarily responsive to resident care needs.
Employment challenges described by care aides included a smaller pool of applicants for care
aide positions as well as increased cost associated with training due to a policy that all healthcare
workers complete a full week of orientation in the city prior to on-the-job training. In the rural
setting this includes the cost of travel and accommodation for the week, and care aides described
situations where after the time and expense was invested and the new hire began training as a
care aide within the LTC home they identified that they did not enjoy or were not suited for care
work.
The strongest positive aspect of rurality was the personal knowledge of the resident with
dementia as well their family members as this helped with PCC, and with communication with
families. One attribute of rurality presented as both an asset and a challenge: independent
troubleshooting by care aides. This was an asset in that care aides appeared more empowered to
independently make and execute care decisions regarding nutrition for residents with dementia,
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however this was also a challenge in that there was less mentoring support or facilitation that is
essential for redirecting decisions that did not reflect PCC or evidence-based nutrition care
practices.
4.4 Discussion
Care aides provide the majority of direct care to residents in LTC, including nutritional care, and
as such are an important vocational group to understand. Their perceptions and abilities direct
the manner in which nutrition care is executed, and whether it enhances or detracts from quality
of life for residents, particularly for those residents with dementia.
As seen in this study, the day to day decisions regarding nutrition care are most often made at the
direct interface between care aide and resident. Possibly, each nutrition care decision, from
timing, context, and environment in which meals are provided, to choice and delivery of foods,
represents an execution of policy and evidence. Many of these decisions may occur at the macro
planning level and can be said to frame nutrition care (e.g., menu planning, dining room
environment), but most occur in the immediate moment of food provision (what is offered or not
offered, how it is offered, when/where it is offered) and are enacted by a resident-care aide dyad.
Both resident-level and system-level information is taken into account and integrated by the care
aides and resident in the decision-making process.
Dementia presents diverse and complex nutrition care needs within the LTC setting, and this is
well-recognized by care aides in this study. Nutrition care takes place within a context of care
that is complex and interdependent, making it difficult to consider nutrition care practices
discretely (Cammer et al., 2014) and also tailor care to individual residents (Watkins et al.,
2017). Certainly, the findings of this study support that nutrition care within LTC is not
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composed of discrete practices, but is a dynamic context within which decisions are weighed
against multiple considerations including contextual factors, resident needs, system/institutional
needs, philosophies of care, and the resident themselves. A holistic examination of how nutrition
care fits within this context is crucial to understanding how support is best given, or to tailor
interventions that minimize rather than exacerbate the existing competing demands and
challenges that care aides regularly experience.
While care aides voiced an understanding of the importance of nutrition care for residents with
dementia, descriptions of how they do or potentially could achieve this were lacking. A gap
existed between their expressed views of nutrition care being critical to health and a key aspect
of pleasure within LTC, and their ability to describe or even imagine possible ways to
accomplish good nutrition care. Perhaps this gap belies an impediment in the system: the focus
on routine and schedule impedes creative problem solving. Chaudhuri et al. (2013) suggest that
structural empowerment of aides via shared governance and supervisor support may be a route to
improve resident care generally, and this is certainly possible with regard to nutrition care.
However, as we saw in this study, care aide empowerment is not without risk; independent
decision-making is only successful if the decisions are rooted in evidence. A potential for
decreased quality of nutritional care exists if these strategies are not monitored and evaluated.
For care aide empowerment to result in successful nutrition outcomes for residents with
dementia, investment in nutrition education/training and supportive supervision would be
warranted.
Care aides demonstrated limited interaction or connection to other healthcare providers, noting
that their communication was largely informal and amongst themselves. They did discuss
reporting concerns and issues to nursing staff or recording more formally, but a determination
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was made as to when a situation was substantial enough to warrant this. It seems that for care
aides, a closed system of communication exists pertaining to nutrition care and residents with
dementia. The lack of collaboration or reliance on expertise from other trained providers,
particularly dietitians, is a troubling finding.
Reimer and Keller’s 2009 study identified four categories central to PCC for mealtimes in LTC:
providing choices and preferences, supporting independence, showing respect, and promoting
social interaction. Findings from this study demonstrate that PCC is indeed a complex orientation
to nutrition care, and the multiple perspectives allow for many, sometimes divergent,
interpretations of what constitutes PCC in a given situation. A practice that may reflect PCC
philosophy for one resident or in one discrete instance may not constitute PCC for another
resident or in a different circumstance. For example, when managing the needs of multiple
residents with dementia, does it make more sense to remove a resident from an area if s/he is
loudly singing and disrupting another resident’s eating? If left in the area, social interaction is
promoted, but potentially to the detriment of a resident who prefers quiet conversation or a
relaxed eating environment. Or, if a resident refuses food or beverage at the time it is scheduled,
how is this accommodated in the subsequent tasks of the day to ensure adequate intake?
PCC practices related to nutrition care then present a challenge for care aides as they are not
predetermined and are continually renegotiated, sometimes to balance needs among residents and
sometimes moment to moment intra-resident. In some instances this appeared to allow for
greater flexibility and tailoring of care to the individual, but a risk exists where quality care
standards are disregarded under the auspices of PCC. Simmons cautions, “… care practices that
are established for staff convenience and potentially reflect substandard care quality should not
be perpetuated based on the argument that the care is consistent with resident preferences.”
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(Simmons, 2006, pp.220). This could clearly be of risk in the case of promoting food intake and
connecting with residents as care aides verbalized a strong reliance on nutritional supplements
over food, particularly when rushed for time. Though a 2013 review concluded that use of
nutritional supplements could increase body weight among persons with dementia, (Allen et al.,
2013) these products are not meant to be a first-response strategy to enhance nutrition care for
residents with dementia, and, as noted by Keller, 2016, use of nutritional supplements is not a
panacea.
A core finding from this study is the ‘system-focused’ care that is enacted in terms of nutritional
care, rather than person-centered care. That is, the systemic obstacles of the LTC context dictate
the nutritional care provision and severely limit the ability of care aides to be flexible or tailor
their care to each resident with dementia. This corresponds to findings by Pelletier (2005) who
described a category of care aides as ‘technical feeders’, whose primary focus is ensuring
adequate intake by residents, as opposed to those who value a more holistic approach to nutrition
care.
This ‘system-focus’ may augment the perception by care aides that nutrition care is essentially
equivalent to mechanistic feeding. In an exploration of the social meaning of food in LTC,
Lowndes et al. noted that food is medicalized in a manner that intake of food and fluids is
prioritized over all other factors such as socialization and enjoyment (Lowndes et al. 2015). This
is an important consideration for LTC practice as this limited view could have unintended
repercussions that impact resident quality of life, particularly within the vulnerable subset of
residents who have dementia. Keller (2016) proposes that the psychosocial aspects of eating may
be a higher priority consideration than intake when determining interventions that improve intake
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for persons with dementia, and White (2005) advocates enhancement of the hedonic properties of
food in nutritional care for persons with dementia.
Returning to Sackett’s model of EBP, the care aide bears the responsibility for clinical expertise
and patient/resident preference when executing nutrition care for residents with dementia. This
alone is not ideal, but given the scarcity of evidence to support nutrition care practice in LTC, the
risk becomes more apparent. Ad hoc decision making and anecdotal experiences may inform
practice much more than is ideal. A 2014 systematic review by Liu, Cheon, and Thomas
concluded that there is a limited body of evidence regarding interventions to reduce mealtime
difficulties for residents in LTC and it is based on lower quality research. Similarly, a 2013
systematic review by Whear et al. showed that mealtime interventions aimed at improving
behavioural outomes of LTC residents with dementia are sparse and of low quality. The paucity
of evidence-based interventions and absence of care guidelines for nutrition care of residents
with dementia furthers care aide reliance on anecdotal coping strategies.
Thematic categories are presented as ‘operational’ or ‘theoretical’ in order to differentiate
between those that are related to care aide decisions rooted in the context of LTC versus those
that belie a more philosophical orientation to LTC care practices. That is, the categories,
‘Balancing Resident Care Needs’, Experiential Learning’, and ‘Operational Demands’ represent
nutrition care practices that arise as a direct result of the LTC context. In comparison, the
categories, ‘Coping Strategies’, Operationalizing Person-Centered Care’, and ‘Perception of
Nutrition Care’ are born of care aides’ attitudes and beliefs about nutrition care practices within
LTC. As such, more discrete interventions that target specific behaviours could be made specific
to the findings in the operational categories, while broader system changes may be best aimed at
the categories in the theoretical categories.
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An examination of how care aides conceptualize nutrition care provision, what they consider
their role, and how it can be best achieved in the LTC setting lends insight into the sources and
types of evidence that most inform nutrition care decisions at this direct care interface. Findings
from this research suggest many opportunities for intervention to enhance quality of nutrition
care such as enhanced practical or on-the-job training with care aides, greater coordination of
nutrition care, supportive supervision, and adaptive mentoring to help support care aides in
performing nutrition care practices. Interventions that address the root attitudes and beliefs
surrounding nutrition care practices for residents with dementia will be critical to enhancing care
aide practices.
4.5 Limitations
This study was conducted in a discrete geographic health region which may be a factor for
consideration when considering transferability of findings to other LTC homes. The broad nature
of the inquiry limits the specificity of recommendations and further research examining the
relationships of other care providers in the process of nutrition car provision is warranted before
major system-wide changes can be developed.
4.6 Conclusion
This research sheds light on the care aide’s role in nutrition care for residents with dementia.
Maybe the most important aspect of this inquiry is the finding that care aides perceive nutrition
care for residents with dementia as equivocal to the mechanistic aspect of feeding rather than a
multifactorial process that considers resident quality of life and is intrinsically linked to many
operational, philosophical, and resident level factors. Further research to develop an
understanding of how decisions are made in the moment of direct care provision as well as how
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care aides determine what is noteworthy to formally report or record will help to determine
realistic and effective strategies to enhance care.
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Chapter 5: The Downstream Role of Registered Dietitians Providing Nutrition Care for
Residents with Dementia in the Long-term Care Setting
5.1 Introduction
Dementia is the top chronic condition prompting relocation to long-term care (LTC) (Prince, et
al., 2013) and it is estimated that between 45 - 60% of Canadian LTC residents have a diagnosis
of dementia (CIHI, 2016; Wong, 2016). Persons with dementia are at higher risk for malnutrition
due to both physiological and behaviour changes. Malnutrition can accelerate cognitive decline,
increase risk of negative health outcomes (unwanted weight loss or gain, muscle wasting,
infection, poor wound healing, pressure ulcer formation), and negatively impact quality of life
(Chen et al., 2001; Mitchell, 2009; Smith & Greenwood, 2008).
Dementia has been shown to be a causal factor in unintended weight loss among LTC residents,
and has been associated with increased morbidity and mortality (Salva et al., 2009; Tamura et al.
2013). Prevalence of malnutrition post-admission declines among LTC residents who do not
have dementia but not among residents who have a diagnosis of dementia (Meijers et al., 2014).
Poor nutritional status in LTC residents with dementia is well known and nutrition care, ranging
from provision of therapeutically appropriate, high quality menus to individualized resident
nutrition care plans, is crucial in preventing or addressing malnutrition and enhancing resident
quality of life (Milte et al., 2017; Keller, 2016). As well, a person-centered approach is a
recognized best practice in terms of nutrition care for residents with dementia (Brooker, 2007).
Residents with dementia face problems with intake and nutritional status due not only due to the
physical disease progression but also due to care, as staff in LTC report difficulty in food
provision and feeding residents with dementia (Pasman et al., 2002). Within LTC the majority of
direct care activities related to nutrition (e.g., delivery of food and beverages, assistance with
eating and drinking, recording intake) are performed by care aides who have limited training in
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both nutrition and dementia and rely on task-specific nutrition care (Pelletier, 2005). Care may
be further challenged by a rural context. Rural LTC staff may develop coping strategies in
response to reduced availability of specialists rather than seeking consultation or relying on
support (Leach & Joseph, 2011), and increased hospital admissions at end of life may result from
reduced capacity within rural LTC (Gessert et al., 2006).
The role for registered dietitians (RDs) in LTC is increasing (Wassink et al. 2010), however,
current practice recommendations for nutrition care in LTC do not address dementia (DC, 2013).
While RDs are recognized experts in nutrition care and crucial members of the interdisciplinary
LTC team (Lilly & Gaudet-LeBlanc, 1992; Jurkowski, 1998; Roberts, 2011), the RD role in LTC
is not clearly defined (Wassink & Chapman, 2010) and LTC practice is often devalued by RDs
themselves (Lordly & Taper, 2008). Little is known with respect to the RD role specific to
dementia care within the LTC context; the aim of this study is to examine the role of dietitians in
providing nutrition care to residents with dementia in LTC.
5.2 Research Question
This study sought to answer the question: From the perspectives of RDs who practice in LTC,
what is the role of the RD and what supports and barriers exist for RDs in providing nutrition
care specific to dementia in the LTC setting. A secondary objective was to examine the influence
of rurality on the RD role.
5.3 Methods
A qualitative approach informed this study. Specifically, grounded theory methodology
(Charmaz, 2014) framed this research. According to Charmaz’s constructivist grounded theory,
participants and the researcher co-construct data through the research process.
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5.3.1 Setting and Participants
This study took place within the province of Saskatchewan (SK), a geographically large prairie
province in Canada (588,243 square km) with a population density of 1.9 per square km, making
rural healthcare a challenge and concern (Stats Canada, 2016). In-depth interviews were
undertaken with RDs from 9 of the 13 different geographic health regions in place at the time of
the study. Three of the regions at the time of the study had very few LTC homes and one region
was not included due to its LTC RDs undergoing reorganization. Participants were initially
identified from the SK Long-term Care Action Group member list. Theoretical sampling was
used where future participants were identified based on their potential ability to address an aspect
of the inquiry as it developed, and to ensure a broad representation of RDs from different areas
of the province and who worked under different organizational models. Interviews were digitally
audio-recorded and transcribed verbatim.
Potential participants were contacted via telephone and email and invited to participate in the
study. Among those who agreed to participate, a time and location were scheduled at the
interviewee’s convenience, often at the RD’s workplace. Only 2 RDs who were contacted with
an invitation to participate elected not to participate in the study. These RDs did not respond to
email or telephone messages therefore their reason to not participate is unknown.
5.3.2 Data Generation
A semi-structured interview method was undertaken. A set of initial guiding questions and
prompts was developed at the outset of data generation, and in keeping with the constantcomparison method germane to grounded theory method, analysis began in tandem with data
generation which then informed future interview questions. Questions and prompts were
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continually refined as the project progressed, as well as in response to the interview in situ. That
is, a standardized script of questions was not used, and instead the interviewer guided the process
and reacted to the interviewee’s responses in order to form a more conversational tone to the
interview.
The study was approved by the University of Saskatchewan’s Behavioural Ethics Review Board
(Beh 15-150). An informed consent process was included as a part of the study. A study consent
form was reviewed with the researcher before each participant signed to acknowledge their
consent to participate and a copy of this form was given to each participant (included in
Appendix 2).
The data generation process was completed between November 2015 and March 2016. A total of
27 interviews were completed, 21 of these were conducted in-person and 6 via telephone due to
inclement weather that impeded travel. Participants ranged from 23 to 56 years old (mean age 38
years), and in terms of years working in the LTC setting, the range was 6 months to 31 years
(mean 11 years).
5.3.4 Analysis
Data analysis used constant comparison method, beginning with open coding of transcripts and
further working with the data through focused and theoretical coding. Analysis was performed
by one member of the research team (AC) and data analysis was confirmed by another (DM).
Saturation was reached once the relationships between initial codes and theoretical codes were
complete and the resultant parsimonious grounded theory was established. Data quality were
evaluated according to Lincoln and Guba’s model including credibility, dependability,
confirmability, and trustworthiness (Lincoln & Guba, 1985). The quality of the resultant
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grounded theory was evaluated according to Charmaz’s criteria of credibility, originality,
resonance, and usefulness (Charmaz, 2005).
5.4 Findings
Confirmation of findings was achieved through a presentation and discussion with a group of
RDs working in LTC. The initial findings were presented at a regional meeting of RDs
responsible for LTC and a discussion of the thematic categories was undertaken. The group
included 11 RDs with nearly equal proportions of RDs who were participants in the study and
RDs who were not participants in the study. RDs felt that the grounded theory thoroughly
represented an understanding of the RD role in dementia care in the LTC setting and had no
suggestions or modifications to the theory.
5.4.1 The Grounded Theory: “The Downstream Role of RDs in Dementia Care”
The resultant grounded theory is titled, “The Downstream Role of RDs in Dementia Care”.
Generally, RDs reported not being involved in nutritional care for residents with dementia in
LTC until late in the disease trajectory and not receiving consults or referrals to see residents
with a primary cause identified as dementia. RDs described being regularly consulted for laterstage complications of dementia, typically dysphagia or extreme weight loss secondary to the
dementia, but not being consulted for dementia earlier in the disease process, indicating a
downstream role of treatment of complication rather than more upstream activities such as
secondary prevention and proactive enhancement of quality of life. As well, RDs reported a large
number of residents on their case-load, or a large number of facilities that they covered.
Generally, the skillset and expertise of RDs was noted as misunderstood by others, with
stereotypical understandings of RD responsibilities or abilities impeding work.
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5.4.2 Theoretical Categories
Four interrelated categories operate in LTC that push the RD downstream in the dementia care
process and also impede the abilities of RDs in advocating to increase or enhance their role in the
interprofessional care of residents with dementia (Figure 5.1). These categories are
‘Relationships’, ‘Resources’, ‘Siloing’, and ‘Practice Expertise’. Each category is interrelated to
the others and the interaction between the categories operates to increase the limitations
experienced by the RD. The depiction of the theory is such that the categories work as unit, and
are depicted as ‘waves’ that spiral, cycling through the care process and pushing the role of the
RD further downstream. The RD role is positioned at the center of the theoretical model, to
portray not only how the interrelated categories work upon the RD, but how the RD role is a
relatively small force relative to the systemic and operational challenges. As well, the categories
‘Siloing’ and ‘Resources’ are a lighter shade to illustrate that these represent organizational and
systemic issues that the individual RDs have less ability to influence, and the categories
‘Relationships’ and ‘Practice Expertise’ are a darker shade to represent that these are
organizational and systemic issues that the individual RDs perceive more control over, or are
areas where their effort is placed in order to cope with and combat the barriers experienced from
the other categories.
The context of rural LTC provision was examined and found to further challenge the role of the
RD in dementia care, with geographic and time restraints experienced as a result of the rural
context further exacerbating each of the categories in the grounded theory.
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Figure 5.1: The Downstream Role of the Dietitian in Dementia Care
Arrows indicate the interconnected and reinforcing aspects of each thematic category, which
then serve to push the role further downstream and the darker-shaded categories represent the
areas where RDs reported investing their time and effort to mitigate the downstream role.

What follows is an in-depth description of each of the theoretical categories that comprise the
grounded theory.
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5.4.2.1 “Resources”
According to RDs, a central contributing factor to the RD role being pushed downstream was the
scarcity of resources experienced in the LTC setting. Resources could refer to human resources
such as staff time and staffing levels, or to workload factors related to resource allocation such as
number of residents in a case load, or number of LTC homes in which the RD was responsible
for providing care. Resources could also refer to materials such as food, supplies, training, or
communication tools.
The majority of RDs were responsible for multiple LTC homes, many hundreds of residents on
their caseload, and often other care responsibilities such as outpatient or acute care. RDs
described having to respond to not having enough time to fulfill all care responsibilities for
residents with dementia, and described frustration with the challenge of providing what they
viewed to be inadequate care.
I think the biggest challenge for me is time, with having such limited hours and then
also covering acute care, there isn’t as much time as I’d like for my own capacity to be
at each home and to give the time that’s needed to really see whether your
interventions are the most effective and how to streamline processes to help make
things easier in nutrition care. (RD 6)
My time is too limited as well, obviously because I don’t have the time to follow up on
the residents as often as I would like. And it could be a few months more before I get
back to them because I just don’t have the time, because other pressing things come
up. (RD 9)
One of the biggest challenges to me is being multi-site; I feel like I’m often at the wrong
place at the wrong time. (RD14)

One RD responsible for care at three different LTC homes, each having different organizational
structures and different staffing models including who she reported to, described her feelings
regarding workload:
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I feel like I’m pulled in a lot of different directions and that there’s always that list of
follow-ups and new concerns and foodservice stuff. And I wish there were more longterm care dietitians to split the workload. (RD19)

Not only did RDs describe prioritizing their own workload, but described situations where they
had planned their work, but upon arrival to a LTC home, were made aware of a more urgent
nutrition care matter. They described that due to inadequate resources, their time was redirected
to the most urgent cases.
It trumps these other [residents with dementia] who keep falling to the wayside. …you
can’t see everybody you need to see. It’s unfortunate. (RD 10)

As well, RDs described having to prioritize in order to best use their expertise to impact care and
health of residents with dementia. In some cases, RDs responsible for clinical care described
stretching their direct resident care responsibilities to address foodservice or nursing as well; for
instance, RDs worked on initiatives to improve foodservice or nursing care so that the dietetic
direct care work could be implemented. Also, RDs lamented the inability to adequately educate
and mentor care aides and foodservice staff in assisting residents with dementia as a result of the
lack of time.
That’s something we’re really looking at - considering what the best approach is and
where to spend our time. …Again, the interventions that we would use are difficult
given that we can’t even get some of the menu pieces in place so making sure that
there’s someone at the queue or assisting or allowing someone finger foods isn’t often
an option. … Try to suggest what you can, often not that effective. (RD16)
I’d like to be able to support the staff more, foodservice staff, care staff, nursing staff support them more with education which I don’t have time to do now. But I think if I
did, a lot of issues would not be issues because they’d have a better understanding of
the food they’re giving to residents, why it’s helping or why it’s not helping, why they
are giving certain things to them. It becomes better total care if they are informed on
the decisions that I make on behalf of the residents. …But I just don’t have the time.
Some care aides are just so rushed they just want to get the meal in and move onto the
next activity that they’re not stopping to assess that everything is as it should – and
some of them don’t realize that it could be harmful to the person that they’re
interacting with. But that’s where the education would help. (RD 9)
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A RD called her role in dementia care ‘crisis intervention’, describing that not only did she have
a limited amount of time to provide direct care at each home, but other aspects of low resource
allocation in LTC impact her ability to provide care. She noted that individual resident needs
cannot be managed if the broader system does not allow for personalized care to be put into
action, and described having to balance her time between interventions for residents with
dementia and working to improve the care system to better support those interventions.
I think there needs to be a balance. There are definitely immediate needs with seeing
individuals, however I think the effectiveness of an individual consult and assessment,
it’s only as effective as the whole picture and as the supports are in place. I may
suggest diet changes for a resident but they may never be implemented. If I don’t work
in that big picture and help to improve the system, I’ll never be effective for an
individual resident. Both are extremely important and they’re both needed. I think the
more supportive the environment and the more the teams work well together to
provide the best environment in care, probably the less I’ll be needed on an individual
basis. II won’t be putting out fires. (RD 6)

Another RD described an awareness that care is undertaken in her absence due to the low amount
of time budgeted for RD care, and the action she takes in light of this:
Although it would be great if I was consulted on everybody who needed nutritional
support, I recognize I can’t do that. So I try to arm the staff a little bit with some
knowledge so that they can actually make some decisions and run with some things
without absolutely having to be in touch with a dietitian. (RD 4)

RDs described the challenge experienced when LTC staff perform care without the ability to
work with the RD regularly, or when the RD is limited in time or unable to respond in a timely
fashion:
If you are waiting for someone to get an answer you’re going to just ‘make do’ and
maybe things aren’t sorted out specifically on the nutrition end of things. …You might
think “why bother” and try and figure it out for yourself. (RD20)
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RDs stated that because of their inability to be present at the LTC homes for an adequate amount
of time, staff take on nutrition care responsibilities that would benefit from collaboration with the
RD, or ‘make do’ in absence of the RD’s availability.
There isn’t a lot of availability for dietitians to the homes and as a consequence homes
don’t necessarily consult because that visibility of the dietitian isn’t really there. And
it’s hard to be there with limited resources. There’s a gap and missed relationship that
happens. We know it’s a concern, but we’re not always aware of the situations that
arise within the home. …I think decisions are made without a dietitian involved.
Whether that includes what a dietitian would have suggested or not is totally up in the
air. I think decisions are made, unfortunately. (RD 2)

Because of the limited resources for dietetic care, most RDs described functioning in a consultbased model of care, but noted that this was not ideal for many reasons, including the fact that
LTC staff have learned to cope with a lack of RD service.
They don’t know that that could be the role of a dietitian, or that a dietitian could help
them with that situation, or they’ve been managing those situations on their own
already. They probably have no clue that someone else could come in and help them
with that. (RD14)
I’m constantly encouraging communication- I’ve noticed that sometimes staff will take
it upon themselves to do what they need to do, change the diet, modify things,
prescribe things to try and deal with the situation. They don’t often send consults to
the dietitian because we’re only here once or twice a month. We need a constant
presence. I think people need to know that we’re out there and can be accessed at any
time, and that we will change how we do things. (RD18)
It’s one of those things where ‘out of sight, out of mind’. And often the homes almost
forget that there is even a dietitian to be consulted. (RD 4)

RDs noted that it is not only the RD time that is in short-supply, but all LTC staff function in an
under-resourced manner. Some found effort wasted in the absence of staff to enact the care plan
they recommend, or if they are not able to ensure staff understand and are able to execute the
care they prescribe.
It doesn’t matter how good the dietitian is in terms of laying out a good nutrition care
plan if the staff aren’t there to be able to provide it for them, to feed them or to
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encourage them to eat, or to make the specific foods that they want or only want to
eat. …And it is really sad that it’s not a priority for helping these people… But there’s no
staffing standards for long-term care. (RD9)
I can give recommendations of what things might help improve their food intake if
they’ve had weight loss, but the hardest part is really knowing whether they’re being
implemented consistently, and without being able to visit the care homes more
frequently, it’s really hard to know. (RD 6)

RDs described a lack of tangible materials that could support dementia care, and also lack of
other expertise that could help to develop an interprofessional care model.
We don’t have Occupational Therapy, we don’t have Physical Therapy, or even
assistants. So that makes it really difficult. We don’t have access to that kind of
expertise. (RD 9)

RDs also described the lack of standards in terms of ratio of RD to residents, or other care staff
to resident as a detriment that contributes to the under resourcing of LTC, which in turn makes
the RD role more challenging.
If you could have a baseline of this is how many staff you should have for this many
residents …that would help at least in terms of getting [residents with dementia]
proper attention, and they’re falling between the cracks because there’s just not
someone to see them. …We’re not magic, when we see [residents with dementia] and
they’re so far gone with a pressure ulcer or whatever it might be, it’s really challenging
to try and make them better, whereas if we’d seen them before it’d gone to that it
probably wouldn’t even affect their quality of life because you’d catch it before it got
really bad. (RD 5)

5.4.2.2 “Siloing”:
RDs described the LTC setting as a challenge due to two ways in which siloing occurred within
LTC context, that is, operating in a discrete and independent manner rather than holistically. The
first is the way in which each LTC functioned very differently from others, with less
standardization than was perceived as ideal by RDs. The second involved the division between
different departments within each LTC home. Though an interprofessional model of care might
be aspired to, operations at the LTC home level functioned very much in terms of discrete and
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boundaried departments. RDs described challenges in providing nutrition care within this context
in a variety of ways including negotiating redundancies in workload, managing different
organizational models, coordinating care amongst the different departments, managing
communications, and contending with hierarchies in the care staff. Because each area of care
operated in a silo discrete from other areas of care, RDs reported being tasked with bridging
these as an additional part of their role.
Some RDs discussed difficulties that stem from variability in the organizational models or
procedures between the many LTC homes they are responsible for.
I’ve got 200-and-some beds but it’s also five facilities that I’m visiting, and every facility
is unique. The dining experiences, even where to chart, the charts are different. I just
find there’s a lot of lack of standards. (RD13)
Even the format of the facility can make how to provide care and who provides care
and when and all of that to be, seems like I’ve used that word ‘challenge’ a lot… but
just to be able to meet the resident’s needs when there’s probably other things that are
needing to be addressed in different ways, when you look at the format of how care is
even provided facility-wide. (RD25)
There’s a learning curve to each home. Every long term care home is different, they
have different staffing, different personalities… They also have very different processes
and there’s no standards in place. You’re having to learn the operation again and
again. I find that makes it challenging, going from facility to facility because you kind
of have to learn everybody’s process, and everybody has a different take on different
things. (RD18)

Another RD described redundancies in communication experienced due to practicing at different
LTC homes, all of which had different electronic medical record (EMR) systems. The RDs faced
the challenge of learning the systems of the different EMR providers and also communicating at
the LTC home, which may or may not make use of the EMR for resident care.
There is a different electronic medical record system for the XXXX than there is for XXXX
and XXXX areas. …We still chart in the EMR system, but long-term care still have their
own binders [printed resident charts]. They don’t use the EMR. I chart in their longterm care binder chart, but then I would also make my own note in the EMR. (RD15)
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RDs noted that within each LTC home the different departments often operate in exclusion of
one another, noting that nutrition care in dementia requires an interdisciplinary approach to be
successful.
The whole dining enhancement [for residents with dementia] involves the whole facility
in how we’re interacting with the residents, how we’re offering food to a resident, how
we’re assisting a resident and that kind of thing. It became an all-hands-on-deck
approach and with that there’s been a lot of push back, a lot of ‘this isn’t my job this is
the foodservices job’. So, it’s been challenging. …There’s not great communication
between the interdisciplinary groups, they’re working very independently. (RD18)

Another RD explained that she had invested her time in being a part of the different departments
in order to solidify her role as the RD and responsible for nutrition care.
The other thing that I did was provide a lot of education sessions both for foodservice
and for nursing. I think they see me as somebody that can provide education. Nurses
know my name, foodservice knows my name – they know I’m the dietitian. It’s just
helped communication. (RD19)

Others described the lengths they go to in order to ensure that all different departments have and
operate according to the same information regarding a resident with dementia, including writing
out the nutrition care plan in a variety of places other than the chart, and to bridge each different
department as each has a role to play in executing nutrition care for residents with dementia.
RD: Something I recently started was developing care summaries. Often we write in
charts, we talk verbally, we disseminate information, but there’s so much staff
turnover and things can get missed. …There have been times when my
recommendations haven’t been implemented, so then I’m recommending the same
thing and they’re not getting what they need. My initial idea to really address that was
to develop a care summary for all residents I’ve seen at each visit and add new updates
of what we’re hoping to try to improve their care.
I: Your care summary, it’s separate and not included in the chart?
RD: Correct. I write my summary of what I’m recommending in point form so the nurses
and the care staff don’t have to review every chart note I write -it’s just the highlights.
And I provide that to the director of care, kitchen, dietary, as well as care staff, and
nursing. …That’s been quite new and I hope it’ll be an effective way to communicate.
(RD 6)
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The separation between departments was illustrated by descriptions of operational restrictions
that complicated or even impeded RDs’ ability to enact simple strategies to enhance nutritional
care for residents with dementia. RDs described ‘push-pull’ situations where tailoring a residentcentered care plan to meet needs of a resident was limited by organizational factors of the LTC
home.
[In] one example, there was someone refusing to eat pretty much anything. Family was
saying he really liked ice cream and that’s something that we had seen success with
him. …Even just asking for that special request to give him ice cream once a day was a
bit of a battle. I think they’re looking at multiple [factors], ‘ where’s a freezer that we
can put it and what if everyone starts to want ice cream, it’s a more costly item’’. But
obviously it was important for him to be getting something. It was the one thing he
was eating at that time and it was a battle to even get that for him. (RD12)

The challenge of bridging care between departments was complicated for many RDs by the
previously described variation in organizational practices between the different LTC homes
where they practiced. Incongruences in operations represented a challenge that RDs reported
independently managing. A RD described maintaining her own set of resident care files in
addition to the resident chart to address this challenge.
The [screening tool] and the full assessment go into the consult section of the chart.
And then normally we do our follow-up notes in the nurses’ section, so that they can
stay up to date with what we’re doing. We found that if we just had a dietitian page
…it wasn’t being seen. So now I usually [chart] in the nurses’ notes. And I usually leave
them a note. (RD21)

A RD who had moved from acute care practice to LTC described the difference in departmental
function in LTC and the need to bridge clinical dietetics and foodservice in some cases:
I was very surprised at how much help the foodservices need or information they need
if you want to make a simple diet change. They need a lot more practical examples and
I’ll probably get three to four questions about something that I once thought was
pretty simple and straightforward. Preemptively I do it now. I will just stick around
until they have all their questions answered, rather than just doing my clinical
assessment and suggestion. (RD24)
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RDs described power dynamics or hierarchies affecting how different departments perceive and
work with each other, and the role the RD assumes in supporting different departments to enact
quality nutrition care.
I think there’s also a bit of a power struggle that tends to happen sometimes - that
hierarchy that happens within a home in terms of the foodservice staff being lower to
care staff and RNs etcetera. There’s been many times when I’ve had a call from the
foodservice lead who’s identified something that shouldn’t be happening and asking
me to provide some sort of evidence or background to help them get their message
across, because otherwise they aren’t really listened to. …And it really depends on the
home and the relationships in the home as well. (RD 2)

The authority of the RD was also brought up as a challenge in that RDs make suggestions to
improve work practices and enhance menus and devise nutrition care plans, but they do not
supervise the staff who translate the plans into action, and are oftentimes not even a member of
the department responsible to put the plans into action.
I would go in and do these audits at the homes and then I would leave them with a list
of recommendations. But whether they did it or whether they didn’t, it’s really hard to
say. (RD 1)
[Instructing staff who don’t report to me is hard] - especially because a lot of them are
still new faces to me. I know I will specifically go to certain people to say my
recommendations because I know them. But then what if they’re not the staff that is
working with the resident that day? So that is a big challenge. That’s why I do like
working with the Resident Care Coordinator a lot because she knows the staff really
well and she really values my recommendations so she will enforce – sounds strict
[laughs] – but she will educate the staff on “these are the dietitian’s recommendations,
please assist this resident in at mealtimes at all time. (RD 8)

RDs described the impact of this being exacerbated by the infrequency of their time spent in
LTC, and inability to encourage care practices to be implemented for residents with dementia. A
RD described the frustration of trying to discourage a poor practice regarding improper meal
assistance for residents with dementia, and the limitations of trying to create change.
Every time I’m there and I see that, I provide education. But when you’re only out there
once a month that’s hard to enforce those. …Because once you leave the facility they
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just pretend like you weren’t there and go back to what they were doing, which is
unfortunate. (RD10)

5.4.2.3 “Relationships”:
In the face of challenging workloads and lack of operational standards or uniform systems and
practices, RDs described a high reliance on fostering good relationships with other care staff in
addition to the family members and residents with dementia. Fostering collegial working
relationships at the level of the whole LTC home, each department, interprofessionally, and with
residents themselves was described as essential to enact nutrition care for residents with
dementia.
Many RDs described relying on other health care providers in order to perform resident-centered
care for residents with dementia due in part to the nature of dementing illnesses and also to the
time-restraints experienced in their positions. RDs noted the importance of consulting with
residents’ family members and all members of the care team.
I think it’s more about understanding that they have dementia and potentially you’re
not going to necessarily get a lot of information from them. You need to go to the
family about what this person liked, what they are used to. …That’s our job, to make
sure they’re eating and that they are enjoying what they’re eating. Usually it takes a
little more digging to get those answers, versus someone who doesn’t have dementia.
(RD17)
I suppose one of the biggest challenges is [residents’ with dementia] inability to really
communicate with you. It takes a lot of time and there’s a bit of guess work that
happens. You’re also relying on family for interpretation or for staff who know them
better. (RD27)
One of the challenges is that I don’t know them as much as the other care staff do. I’m
in charge of 200 people and they’re in charge of six … they know those people way
better than I do. They know if they’re having a good day or a bad day, if this is common
or uncommon. I find that a big challenge and that’s where teamwork and relying on
them is huge. (RD14)

RDs described relationships as a necessity in light of the fact that their time is in high demand,
and as a way to assuage the low amount of time they could devote at each home. As well, they
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noted that they are one care provider among many, and all bring different aspects of the care
forward; care for persons with dementia is strengthened by integration of the many perspectives.
I do think that building rapport is the biggest most important step that you can do,
especially going into a new home and that’s what I’ll be trying to do when I gain four
more sites. It’s easier for people to implement your recommendations if they know who
you are, and they know what you do, and you have a good relationship with them. ...I
know that the care aides and the nurses do know the residents the best. They’re the
ones that are with them every day so I think there is a little bit of a struggle when
somebody new comes in and says, ‘this is how we could best provide the resident’s
care’. They might have a different idea of what best care for the resident is. But once
you establish that rapport with the staff and you build a guild a good relationship with
them, they know that you really care about the residents too, and you know what
you’re doing, then they’ll value your recommendations more. (RD 8)
I think when you’re working with people who have dementia it’s really important to
take the time to develop a relationship with that person and to spend time with them.
…But sometimes I just feel like I don’t have that luxury of spending days with one
person, because there are just so many people to see. So I really do rely on the staff
that do work with them very closely every day to teach me about this resident and their
families as well. (RD 1)

RDs described the importance of finding key people to build relationships with in order to gain
trustworthy information and rely upon at each LTC home, and they detailed that the particular
person or position can vary from home to home. That is, the position may not define the
importance of the relationship, the relationship itself may define its importance, and often it is
someone who has an interest or investment in nutrition.
I work with the clinical leads in some of the homes and other homes I’m working really
closely with a foodservice manager. It seems at each home there’s someone that can
really help you out, and it varies; sometimes it’s aides, sometimes it’s a foodservice
manager, sometimes it’s a nurse that’s particularly interested in nutrition, or even a
cook. …We really rely on them to help us because we’re in there so infrequently. (RD13)

As well as relationships being key to eliciting information critical to developing person-centered
care plans for persons with dementia, RDs also discussed the importance of good collegial
relationships to have their care plans followed by care aides.
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I’ve done education sessions on feeding and helping and on the dining environment. …I
try to be visible on the floor so that they know who I am, they know what I do… You’ve
got [to have] that buy-in so that they will refer to you, when they may notice things like
alert you to that to change, or respect your recommendations when you’re not around.
And it definitely is not something that happens overnight, and I think it’s also earned. I
don’t think as a dietitian, you can just roll up there and make your recommendations - I
think it takes time, and that buy-in from them is invaluable. (RD14)
You have to be in it long enough to build up those relationships, so that there’s that
trust level there and also that you can educate on what you do…And I know if I’m on
the unit and I have a question about a resident, I know the people to go to get an
accurate answer. And I know the people that I don’t want to bother asking, because I
won’t get an answer. (RD17)
I feel like I’ve learned very quickly that I need to tread lightly… I always have to remind
people ‘we’re both just wanting to support the resident, we want the same thing here,
it’s not me against you.’ …I need to have a good relationship with them because they
need to do the recommendations that I’m giving out. I can’t be there to make sure it’s
happening every day. They’re a huge part of it. If they aren’t on board then it’s not
going to happen. (RD 1)
I’m just one of many as part of the team …and the more that teams work together, the
better it is for each resident, but some are a little bit easier to develop that rapport and
communication with. (RD 6)

As well, RDs noted that once good relationships with other departments and staff have been
established, it is much easier to perform within their role. One RD spoke about the challenge of
making a food fortification change to menus within LTC, and credited her strong relationships
for helping her to manage through the ‘push-back’ of that change.
[It is] very difficult to implement, I can see that. You know there is a healthy respect
when you’ve worked together for a lot more years and they just trust your knowledge.
You have that give and take, you trust them. You have to build rapport a lot quicker
when you are a consultant, and so it does take… It’s a bit of a knack. But I think I’ve
had the benefit of being here for so many years that I can actually just rely on that
relationship that has been built. It didn’t come easily. (RD27)

Some RDs spoke to the aspect of relationships being even more critical given the very nature of
the LTC setting and clientele, in that the LTC home is not solely a healthcare institution but also
a home for residents.
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I get to develop a relationship with my clients and their families. To me it’s a family
here, and it’s a family with a nursing staff as well. And it takes a lot of years to get to
that point, but it’s a community here. The relationships that I get from working in longterm care - which you just don’t get in any other dietitian setting. That’s actually my
favorite thing with my people. (RD17)
I will make sure that I do sit down with the kitchen staff and we’re so small in most of
my sites that it’s very much an intimate conversation, and most of the time these
people have been working around and know these individuals longer than I’ve had the
privilege to know them. And they really, really care. …And to get the whole picture you
need everyone. (RD26)

5.4.2.4 “Practice Expertise”:
For the most part, RDs reported having limited formal training in dementia care and noted that
learning on the job was typical, via training webinars or from other experienced RD colleagues
and other experienced care providers. RDs also reported not feeling like they possessed specialty
expertise in providing nutrition care for residents with dementia. Despite this, they adeptly
outlined high quality, person-centered nutrition care for residents with dementia in LTC,
recognizing the varied nature of dementing diseases and nutritional ramifications of the diseases.
I think when you’re working with people who have dementia it’s really important to
take the time to develop a relationship with that person and to spend time with them.
…I have found different strategies of working with people who have dementia, such as
trying to focus on finger founds, serving them right when they’re seated at the dinner
table, serving brightly coloured things, varying textures if they are able to have
different textures, providing opportunities to eat multiple times throughout the day - I
try to help staff with those types of strategies. (RD 1)
I wouldn’t say I’m an expert on this area. I think there’s a lot to learn in the area, but I
think the nutrition care is really important for those with dementia because they can
lose their connection to food in some ways. …I think there’s a huge spectrum of things
that might be impacted with dementia. It definitely puts them at a higher risk of
nutrition concerns for sure. …It’s very varied. (RD 6)
I find a lot of the things that we do with other clients don’t always work. …You have to
be more creative. (RD13)
Trying to like help them eat in a dignified way and finding things they will eat, and
things that are still healthy that you can convince them to eat. …To maintain their
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physical health, maintain their weight, maintain their health, prevent falls. …The goal is
to improve their quality of life, to be as healthy as they possibly can be … to make the
situation as best as it can be. (RD14)

RDs described ways they have developed their practice expertise in dementia to better care for
residents with dementia in LTC typically via adapting standard dietetic practices to
accommodate challenges encountered with dementia, or by altering goals of care to better suit
the type and level of impairment.
We recognize that folks with dementia have as much right and ability to express their
preferences, just not might in the traditional way we’re used to…[We need to] engage
with them and somehow see the ability to identify a preference in a non-traditional
way. I think we’re looking at strategies related to that to try and find ways to connect
with people who may have dementia and that still have ability to make decisions and
have a voice in our care. (RD11)
I want to make sure that they’re in a safe eating environment, that they’re getting the
attention they need. …The overall goal as dietitians is to marry food for enjoyment and
quality of life and food for nutrition and nutrition support. …and then of course
ultimately making sure that they don’t put themselves at risk for malnourishment or
choking as well. (RD26)
Depending on the stage of dementia …their needs change from the average resident
whether it being increased energy needs because of activity or agitation that they burn
more calories, the whole small frequent meal thing that might help them because they
can’t sit a long time and focus on one thing. …I think the parameters that you’re going
to look at will be the same: energy needs, reviewing your lab data, looking at those
types of things, [but] the strategies to provide the nutrition to them might be different.
(RD22)

RDs discussed the breadth of their practice area, and the challenge in specializing in any one area
of nutrition care, particularly dementia care, given the demands on their time and practice
responsibilities. They also described collaboration amongst colleagues practicing in LTC and
relying on one another’s knowledge and expertise.
Finding the time and having the capacity to really delve deeper and do that training
when you have so many residents to cover, you just don’t necessarily have the time to
take the office time to do the education. …I think this is a really inspiring area. There’s
a really big role for dietitians in this area. I think that the more we can work as a team
amongst dietitians, I think the easier or better it will be. (RD 6)
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I: How did you learn about dementia?
P: Just years of being here, mentored by some great dietitians. (RD 7)

RDs noted that their own understanding of dementia was perhaps limited prior to working in
LTC, and some described misconceptions about residents with dementia that were challenged
once they became LTC RDs. Others noted that organization-wide, dementia is not welladdressed and that RDs have a role to play in breaking stereotypes or poor patterns of care
provision for residents with dementia.
I originally thought that it didn’t matter if you had dementia or not. …But what I found
[from] going into the long-term care facilities, dementia seems to be an excuse for
everything. That the person who has Alzheimer’s or dementia can’t tell you what they
want, they can’t communicate with you, they’re always going to have troubles eating
and drinking because they often forget what they’re doing or they don’t know how to
ask. So we need to assist them, we need to do all of these things. [I realized] ‘boy,
facilities tend to use dementia and Alzheimer’s as a reason why we can’t do anything,
why we can’t offer choice, or why we can’t change up our mealservice- because we
can’t, there’s nothing we can do to help them.’ It’s all over the literature that people
with dementia can make decisions and it’s a stereotype that we need to move away
from. (RD17)

RDS also described the need to use their practice expertise in order to influence other staff to
appreciate the importance of nutrition care for residents with dementia and to increase the
person-centeredness of nutrition care within LTC.
Sometimes when someone has dementia [staff] lose sight of the person that they are,
the person they were. …It’s just the idea [to] just get some nutrition in them somehow,
whichever way, not necessarily focusing on quality of life or best practices for things.
(RD12)
I believe [staff] think [nutrition] is important. …But some of the things that I’ve seen
would also lead me to believe that they don’t think nutrition is that important. It’s just
food going into your mouth and it’s just something that we do three times a day, that
doesn’t really require a lot of time; let’s just get it done so we can continue to move on.
…I think nutrition is one of the afterthoughts and people don’t see it as hugely
important. They don’t see it as a social experience or any other sort of experiences, just
something that we do. …We have to change the culture. We have to bring it back to
the resident, we need to deinstitutionalize our long-term care homes and we need to
take those few extra minutes to really get to the bottom of what do they need and how
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can we help them. …We’re not taking the time; we’re just trying to get through our
day, we’re very task focused. (RD18)

A general lack of understanding of the practice expertise of RDs by all staff in LTC was
expressed by RDs. They noted that this lack of understanding led to referrals very late in the
stage of dementia at a point where their expertise was not as useful, or a failure to involve the
RD in care planning that could benefit residents with dementia.
People don’t know the role that [RDs] can play, or are not sure to the extent of which.
…It’s the unawareness factor – not knowing our complete role. I think that people are
very familiar with how we manage weight loss and malnourishment and all of our roles
in reactive measures but not our roles in proactive measures. (RD26)
I: Why do you think dietitians aren’t consulted for dementia?
RD: I think that it’s because a lot of people don’t know what dietitians do. I would love
for there to be more education for staff who work in long-term care to say, ‘hey, I’m a
dietitian, this is what I do, these are all the issues that I can help the residents with, if
you notice any of these please let me know.’ …I do think that there needs to be a lot
more education for staff around, these are the issues that people have when they have
dementia and this is how a dietitian can improve their care. (RD 8)

5.4.3 Impact of Rurality
Only 4 of the study participants worked solely in an urban setting; it was far more typical for
RDs to have a mixed practice of urban and rural LTC, or to practice in a solely rural context, but
to have responsibility for community, outpatient or acute care dietetics as well. The rural context
further exacerbated the issues described by RDs that pushed their role further downstream. RDs
spoke to the scenarios experienced due to rurality, typically additional challenges in providing
care due to geographic distance, including inability to establish a regular presence in LTC homes
or increased strain developing relationships that enable care. The ratio of RD time to LTC
resident caseload was even lower in rural areas, and was then exacerbated by the necessary travel
time between LTC homes.
Specifically in our health region… you can travel up to 2 and a half hours one way, so
we’re trying to implement other factors, looking at telehealth and doing things by
phone if we can. Definitely trying to be in the home with the resident and with the staff
members, but that’s a big challenge because there and back, that’s five hours of
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travelling. We only have 2.1 FTEs of dietitian time and almost 3000 residents, it’s a
really big discrepancy. I would say that the geography is a big challenge in our
province. (RD 3)
Just with driving two and a half hours - if you only work an eight-hour day, that’s five
hours, then you’re left with three hours to see people. (RD10)
Challenge is travel, especially in the winter sometimes. This winter hasn’t been too bad.
I think I’ve only missed maybe- or had to rebook a day or two this winter. …But besides
that sometimes services you can get out here can be a challenge. (RD21)
Just seems so unfortunate that precious time is spent travelling, but you have no choice
in Saskatchewan where we’re hours apart from places. (RD5)

One RD who practiced in an urban setting made a comment about the dietetic practice in rural
LTC based on her experiences in traveling to rural LTC homes to help train RDs in the practice
area, or to assist with challenging cases. She was able to identify both challenges and benefits
that RDs experience due to the rural context.
I think that I’m really lucky based on where I work [urban LTC]. And I’ve had little
glimpses of it going out into rural - there isn’t as much support out in rural. I’m lucky
that I work at [urban LTC home] where we have music therapy, rec therapy,
pharmacist, OT, PT, some limited access to SLP. When you’re out in rural, you just don’t
have that. …On the flip side of all that support, there’s a lot of red tape. If we want to
get a new menu item we have to talk to the procurement manager, he’s going find the
right bid, and we have to wait for the bid to come in, and then we have to make sure
it’s not a special order item. And so it’s a long process. Whereas if you are in rural, well
guess what? you tell the head cook, she orders it in, it comes in. So there’s pros and
cons to having that support, that you get a little bit more red tape in trying to make
changes happen. (RD17)

Another RD described the balance of positive and negative attributes of rural LTC:
I think one of the really positive things about rural sites is that I felt they are much
more home-like, less institutional because a lot of the people that lived there were
from those communities, they knew them before they had dementia, so I felt like it was
a lot more caring environment in some ways. I really like that about a lot of rural sites feels more like of a home. What’s more challenging is that they tend to have less
services so it’s a lot harder for us to pop up for a quick consult. If it’s two hours away that’s a limitation. (RD16)

As well, RDs practicing in solely rural locations were predominantly community RDs who had
recently been assigned responsibility for LTC residents in addition to their community and
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outpatient RD responsibilities. Not only tasked with geographic distance, travel burdens, and low
proportion of RD to resident caseload, these RDs spoke of struggling to balance the very diverse
job demands in terms of practice responsibilities.
The community dietitians in the rural areas, they have more diverse job duties in that
they’re seeing outpatients often in the local hospital. Let’s just say long-term care is the
first thing to fall off the table. (RD 4)
[Rural Community RDs responsible for LTC] have been very honest about being pulled
between their outpatient and their chronic disease work. It’s very much out of their
hands how much time they get in long-term care. And it’s because of the demands
throughout the whole health system, but they’ve had less and less and less time over
the years. …In a community dietitian’s role they report into chronic disease
management. I think that erosion was maybe a natural progression just because of
where the focus would be. (RD 3)
It’s purely consults. Because I also do home care, I also do acute care, and the biggest
chunk of my workload is actually in chronic disease management, I can’t say I’m trying
to stimulate referrals [for residents with dementia in LTC] because I just can barely like you’re just trying to get done what you can get done. …As the long-term care
referrals come in, you just try to identify those that are really high-risk and I’ll try to do
those right away, and often remotely. We’ll get things started remotely because I’ve
got about a 90-minute radius to some of my sites. (RD13)

5.5 Discussion
This study adds to the growing body of literature examining nutrition and dementia via a
thorough examination of the role RDs play in dementia care within the LTC setting. We used an
evidence-based practice lens to generate a grounded theory explaining the role of the RD in
dementia care in the LTC setting, and demonstrates factors influencing the RD role.
As seen in this study, the role of the RD in care of residents with dementia in the LTC setting
was not functioning in an upstream or proactive manner to preserve function, prevent
complications, and enhance quality of life. A common characteristic of dementing diseases is
their chronic, progressive decline. As such, intervention earlier along the disease trajectory may
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allow more benefit to be experienced. Keller et al. (2006) demonstrated that increased RD time
in LTC was beneficial to resident health and was effective in preventing weightloss (Keller et al.,
2006). Failing to intervene with nutrition care in earlier stages of dementia can lead to increased
morbidity (Brook, 2014). However, dementia is not a disease with a predictable progression for
all, and a tailored approach is needed for each particular resident and their unique disease
experience; Prince et al. summarized that not all those who have dementia will benefit from all
nutrition interventions such as supplementation, food fortification, or strategies to address
behavioural symptoms (Prince et al. 2014). Having said this, Gaskill et al. asserted that many of
the contributors to poor quality of life in LTC are related to nutrition and are preventable (Gaskill
et al., 2008). As such, residents with dementia require tailored nutrition care plans that honour
their individuality and personhood as well as their physiological needs.
In addition to physical health aspects of dementia, RDs also spoke frequently about non-physical
attributes of health such as quality of life, respect, and dignity. RDs were well versed in personcentered care and noted where challenges impeded their ability to practice in a truly personcentered manner. RDs asserted that a culture change is needed in order to realize the benefits of
interprofessional person-centered care. A review by Dominguez and Barbagallo (2017) criticized
the scarcity of person-centered care measures or determinants included in studies of nutrition and
LTC residents, noting that it this is an evident need given that person-centered care approaches
have been shown to increase protein and energy intake in LTC residents at risk of malnutrition.
The authors also note that RDs are a valuable member of the multidisciplinary teams necessary
to prevent and treat malnutrition (Dominguez & Barbagallo, 2017). Similarly, Gaskill et al. call
for a multidisciplinary approach to nutrition care in LTC settings where “staff education, support
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and adequate time allowance for the provision of daily care” are prioritized (Gaskill et al., 2008,
p. 193).
A recent study by Murphy et al. (2017) found that person-centered care was the defining feature
of good nutritional care within LTC settings, echoing the research done by Reimer and Keller
(2009) who found that person-centered care was the cornerstone of nutritional care at mealtimes
in LTC, but also noted that achievement of this was often limited by inadequate staffing levels.
RDs made observations about the organizational context of LTC, noting that the current
organizational structures, schedules, and fragmented approach to care impedes nutrition care for
those with dementia (Murphy, 2017). RDs were able to identify work factors that force taskfocused care provision, not only on their part, but also by other members of the care team such as
nurses and care aides. This single-mindedness of tasks has been noted by others such as Pelletier
(2005) who noted that nutrition care by care aides is often focused on rote feeding (Pelletier,
2005). In a recent study of RDs practicing in LTC, RDs demonstrated that their role was to push
beyond task-focused nutrition care and move toward resident-focused care that addressed the
purpose of nutrition care (Wassink & Chapman, 2010).
The RDs in this study were able to identify many opportunities to better use their expertise and
body of knowledge to improve dementia care in a more upstream manner, but were limited in
their ability due to lack of control, lack of authority, and the pressures of balancing their multiple
and varied job responsibilities. Interdisciplinary approaches to care are highly valued in the LTC
context, and dietitians are valuable members of multidisciplinary care teams to treat dementia
(Jurkowski, 1998; Bennett et al., 2014). RDs in this study noted that relationships were a key
factor in enabling their work to be operationalized, and they valued the interdisciplinary team
model of care provision as the best approach to providing care for residents with dementia in
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order to capitalize on the skillsets and vantages of each member of the care team. Similarly, in a
2010 study of RDs practicing in LTC, Wassink and Chapman found that RDs valued the team
approach to care and prized cooperation and collaboration within a care team above task-specific
duties (Wassink & Chapman, 2010). The fragmented approach to care as evidenced by different
departments operating independent of one another was a direct challenge to realizing the benefits
of interprofessional team care in the current study.
RDs identified that their role in LTC was limited due to many factors beyond their control,
including resource allocation and caseload. The scarcity of human and material resources in LTC
were seen as significant barriers to achieving good nutrition care for residents with dementia;
RDs noted that care plans were hindered by the reality of what could be achieved with the
available staff, staff time, and supplies. RDs described determining what was feasible on their
part and on the part of the organization and the staff as a consideration when developing nutrition
care plans. This consideration is not without merit; the need for staff to execute nutrition care
plans is key, and the lack of staff may increase risk of malnutrition. Meijers et al. found that the
care dependency experienced by LTC resident with dementia is a confounding factor in the
relationship between dementia and malnutrition; that is, the dependency on others for care in
activities of daily living increases the risk for malnutrition that residents with dementia already
experience (Meijers et al., 2014). In a 2017 meta-analysis of the multiple domain nature of
malnutrition in older adults, Cereda et al. (2016) found that the prevalence of malnutrition is
higher among LTC residents with dementia than LTC residents without dementia, and stated that
LTC resident dependency is strongly related to increased risk of malnutrition. That is, as the
LTC resident’s level of dependency increases, so too does their risk for becoming malnourished
(Cereda et al., 2016). Nell et al. found that care staff support in terms of meal assistance,
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prompting, and interaction with residents with dementia was key to ensuring good nutritional
care for residents with dementia in LTC (Nell et al., 2016).
Workload was a challenge in that RDs practicing in LTC had a very large resident caseload, and
this was complicated by the fact that RDs typically provided care at multiple LTC homes.
Dementia was only one of a multitude of conditions the RDs were responsible for understanding
and treating, and RDs uniformly reported restrictions on their time as a major barrier to
achieving quality nutrition care for residents with dementia in LTC. A 2003 study by Keller et al.
demonstrated that increased RD time allocation in LTC could positively impact resident
nutritional outcomes (Keller et al., 2003). Inadequate staffing levels have been implicated in
malnutrition in LTC context, and have been characterized as a feature of reduced quality of care
for LTC residents (Woo, 2005).
A feature that further impacted care provision for residents with dementia was the broad scope of
not only the LTC role, but the fact that many of the RDs were responsible for multiple and
different care roles outside of LTC, such as chronic disease management, acute care, and
community nutrition practice. Often the responsibility for LTC service was added onto an
already stretched caseload. Complicating this workload is an inefficient use of RD skillset and
ability, due in part to the limited participation in interdisciplinary care teams, but also partly due
to a lack of awareness of what RDs are able to contribute to care of persons with dementia, or
stereotypical understandings of the RD profession by other staff. In a seminal paper on the role
of dietitians in geriatric care, Lilly and Gaudet-LeBlanc posit that RDs are positioned to be
leaders in the LTC setting, and define dietetic practice in LTC as spanning three major areas that
encompass distinct responsibilities: 1) Food Availability: menu planning, recipe development; 2)
Food Consumption: empowering the resident, optimizing dining experience, marketing good
Page 110

nutrition, evaluation of eating skills, eating rehabilitation; and 3) Biological Utilization of Food:
nutritional assessment, nutrition care plan (Lilly & Gaudet-Blanc, 1992).
This lack of understanding of the RD abilities in LTC is not limited to allied providers and other
staff within the LTC setting. A 2008 study of dietitians found that the role of RDs in geriatric
LTC practice is undervalued by the profession of dietetics itself (Lordly & Taper, 2008). Among
the participants studied, the authors found less importance placed on the interpersonal skills
needed for dietetic practice in LTC and a devaluing of the holistic approach to care that focuses
on resident quality of life (Lordly & Taper, 2008). This may speak to an overarching
misunderstanding of the importance of quality of life in nutrition care or presence of a hierarchy
where acute care practice is seen to be more nutritionally scientific and therefore more highly
valued. Nevertheless, if the dietetic profession generally undervalue the role of RDs in LTC
practice, perhaps it is unsurprising that RDs are similarly undervalued or misunderstood by other
members of the LTC team, particularly with regard to care of residents with dementia. Current
work on creating geriatric interprofessional team training experiences for healthcare students
may help to combat the misunderstandings about the role of the RD, and may help to raise the
profile of geriatric care as well (Ford, et al., 2013).
The impact of rural practice locations served to exacerbate challenges RDs experience in their
role providing care to residents in LTC. Though some positives were identified that the RDs
attributed to the rural location, these were minimal in comparison to the barriers that the rural
context overlaid on an already challenging role. The downstream nature of the RD role seemed
to be pushed even further downstream due to the geographic distances, travel burdens, lack of
other allied providers to consult with, and typically broader dietetic practice experienced in rural
areas.
Page 111

Though the role of the RD in dementia care within the LTC setting was more downstream than
would be ideal for dietetic practice, RDs seemed hopeful, noting that the amount of time they
had or amount of services available had improved in recent years. The RDs seemed wellprepared to provide nutrition care to residents with dementia, focusing on a person-centered
holistic approach that valued respect, dignity and quality of life, and supporting others on the
care team to undertake or modify practices to better achieve these outcomes as well. The need to
balance biological nutritional benefits with quality of life nutritional benefits is key to nutrition
care (Milte et al., 2017) and RDs are well positioned to provide this holistic, person-centered
care (Douglas, 2015). As Lilly and Gaudet-Blanc stated, “meeting nutritional requirements is
not an end in itself, but a means of improving or maintaining an individual’s quality of life”
(Lilly & Gaudet-Blanc, 1992, p. 197).
5.6 Limitations
This research was conducted in one province in Canada and, as such, the findings may not be
transferable outside of these boundaries. Theoretical sampling of participants from different
geographic regions of the province as well as selection of rural and urban practicing RDs was
done in effort to mitigate this.
5.7 Implications for Practice
Dementia presents diverse and complex nutrition care needs within the LTC context, which is
well recognized by RDs practicing in the LTC setting. Expertise and confidence in dementia care
is needed. RDs recognize that a person-centered care approach is required to provide adequate
nutrition care for LTC residents with dementia. Advocating to be part of the interdisciplinary
care team in a more upstream manner is required but limited in many ways due to time
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constraints and the breadth of the RD role in many cases. Nutrition care for LTC residents with
dementia could be enhanced through RD involvement earlier in the trajectory of the disease
process.

Page 113

Chapter 6: Umbrella Review of Nutrition Care for Residents with Dementia in Long-Term
Care Homes
6.1 Introduction

Dementia refers to a group of chronic, progressive, incurable neurological diseases united in
cognitive and functional decline. According to Statistics Canada, the prevalence of diagnosed
dementia among residents living in Canadian long-term care homes (LTC), also referred to as
nursing homes, geriatric care institutions, or aged care facilities, is estimated at 45 - 60% (CIHI,
2013; Wong et al., 2016). Care for these residents is of utmost importance and it is well
established that dementia is associated with increased risk of poor nutrition, eating problems,
weight loss, and malnutrition (Morris & Volicer, 2001; Mitchell et al., 2009; Tamura et al.,
2013). In recent years, there has been increased recognition of nutrition care as a crucial element
of not only resident physical health but also quality of life (Bostrom, 2011; Murphy et al, 2017).
Of particular interest is the evidence base to support nutrition care practices within the LTC
setting, and interventions aimed at improving nutrition related health outcomes for residents with
dementia within the LTC setting.

Nutrition care is an important consideration for LTC residents with dementia who are at
increased risk for malnutrition and experience impairment in eating ability (Keller, 2016;
Mitchell et al., 2009; Smith, 2011). Eating and drinking remain a source of pleasure even for
those with severe dementia (Pivi et al., 2012) and interventions that increase enjoyment of food
and eating will also increase general well-being and quality of life (Manthorpe & Watson, 2003).
As well, interventions that enhance nutrition care for residents with dementia may have the
power to enhance overall quality of life in addition to nutritional health, simply by increasing the
socialization and personal contact aspects of nutrition care (Bostrom, 2011; Keller, 2016; Smith,
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2011). White (2005) summarized nutrition interventions stating that the interventions that
increased hedonic reward appear to be significantly beneficial to those with Alzheimer Disease
who are at risk nutritionally.

Within LTC, the much of the direct care responsibilities lies with care aides, also known as
personal support workers, continuing care assistants, and nursing aides/assistants. However, it is
the registered dietitian (RD) who provides specialized nutrition care within LTC (Roberts, 2011;
DC, 2013). Nutrition care encompasses a wide range of goals within LTC that support resident
health. These include proper assessment of nutritional need, provision of safe, appetizing food
that is culturally appropriate and fulfills nutritional requirements, therapeutically sound food,
adequate assistance that promotes independence and function, and an environment that enables
fulfillment of intake and enjoyment of food (DC, 2013). Accompanying this broad range of
goals are the wide variety of actions to achieve them, complicated by a diversity of activities
regarding the LTC context including legislation, staffing models, and mix of residents. The body
of evidence examining potential improvements in resident outcomes related to nutrition care has
increased substantially in past decades and with this is an increased number of narrative, scoping,
and systematic reviews addressing various aspects of nutrition care. With that in mind, an
umbrella review was conducted to ascertain the current evidence base and determine gaps or
directions for future research.

6.2 Research Objective

The aim of this umbrella review was to comprehensively search the peer-reviewed literature and
to ascertain from systematic reviews the current evidence-based practices recommended to
support or enhance nutritional care of residents with dementia residing in LTC.
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More specifically, the review focused on the following questions:
1. What is reported in peer-reviewed systematic reviews regarding nutrition care for residents
with dementia in the LTC setting?
2. Is consistency observed in nutrition care interventions and outcomes considered?
3. Within this body of literature, what recommendations are made related to nutrition care
provision for residents with dementia by either care aides or registered dietitians?
6.3 Methods
An umbrella review process was undertaken to compile and examine the state of the current
literature regarding nutrition and dementia care, specifically compiling what is known and what
gaps remain in relation to the research objectives (Grant & Booth, 2009; Liberati et al., 2009). A
search of major research databases was conducted to identify potentially relevant publications for
review. The databases used included MedLine (Ovid MEDLINE), PubMed, and CINAHL
(EBSCo Host). A combination of MeSH terms and keyword search terms was used for search
terms. Search terms addressed four categories: Dementia, Long term care, nutrition, and reviews.
The MESH and keyword search terms used to address each category and a sample search is
appended (Appendix 3).

The research objectives were used to determine inclusion and exclusion criteria for this review.
Inclusion criteria for this review were: peer-reviewed publications written in English, published
from 2000 to November 2017, including all search terms. Exclusion criteria were: non-English
publications published prior to 2000, non-systematic review method (e.g., narrative review),
main setting not specific to long-term care, study not focused on residents who have dementia, or
study not focused on dementia as a condition (i.e., enteral treatment of undernutrition due to
short term illness within persons with dementia).
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A total of 10 systematic reviews were included in this umbrella review. Figure 1 gives an
overview of the search strategy. The initial search yielded 478 publications and an additional 4
were found through hand searching. After duplicates were omitted, the titles and abstracts were
assessed according to the inclusion and exclusion criteria. If it was not clear whether to include
the paper based on the title and abstract, the full-text paper was retrieved and reviewed against
the inclusion and exclusion criteria. A total of 25 full-text publications were reviewed and
independently assessed for eligibility by two researchers (AC and SW). Discussion of these
articles in relation to the inclusion and exclusion criteria was undertaken to achieve consensus
and the final list of 10 publications was determined.
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SCREENING

IDENTIFICATION

Figure 6.1: PRISMA Flow Diagram

Records identified through database
searches: MedLine (Ovid), PubMed,
CINAHL (EBSCOHost)

Additional records identified through
hand-search

(n= 478)

(n = 4)

Records screened via
abstract

(n = 19)

(n = 44)

Full-text articles
assessed for eligibility
ELIGIBILITY

Records excluded

(n= 25)

Full-text articles excluded (n = 15)
Not a systematic review (n = 6)
Not specific to dementia (n = 4)
Not specific to nutrition (n = 1)
Setting of focus not long-term care (n
= 3)
Duplicate record (n = 1)

INCLUDED

Articles included in
qualitative synthesis of
review
(n = 10)
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The 10 publications were reviewed by two researchers (AC and SW). Quality of reviews was
assessed according to Guyatt’s guidelines to evaluate systematic reviews (Guyatt et al., 2015)
and Khan’s critical appraisal of systematic reviews (Khan et al., 2011). The articles were
evaluated according to their focus, interventions and outcomes examined, main findings,
strengths, and limitations.

6.4 Results

The reviews were assessed according to the research objectives, surveying the general types of
interventions and outcomes considered, and examining the recommendations made pertaining to
care aides and RDs. An overall summary of the reviews is included in Table 6.1 and the review
recommendations made specifically regarding LTC staff, care aides, and RDs is included in
Table 6.2.
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Table 6.1: Examination of Review Studies Included in Umbrella Review
Paper
Focus of
Study details:
Methods
Review
(i)
Number(n)
(ii)
Date
ranges
(iii)
Setting
(iv)
Location
(v)
Sample
sizes
Abdelhamid Evaluation of
(i) N=43
-Searched 13 databases
et al., 2016 direct and
(ii) 1992-2012
(no language restrictions)
indirect
(iii) LTC, group
-Intervention studies
interventions to home, day centre,
-Outcomes:
improve eating
community
nutrition/hydration status,
and drinking
(iv) Europe, North
intake, swallowing,
America, Brazil,
cognitive/functional
Taiwan
ability, QoL, cost(v) 5-515
effectiveness, mortality
-Interventions: Oral
nutrition supplements of
varying types
(Supplements, food
modification), swallowing
problem management,
eating assistance, social
support)
-Multiple reviewers
assessed selection and
validity
-Validity assessed by
Cochrane risk of bias tool
-Meta-analysis and
subgroup analysis
-Included a lay-careperson
directed investigation

Main Findings

Limitations

Recommendations
made re Care
Aides or
Dietitians (RD)

-Findings were
generally mixed or
weak without
sufficient evidence
to suggest specific
effective
interventions
-Some evidence to
suggest use of oral
nutritional
supplements, food
modification, and
increased social/QoL
aspects of eating
assistance
-Noted that strong
social support
around food and
drink are key to QoL
-Recommendation to
increase the number
of high quality
studies to further
investigate
promising practices
(oral nutrition
supplements; pureed

-Most studies
had small sample
sizes (5 with
>100)
- Inclusion of
studies not
specific to
residential LTC
home population
Studies often
lacked details of
diagnosis or
stage
-Broad range of
interventions and
outcomes
assessed making
it difficult to
characterize the
relationships and
make specific
recommendations

-General
recommendations
to increase staff
assistance, increase
meal-sharing with
staff, increase staff
training; no
recommendations
specific to care
aides or RDs

and reformed foods;
thickened fluids;
individual mealtime
or between meal
assistance; family
style meals, meals
shared with
staff/carers; meals
with facilitated
social element;
reminiscence
cooking; finger
foods)
Chang et
al., 2008
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Review of
literature to
develop an
understanding
of feeding
difficulty and
delineate their
antecedents and
consequences

(i) N=71
(ii) 1981-2006
(iii) Not specified
(iv) Not specified
(v) Not specified

-Searched 4 databases
(language filters not
specified)
-Used concept analysis
-Considered persons with
dementia or articles
related to infants if they
contributed conceptually
to feeding difficulties in
adults

Developed a 3-stage
conceptual model
describing feeding
difficulty:
antecedent causal
factors (social
interaction,
perceptual deficits,
poor motor control,
cognitive
impairment,
psychosocial factors,
dining environment,
culturally
appropriate food
choices),
manifestations of
feeding difficulty
(initiating feeding
tasks, maintaining
attention to feeding
task, getting food

-Review process
unclear
-Lack of detail of
review
-Lacks a
description of
quality
assessment of
included studies
-Use of reviewed
studies in
conceptual
development
unclear
-Excluded 5
earlier studies
because they had
similar designs
and results as
more recent
studies

-No
recommendations
specific to staff; no
recommendations
specific to care
aides or RDs
-a secondary paper
from the review’s
data recommended
consistent
assignment of care
aides to residents,
use of non-nursing
personnel to assist
with feeding noncomplex cases in
order to free care
aide time to assist
with complex
cases, and
recommended RDs
be included in
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into the mouth,
difficulty chewing
food, difficulty
swallowing food),
and consequences or
outcomes of feeding
difficulty
(inadequate food
intake, weight loss,
malnutrition,
aspiration,
pulmonary
complications)
-Feeding difficulties
arise from both
caregiver efforts and
personal abilities and
the concept model
helps to provide a
framework for
giving direction on
assessment
Chaudhury
et al., 2013

Examination of
the role of the
physical
environment of
nursing home
dining rooms to
support positive
outcomes for
residents with
dementia

(i) N=22
(ii) 1996 – 2012
(iii) LTC, adult day
program
(iv) Not specified
(v) ≥6 (not stated
except when small
as a limitation,
which occurred for
14 of the studies
included)

-Searched 5 databases (all
English)
-12 were intervention
studies; remainder were
qualitative, mixed method,
or other non-intervention
-Many different outcomes
considered including
physiological and
psychosocial aspects
-Interventions: A number
of intervention types were
considered

Identified 7
therapeutic goals
related to physical
environment:
-support functional
ability
-maximize
orientation
-provide sense of
safety/security
-create familiarity
and homelikeness

monitoring
malnutrition

-Inclusion of
studies not
specific to
residential
nursing home
population (e.g.,
adult day
program)
-Several
observational
studies with nonspecific

-general
recommendations
for staff
participation in
holistic personcentered care
during dining in
LTC, importance
of staff education
in interventions; no
recommendations
specific to care
aides or RDs

-provide optimal
sensory stimulation
-provide
opportunities for
social interaction
-support privacy and
personal control

-Searched 14 databases
(all English) and grey
literature
-All types of study designs
were considered as were
quantitative and
qualitative studies
-Interventions: Where
OLNS were administered
to improve protein and
energy intake.

Divided findings
into prescription,
administration, and
effectiveness of
OLNS
-Prescription: most
often made by
physicians and
sometimes by
dietitians to treat
poor intake and/or
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-Multiple reviewers
assessed selection and
validity where quantitative
and qualitative articles
had differing criteria
-Data synthesis was based
on the validity assessment
along with critical review
of the main focus,
research methods,
findings, and limitations

Hines et al.,
2010

Examination of
the use of oral
liquid nutrition
supplements
(OLNS) for
residents with
dementia

(i) N=15
(ii) 1998 – 2007
(iii) LTC
(iv) Not specified
(v) Unknown

outcomes, small
sample sizes
-Limited
explanation of
process used in
development of
therapeutic goals
-Noted difficulty
in studies to
assess nutritional
outcomes given
that timelines are
often too limited
-Noted difficulty
in measuring
outcome specific
to interventions
of environmental
change because
the change would
affect staff and
staff behaviours
which may then
confound
outcome
-Multiple factors
make it difficult
to decisively
conclude whether
OLNS are
beneficial for
residents with
dementia (for
example, if
prescription
practice or

-Discussion of
difficulty
measuring
effectiveness of
interventions as
staff and staffing
could confound
relationship of
intervention and
outcome

-Outcomes: There were
many including those
related to effectiveness
(e.g. mortality, functional
status, etc.) as well as to
prescription and
administration (e.g. staff
views and management,
etc.)
-Considered persons with
dementia
-Rated quality of evidence
by 2 reviewers using an
appraisal checklist (JBI)
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weight loss; little
work to investigate
root cause of
impaired
intake/weight loss
done prior to
prescribing
-Administration: Not
always provided to
resident according to
the prescription;
staff assistance is an
important factor;
medication rounds
may lessen wastage;
significant amount is
not consumed by
residents with
dementia
-Effectiveness: No
evidence for
impacting morbidity
or mortality; no
evidence for an
effect on functional
status and weak
evidence on slowing
cognitive decline or
improving energy
intake; some
evidence that may
improve nutritional
status and promote
increase in body
weight

administration
was improved
would
effectiveness be
impacted?)

-Recommendations
include adequate
staffing levels to
allow for proper
administration of
OLNS in LTC; no
recommendations
specific to care
aides; noted that
oral nutrition
supplements are
ordered by
dietitians

Assessment of
interventions to
encourage
eating or
minimize
undernutrition
for persons with
dementia living
in care facilities

(i) N=11
(ii) 2000 – 2008
(iii) LTC
(iv) USA, Canada,
Sweden, Finland,
Spain, New
Zealand
(v) 9-62

-Searched for published
and unpublished studies in
a 3 step approach
(English)
-Designs: RCTs, CCTs,
pre-post designs
-Outcomes: A range were
considered including
dietary intake, nutritional
status, anthropometry,
functional
-Interventions: A range
including anything that
was intended to promote
dietary intake: education
of staff,
environment/foodservice
modification.
-Quality of evidence was
assessed by two reviewers
using JBI

-While evidence was
not robust, there was
some moderate
evidence to show
improvements in
dietary intake or
dietary status with
staff education,
simple
environmental
manipulations,
introduction of
background, feeding
assistance, enhanced
menus, decentralized
food service,
nutritional screening,
increased dietetic
time

-Limited time
period
considered
-Broad spectrum
of interventions
and outcomes
considered
-Inability to
compare
effectiveness of
different
interventions due
to heterogeneity

-Recommendations
include educational
training of staff; no
recommendations
specific to care
aides;
recommendations
for RDs are to
increase RD input
into nutrition care
and evaluation of
intake

Leah, 2016

Identification of
best practices to
support eating
in persons with
dementia

(i) N=22
(ii) 2004 – 2015
Settings: long-term
care, 1 rehab
centre, 1
communitydwelling
(iv) USA, Canada,
Europe, Taiwan
(v) Unknown (only
some information
provided)

-Searched 5 databases
(English)
-Intervention studies
-Outcomes: Considered
multiple outcomes related
to nutritional health
-Interventions: Considered
several and grouped as
educational,
environmental, assistance
with eating, and mixed
-Multiple reviewers
assessed selection and
validity and used the

-Noted the
importance of
tailoring intervention
to particular needs of
individual
Categorized findings
into 4 types of
interventions:
-Education: training
programs for staff
positively impacted
outcomes
particularly when

-Inclusion of
study with
community
dwelling or
outpatient
population
-Wide range of
interventions,
variation in study
methods and
outcomes
evaluated
prevents
assertion of

-Recommendations
include increased
education/training
for staff, increased
staff time, and
clinical supervision
of staff; no
recommendations
made specific to
care aides or RDs
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Jackson et
al., 2011

education is paired
with supervision
-Environmental or
routine changes:
mixed results found
in part due to wide
variation in
interventions
-Assistance with
eating: positive
outcomes observed
when time spent by
staff in assisting
increased
-Mixed
interventions: 2
studies used multiple
interventions, some
benefit demonstrated
by increased
involvement of
staff/volunteers
during meals

specific
recommendations
-Noted difficulty
in translating
results of studies
when
interventions
performed by
researchers rather
than LTC staff
-Noted
confounding
nature of
increased
attention
regardless of
specific
intervention

-Searched 5 databases
(English)
-Intervention studies
-Outcomes: Extremely
broad range of outcomes
considered from mealtime
difficulties to weight and
nutrition status
-Interventions: Broad
range of interventions
considered grouped by
supplementation,

Findings categorized
according to 5 types
of intervention:
-Nutritional
supplementation:
moderate evidence
that high-calorie
supplements can
increase nutrient
intake and weight
but no changes
observed in behavior

-Wide range of
interventions and
outcomes
examined
-Inclusion of
studies with nonnursing home
populations or
mixed geriatric
inpatient and day
program
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Quality Assessment Tool
for Quantitative Studies
followed by GRADE
-Studies included staff and
person with dementia
-Considered persons with
dementia

Liu et al.,
2014

Examine
evidence in
interventions to
reduce
mealtime
difficulties for
older adults
with dementia

(i) N=22
(ii) 2004 – 2011
(iii) LTC
(iv) USA, Canada,
Europe, Taiwan
(v) 12-226

-Recommendation
that appropriate
training for care
aides is necessary
for improving
nutritional
outcomes; no
recommendations
specific to RDs
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training/education,
environment/routine
modification, feeding
assistance, mixed
-Quality of evidence:
Quality and strength of
evidence rated by multiple
reviewers using the
quality assessment tool for
quantitative studies
followed by GRADE
Graded the evidence for
each of 6 nutritional
outcomes: body weight,
BMI, food intake, eating
time, feeding difficulty,
and agitation
-Studies included staff and
person with dementia
-Considered persons with
dementia and caregivers

or cognitive
outpatient
function, low
populations
evidence for use of
appetite stimulants
or modified food
-Training/education:
Mixed results; some
decreases in feeding
difficulty and
increases in eating
time shown with
increased staff
training, limited
effect on intake or
nutritional risk
Environment/routine
modification: Mixed
results and
insufficient evidence
to make
recommendations
-Feeding assistance:
Moderate evidence
to suggest increases
in intake and in time
to assist
-Mixed intervention
(environment/routine
change combined
with training or
assistance): some
evidence of
increases to body
weight and intake

Liu et al.,
2015

Examine
interventions
aimed at
optimizing
eating
performance for
long-term care
residents with
dementia

-Searched 5 databases
(English)
-Intervention studies
-Outcomes: Multiple but
focused on eating
performance and selffeeding
-Interventions: Classified
into four types (training
programs, mealtime
assistance, environment
modification,
multicomponent)
-Quality of evidence
assessed by two reviewers
using the Quality
Assessment Tool for
Quantitative Studies
followed by OCEBM
level of evidence grading
-Considered persons with
dementia and caregivers

-Training programs
for residents or
nursing assistants
suggested
Montessori methods
improved eating
performance
-Mealtime assistance
from nursing
caregivers helped
improve eating
performance
-Environmental
modification to
address
environmental
factors was effective

-Wide date range
of included
studies
-Limited overall
description of the
studies which
were included
-Specifically,
limited
description of
measurement of
outcome and
intervention
considered in
studies (e.g.,
eating
performance)

-Recommendations
included education
and training for
care aides and
one-on-one
assistance at
mealtimes; no
recommendations
specific to RDs

(i) N=13
(ii) 1994 – 2002
(iii) LTC
(iv) Sweden, UK,
Belgium, USA
(v) 2-24

-Searched 4 databases
(English)
-Multiple types of
quantitative designs
-Outcomes: Many types of
outcomes were considered
including weight/BMI,
behaviours related to
dementia, intake, time
spent at meals
-Interventions: Many
types of interventions

-Some suggestion
that use of music and
use of prompting or
reinforcing
behaviours could be
beneficial to
enhancing feeding
assistance, but
results varied among
studies
-Major finding
addressed the

-Most studies
had very small
sample sizes,
non-experimental
designs
-Wide variety of
interventions and
outcomes
examined so
limited
specificity of
recommendations

-No
recommendations
specific to care
aides or RDs
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(i) N=11
(ii) 1995 – 2011
(iii) LTC
(iv) USA, Canada,
Taiwan
(v) Range unknown
but included 530
adults with
dementia and 86
nursing caregivers
in total

Watson and Examination of
Green, 2006 interventions
for feeding
difficulty for
older persons
with dementia
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Whear et
al., 2014

Examination of
direct or
indirect
mealtime
interventions
(not including
nutritional
supplementation
or food
fortification) for
improving
behavioural
symptoms of
residents with
dementia in
long term care

(i) N=11
(ii) 1994 – 2011
(iii) Residential
care
(iv) Canada, USA,
Belgium, Sweden,
Taiwan
(v) 5-41

were considered,
including staff
assignment, nutritional
assessment, behavoural,
environmental/foodservice
-Quality of evidence
assessed by two reviewers
-Considered persons with
dementia

difficulty of research
in the area of feeding
due to the presence
of multiple
confounding factors
within long term
care context
-Demonstrated a
clear need for
increased rigour in
future studies
involving nutrition
and residents with
dementia in long
term care

-inclusion of
non-LTC
populations in
some studies
-Out of the 13
papers included,
only 2 published
after 2000

-Searched 15 databases
(no language restrictions)
-Comparative study
designs were considered
-Outcomes: Behavioural
and psychological
symptoms
-Interventions: Those
aimed to improve routine,
experience, or
environment which were
then categorized as music,
food service, or
environmental
-Multiple reviewers
assessed selection and
validity
- Included assessment of
quality for all included
studies

-Noted limitations
due to study quality
in LTC research
-Most of the studies
showed positive
effects with the
strongest evidence
coming from the
investigation of
music on various
outcomes

-Inconsistency in
study
interventions
-Many studies
did not have a
formal dementia
diagnosis noted
-Potential
publication bias
due to studies
missing from
larger centers
(e.g. UK)

-No
recommendations
specific to care
aides or RDs

-Considered older adults
living with dementia in
residential care
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Overall the quality of evidence was low. Little overlap was observed in included studies between
reviews, possibly owing to the variety of focuses of the ten systematic reviews. Nutrition care is
a broad concept and these reviews addressed specific facets such as environment,
foodservice/mealtime enhancement, feeding assistance, enhanced nutritional screening, use of
nutrition supplements, and education/training for staff.
In terms of interventions considered, a wide variety were considered in these reviews. Generally,
interventions included use of oral supplementation/food fortification (Abdelhamid et al., 2016;
Hines et al., 2010; Jackson et al., 2011; Liu et al., 2014), eating assistance (Abdelhamid et al.,
2016; Chang et al., 2008; Jackson et al., 2011; Leah et al., 2016; Liu, et al., 2014; Liu, et al.,
2015), environmental modification (Chang et al., 2008: Chaudhury et al., 2013; Jackson et al.,
2011; Liu et al., 2014; Liu et al., 2015; Whear et al., 2014); staff education or training (Jackson
et al., 2011; Leah et al., 2016; Liu et al., 2014; Liu et al., 2015); and food service/food delivery
modification (Jackson et al., 2011; Chaudhury et al., 2013; Watson & Green, 2006). Outcomes
considered varied considerably including a range of psychological/psychosocial/behavioural
measures, anthropometric measures such as weight and BMI, intake measures, functional
measures such as eating ability/performance, satisfaction/perspective, and quality of life
measures (Table 6.1).
Table 6.2: Examination of Recommendations Made Specifically to LTC Staff, Care Aides, and
RDs
Study
Recommendations for LTC
Recommendations specific Recommendations
staff generally
to LTC care aides
specific to
Registered
Dietitians (RDs)
Abdelhamid -Recommended increasing social nil
nil
et al., 2016
support around food and drink
-Recommended increased staff
assistance, increased staff
training, and staff involvement at
mealtimes
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Chang et al.,
2008

-Noted that feeding is within the
purview of nursing care, and the
importance of skills and
knowledge of staff in assisting
with nutrition care
-Noted that “the antecedents to
feeding difficulty often are not
appreciated [by staff] as
conceptually different from
feeding difficulty and may be
confused during assessment and
interventions”
-Secondary paper detailing the
results of the review
recommended a multidisciplinary
approach to address feeding
difficulties and listed nurses, care
aides, occupational therapists,
physical therapists, speech
therapists, family members, and
volunteers

Secondary paper detailing
results of the review
described that care aides
provide nearly all feeding
assistance
Secondary paper detailing
results of review
recommended consistent
assignment of care aides and
residents, use of volunteers
to assist at mealtimes in
order to free care aide time
to attend to more complex
resident cases;
recommended further
research specific to the
effect of education and
training on care aide
knowledge/attitude/behavior
when assisting in meal
provision

Secondary paper
detailing results of
review did not
include RDs in list
of multidisciplinary
care team; noted
that RDs typically
calculate calorie
counts and assesses
malnutrition;
recommended
involvement of RDs
in monitoring
malnutrition

Chaudhury
et al., 2013

-Noted the importance of staff
education in person-centered care
related to physical environment
(e.g., foodservice should limit
excess noise, nursing staff should
ensure clear dining rooms free of
staff carts/tools)
-Noted that person-centered care
principles are key to supporting
abilities and promoting
connectedness

nil

nil

Hines et al.,
2010

-Recommended treating oral
nutrition supplements as a
medication rather than a food in
order to reduce staff using them
in place of meals
-Noted that inadequate staffing in
LTC can lead to use of oral
nutrition supplements as a meal
replacement instead of as a
supplement and can lead to
problems with administration of
prescribed oral nutrition
supplements
- Recommended sufficient
staffing to enable mealtime
assistance, to pour oral nutrition
supplements from difficult

nil

No
recommendations
specific to RDs;
noted that RDs as
well as physicians
prescribe oral
nutrition
supplements
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packaging to more appropriate
serving cups, and to ensure that
supplements are given in small
amounts at regular intervals
Jackson et
al., 2011

-Recommended increasing
education and training of staff;
regular repeating or updating of
training of staff

nil

Leah, 2016

-Recommended staff training
supplemented by supervision

nil

Liu et al.,
2014

-Recommended education and
training for nursing, care aides
and family caregivers

-Recommended appropriate
training for care aides

nil

Liu et al.,
2015

-Recommended one-on-one
nursing assistance during
mealtimes
-Recommended staff training on
mealtime assistance

-Recommended education
and training for care aides,
one-on-one care between
care aide and resident
during mealtime

nil

Watson and
Green, 2006

-Noted importance of
multidisciplinary team and listed
geriatricians/psychogeriatricians,
physiotherapists, speech
language therapists and
occupational therapists

nil

nil

Whear et al.,
2014

-No recommendations made
related to LTC staff

nil

nil
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Recommendations
to increase
involvement of RDs
in nutrition care in
general, increase
RDs in evaluation
of intake
nil

In addition to calls for further research, few specific recommendations were made (Table 6.1 and
Table 6.2). The broad and general nature of the recommendations was likely due to the
relatively low quality of evidence, heterogeneity of findings, and the wide range of interventions
and outcomes considered. Although few studies differentiated between types of staff,
recommendations regarding staff in LTC included need for increased training and education
(Abdelhamid et al., 2016; Chaudhury et al., 2013; Jackson et al., 2011; Leah et al., 2016; Liu et
al., 2014; Liu et al., 2015), and increased staff time/involvement (Abdelhamid et al., 2016; Hines
et al., 2010). Two reviews made recommendations specific to care aides, calling for appropriate
training/education (Liu et al., 2014; Liu et al., 2015) and 1 review recommended that care aides
provide one-on-one assistance to residents with dementia (Liu et al., 2015). One review made
recommendations specific to RDs in terms of generally increasing RD involvement in nutrition
care and increasing RD involvement in evaluation of nutritional intake (Jackson et al., 2011).
6.5 Discussion
In 2013, Rolland and de Souto Barreto noted that therapeutic strategies in LTC are, for the most
part, not evidence-based, owing in part to the dearth of research conducted in LTC at less than
2.5% of published research in older adult populations (Rolland & de Souto Barreto, 2013).
Similarly, this umbrella review found that while there is heightened interest in the topic of
effective nutritional care for LTC residents with dementia, research conducted within LTC is of
generally low quality with inconsistency in outcomes investigated or considered important
(Aselage et al., 2011).
Improvements to anthropometric, functional, and quality of life outcomes were observed in the
wide variety of interventions examined and no negative outcomes were reported. Of particular
importance are the improvements made to quality of life given that dementia is an incurable
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disease of decline. Though not specific to residents with dementia, in a study examining the
relationship between 11 domains of quality of life among LTC residents, food enjoyment was
found to be a significant positive predictor of satisfaction with LTC (Burack et al., 2012).
It is not surprising that the main recommendations made in these reviews involved LTC staff as
it is generally accepted that in order to change a care outcome, staff care practices must be
targeted. In a review of LTC staff practices, Low et al. (2015) found that there is a strong
evidence base regarding the relationship between staff care practices and resident outcomes, that
staff behaviours are easier to target than outcomes, and that interventions which were not
successful in improving staff practices also did not improve resident outcomes (Low et al.,
2015). However, organizational factors must be in place to support staff practices in order for
them to be successfully implemented and maintained (Elliot et al., 2012). An examination of
dementia care workers concluded that while education is an essential component of providing
quality care, particularly person-centered care, education can contribute to staff distress when
they are unable to perform according to the training due to organizational constraints (Cook et
al., 2012).
Notable was a lack of discussion addressing severity of dementia and the impact on nutritional
care strategies. In addition to calling for increased rigour in future studies, Watson and Green
(2006) criticized the state of science for failing to consider dementia severity when evaluating
interventions. That is, severity or stage of dementia is an important factor that may confound the
impact of any intervention with some being more successful at earlier or later stages of the
disease trajectory (Watson & Green, 2006). The type of dementia may also be an important
consideration that was not addressed by any of the reviews; heterogeneity of results may be, in
part, owing to the heterogeneity of diseases resulting in dementia.
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The majority of reviews overlapped in recommending increased education or training for LTC
staff as an effective strategy to enhance nutrition care for residents with dementia. A quasiexperimental feeding skills training intervention trial was found to increase care aide knowledge
and translate into enhanced care for LTC residents with dementia through significantly
lengthened resident time at meals, more supportive eating, and increased intake (Chang & Lin,
2005). Amella (2004) posits that attention must be paid to not only what residents eat but how
they eat and are supported to eat, but cautions that education or training must be paired with
adequate staff time and an appreciation that residents with dementia often present challenges to
mealtimes and nutrition care (Amella, 2004). Keller (2016) agrees that more robust research on
interventions that address the many components that comprise nutrition care are needed (Keller,
2016).
Related to the need to address complexity when considering staff training is the need for training
to be long-term and supported by involvement or supervision that reinforces the teachings
(Kuske et al., 2007; Rahman et al., 2012). A training intervention aimed at increasing LTC care
aide knowledge and behaviours around nutrition care for LTC residents randomized among LTC
homes found that pairing education with supportive supervision and reinforcement of concepts
was effective to maintain resident nutritional status in comparison to residents in LTC that did
not receive the education and supervision component (Gaskill, 2009).
The most pertinent finding from this umbrella review is the lack of specificity regarding type of
staff when making recommendations related to nutrition care for residents with dementia.
Perhaps studies regard staff as a unified concept under the auspices of person-centered care, in
recognition of the need for all staff working within the LTC setting to perform in concert.
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However, the specificities of staff job duties, knowledge, and abilities are of appropriate concern
when formulating recommendations.
Particularly concerning was the near absence of mention of RDs in the review articles. Given
that RDs possess specialized training in nutrition care, the lack of mention in the majority of the
reviews is of concern. A seminal study by Keller et al. (2003) found that enhanced RD time in
LTC was effective in preventing or halting weight loss among residents with dementia (Keller et
al., 2003). In a qualitative examination of LTC staff’s perception of factors that could influence
malnutrition treatment, education from RDs and interdisciplinary cooperation were listed as key,
in addition to further education for nursing staff (Roller et al., 2016). The collaboration between
RDs and other LTC staff via ‘meal rounds’ has been described as an effective way to enact
nutrition care for LTC residents (Keller et al., 2006) and a recent literature review listed
engaging the service of RDs as an overall recommendation to optimize nutrition care for persons
with dementia (Cole, 2012). In a recent narrative review, Douglas and Lawrence asserted that
RDs are critical members of interdisciplinary team care in LTC and can bring about effective
change that can improve nutrition care and quality of life for LTC residents (Douglas &
Lawrence, 2015).
The lack of specificity distinguishing the role of care aides from other direct care providers such
as registered nurses or licensed practical nurses is a gap in that each of these groups possesses
very different levels of training and responsibility regarding care of LTC residents, including
nutrition care. Not only is more research required related to specificity of care aide education and
training, but also on the interaction between care aide and resident with dementia, and the
influence this has on nutritional outcomes (Aselage et al., 2011). Together, the lack of attention
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to RDs and care aides represents a true gap that must be addressed in order for recommendations
to enhance nutrition care for residents with dementia to be effective.
Future research investigation of nutrition care for LTC residents with dementia should not only
be more rigourous and should include translational strategies to implement research findings into
practice, but should focus on the specific abilities and skills of each type of staff within the LTC
and person-centered care context.
6.6 Limitations
A limitation of this umbrella review is the inclusion of only English-language articles from high
income countries. Another limitation is the lack of generalizable recommendations, due in part to
the broad scope, but also due to the overall low quality of studies and the inherent lack of
consensus on nutrition-related outcomes within the disease states that comprise dementia. The
broad scope of the inquiry is a strength of this study, in consolidating and summarizing the state
of the evidence regarding nutrition care for persons with dementia in LTC. This inquiry exposed
a gap in the knowledge related to care staff and nutrition care provision in LTC in general.
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Chapter 7.0 Discussion
The studies presented in the preceding three chapters addressed nutrition care for residents with
dementia within the LTC setting from several vantages, specifically from the perspectives of care
aides and registered dietitians, and also from the broader approach of examining the state of the
formal evidence-base. The first study identified the roles and responsibilities of nutrition care for
residents with dementia from the perspective of care aides working in rural and urban long-term
care homes. The second study examined the role of registered dietitians in nutrition care for
residents with dementia in urban and rural long-term care settings. The third study provided an
overview of the current literature related to nutrition care for residents with dementia in longterm care homes.
The aim of this work was to make a novel contribution to the literature related to nutrition and
dementia care. Together, these studies address an important gap in knowledge in evidence based
practice in nutrition care for residents with dementia living in LTC homes. Given the importance
of nutrition to physical health and quality of life, this is an area of great significance. Taken
together, the studies elucidate key aspects related to person-centered care and quality of life for
these residents, illuminating areas for future intervention and enhancement of care.
In this discussion the objectives and major findings from each study are outlined, and the broader
implications of these studies in the field of dementia care is considered. Finally, the general
limitations of the work are presented along with considerations for future research.
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7.1 Nutrition Care for Residents with Dementia in Rural and Urban Long-term Care
Homes: Perspectives of Care Aides (Study 1)
The objective of this study was to examine nutrition care for residents with dementia in LTC
from the perspective of care aides. Care aides are responsible for the majority of direct care
within the LTC context, and are the key staff who assist residents in accomplishing activities of
daily living such as eating and drinking. As seen in this study, the day to day decisions regarding
nutrition care are most often made at the direct interface between care aide and resident. Each
nutrition care decision, from timing, context, and environment in which meals are provided, to
choice and delivery of foods, could represent an execution of policy and evidence. Many of these
decisions may occur at the macro planning level and can be said to frame nutrition care (e.g.,
menu planning, dining room environment). However, most decisions occur in the immediate
moment of food provision (what is offered or not offered, how it is offered, when/where it is
offered) and are enacted by a resident-care aide dyad. Both resident-level and system-level
information is taken into account and integrated by the care aides and resident in the decisionmaking process.
Nutrition care is not comprised of discrete activities; it is executed within a dynamic context in
which care providers must consider individual resident characteristics and needs,
system/institutional factors, philosophies of care, and ever-changing contextual factors. While
care aides voiced an appreciation of the importance of nutrition care to the health and well-being
of residents with dementia, discussion of how to potentially achieve this were limited, focused
almost exclusively on the mechanistic aspects of getting food into the resident, with little
description of the important social aspects, interaction, and pleasure related to eating.
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Person-centered care (PCC) represents a complex philosophical orientation to dementia care
where care needs are continually renegotiated within a changing context with unpredictable
resident needs. Negotiation of what constitutes a PCC action in terms of nutrition care is difficult
for care aides and may require thorough mentorship, particularly in light of the broader aspects
related to nutrient requirements and adequate intake. For example, how does a care aide respect
the individual’s right to refuse food or drink, yet ensure that adequate hydration is achieved?
Many advocate for structural empowerment of care aides as a method to enhance quality of care
overall in LTC (Chaudhuri, et al., 2013); however, without thorough mentoring in nutrition care,
empowerment is not without risk.
As well, when considering Sackett’s model of evidence-based practice (Sackett, 1996), care
aides often function concurrently in the position of clinical expertise and the position of
patient/resident preference when caring for residents with dementia who are less able to
communicate desires and preference for care. Acting simultaneously as care provider and on
behalf of the care receivers a challenge to providing effective care in and of itself, but is further
complicated considering the dearth of evidence to support nutrition care practices in LTC. The
scarcity of evidence-based care recommendations or care guidelines related to nutrition care and
dementia further entrenches anecdotal coping skills learned on the job, which may or may not be
effective.
The findings of this study suggest that enhanced practical training, greater coordination of
nutrition care, supportive supervision, and adaptive mentorship could support care aides in
enhancing nutrition care for residents with dementia.
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7.2 The Downstream Role of Registered Dietitians Providing Nutrition Care for Residents
with Dementia in the Long-term Care Setting (Study 2)
An evidence-based practice lens was used to examine the role of RDs in the LTC context related
to nutrition care of residents with dementia. Given that dementia represents illnesses that are
chronic and progressive in nature, the more proactive or upstream an intervention is, the more
effective that measures of secondary prevention of symptom exacerbation or efforts to delay
progression can be. Such is the case with prevention of malnutrition in dementia, and certainly
such is the case with regard to PCC efforts to maximize enjoyment and pleasure from dining.
However, as seen in this study, the role of the RD in nutrition care for residents with dementia in
LTC is decidedly downstream due to a number of interrelated systemic operational factors.
RDs possess specialized expertise in nutrition care and are crucial members of the
interdisciplinary LTC team (Lilly & Gaudet-LeBlanc, 1998; Jurkowski, 1998; Roberts, 2011).
However, with respect to dementia, the RDs in this study reported not being involved in care via
request for consultation until the resident was far along the disease trajectory and experiencing
consequences of malnutrition. Factors such as limited resources, high ratios of resident to RD
caseload, operational and departmental isolation or siloing, reliance on relationships rather than
process, and limited or stereotyped understandings of what a RD role encompasses by others
limit the involvement of RDs and push RD care downstream in the dementia trajectory.
Intervening downstream could exacerbate misunderstandings of RD abilities, given that ability to
reverse consequences of malnutrition may be less successful than earlier preventative care.
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7.3 Nutrition Care for Residents with Dementia in Long-term Care: An Umbrella Review
of Current Evidence
The aim of this umbrella review was to comprehensively examine the peer-reviewed literature
and ascertain from systematic reviews the current evidence-based practices recommended to
support or enhance nutritional care of residents with dementia in the LTC context. Particular
attention was paid to the recommendations related to care aides or to RDs, and an overview of
interventions and outcomes in terms of consistency was sought.
While it is clear that nutrition care is an important are of interest, as evidenced by inclusion of 10
systematic reviews addressing the topic, little consistency in terms of interventions or outcomes
was observed. The quality of evidence was rated as low to moderate, and while there were many
recommendations made regarding staff in general, there was very little in terms of
recommendations made specific to care aides or RDs. In fact, only 3 recommendations were
made regarding care aides specifically, and only one review made recommendations specific to
RDs. Given that care aides are responsible for the majority of direct care practices related to
executing nutrition care for residents with dementia and RDs are the allied health providers who
possess a specific knowledge base and skillset focused on effective, evidence-based practice of
nutrition care, the general lack of attention to these two categories of care staff in the evidence
base is disappointing.
7.4 Relationship between Studies and Overall Conclusions
It is well-established that nutrition plays a vital role in dementia care. Dementia is associated
with increased risk of impairment in eating ability and malnutrition (Mitchell et al., 2009; Smith,
2011). Malnutrition can accelerate cognitive decline, increase secondary negative outcomes (e.g.,
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unwanted weight gain or loss, muscle wasting, infection, poor wound healing, pressure ulcer
formation), and increase morbidity (Chen et al.; Mitchell, 2009; Smith & Greenwood, 2008),
while optimizing nutritional status can reduce disease co-morbidity and prevent accelerated
decline in physical health (Keller et al., 2003). In recent years, there has been increasing
appreciation for the role of nutrition care in enhancing quality of life of LTC residents with
dementia (Bostrom, 2011; Murphy et al., 2017).
In spite of this appreciation, little has been done to examine the role of the RD in enhancing
nutrition care for LTC residents with dementia, and only one known study, by Keller et al.
(2003) examined the effectiveness of RD care on physical health of LTC residents with
dementia. In a comprehensive examination of factors that contribute to nutritional intake in LTC,
Keller et al. (2017) found evidence to suggest that adequate RD time within LTC trended to
increased protein intake among LTC residents. Though the study was not focused solely on
residents with dementia, the authors also found that PCC practices were associated with better
nutritional intake and concluded that adequate RD time in LTC is needed (Keller et al., 2017).
Among even those with severe dementia, eating and drinking remain a source of pleasure (Pivi et
al., 2012). In addition to aiding the nutritional health of residents with dementia, nutrition care
interventions have been shown to increase overall quality of life measures (Bostrom, 2011;
Keller, 2016; Smith, 2011). PCC is known to be a defining feature of good nutritional care for
residents with dementia within the LTC setting (Murphy et al., 2017; Reimer & Keller, 2009).
Despite this, many of the studies on nutrition in LTC lack PCC measurements or PCC-related
outcomes (Dominguez & Barbagallo, 2017). As seen in the umbrella review, there was
inconsistency in interventions and outcomes, and few measurements of PCC practices or
outcomes. Lann-Wolcott et al. (2011) examined the utility of PCC measurement scales in care
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aide-resident with dementia interaction in LTC and concluded that individual resident
conceptions of what constitutes ideal PCC will impede a one-size fits all approach to care
provision, but teaching PCC skills as well as how to adapt them would be of benefit to care
aides.
A research study conducted in the UK by Murphy et al. (2017) found that PCC is an overarching
concept central to evidence-based nutrition care for residents with dementia in LTC homes
(Murphy et al., 2017). Caspar et al. (2018) found that PCC practices by care aides, measured by
empowerment and autonomy, could be enhanced through supportive supervision by nurses or
licensed practical nurses. While their survey was general in terms of care practices and not
specific to nutrition care, it is possible that a similar relationship could exist whereby care aides
are better able to implement PCC nutrition care if supported by RDs who guide the evidencebased practice.
A Canadian research team recently conducted a narrative review and developed a conceptual
framework of PCC in an effort to facilitate operationalizing PCC in healthcare (Santana et al.,
2017). The framework is made up of three core components: structure, process, and outcomes.
The outcomes are related to benefits that could be experienced by patients or residents, the
processes are actions that can be undertaken by healthcare providers (communication, integration
of care, respect), and structures are supports that must exist operationally in order for processes
and outcomes to be achieved. These include an organizational culture that is committed to PCC,
supporting the workforce in PCC, and creating supportive environments that accommodate PCC
practices. The findings of this study certainly support the tenets of this conceptual framework;
many of the impediments to PCC related to nutrition care experienced among the care aide and
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RDs who participated correspond to the organizational structures, environments, and ineffective
communication or integration of care.
While RDs are well positioned to translate evidence on nutrition care practices to enhance
physical health and quality of life for residents with dementia and support and mentor LTC staff
in execution of PCC nutrition care practices, it is the care aides who perform most of the tasks
and make in the moment decisions with residents that comprise nutrition care. The responsibility
assigned to care aides is increasing with the increasing acuity of care in LTC homes. Without
support and mentorship by qualified experts in nutrition care, care aides will continue to rely on
informal communication and anecdotal coping mechanisms while focusing on the mechanistic
feeding aspects of nutrition care.
Berta et al. (2013) posit that the role of the care aide in Canadian health care is changing, with
increased expectations, accountabilities, and responsibility. These authors conclude that we must
re-conceptualize care aides from task workers to knowledge workers, as they are now asked to
think critically, accomplish delegated care tasks, and execute evidence-based care decisions in an
increasingly complex milieu, and as such, we must better equip them to fulfill these
responsibilities (Berta, et al., 2013). A logical next step in the context of nutrition care for LTC
residents with dementia is enhanced communication and collaboration between care aides and
RDs.
As demonstrated in this research, the challenges experienced in executing PCC nutrition care for
LTC residents with dementia are exacerbated by rurality. That is, the rural context functions as
another layer that must be navigated by care staff when performing nutrition care, from the
reduced availability of specialist and allied providers such as RDs, to the more limited food
choice for residents due to smaller menus and fewer food delivery sources in rural areas.
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Interventions meant to enhance nutrition care for LTC residents with dementia must consider
factors specifically related to rural context in order to be successful within rural LTC homes.
7.5 General Limitations
There are several limitations associated with these findings. First, the qualitative nature of the
inquiries, while essential, may be limited with respect to generalizability. As well, the deeper
understanding gained from these qualitative projects does not provide direction as to the most
effective area to intervene. This research took place in a specific geographic location which may
impede transferability of findings to other locations. The inclusion of four LTC homes within the
same region may be a limitation in that no comparison of jurisdictional policies that impact care
aide perspectives of nutrition care could be undertaken.
As well, the broad nature of inquiry may be seen as a limitation. Viewing nutrition care
holistically rather than a focused examination of a particular aspect such as hydration is
challenging, and the broad overview is then limited in terms of developing discrete, specific
recommendations. In terms of the systematic reviews examined, limiting the search to English
could have been a limitation, as perhaps publications in non-English journals were missed. The
focus on the formal evidence base could be a limitation of these studies; though common
practice guidelines were examined, perhaps a thorough examination of the grey literature could
reveal relevant information that could be useful to consider.
The focus on care aides and RDs is incomplete without attention to the registered nurses and
licensed practical nurses who may play an important intermediary role, as well as other allied
health providers, directors of care, and dietary staff. Not including these categories of care staff,
though practical, is a limitation.
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7.6 Implications for Practice and Future Research
Several practical recommendations can be made based on the findings of these studies. First, the
skillset and knowledge of RDs can be better leveraged to support care aides in executing
nutrition care for residents with dementia. Communication and collaboration between these two
categories of care providers in LTC can and should be enhanced. Future research should examine
RD function in a supportive supervision role with care aides, and the impact that this could have
on resident health outcomes and quality of life.
Consensus on key resident outcomes is needed in order to better test interventions and strategies
to enhance nutrition care for residents with dementia, and should be a focus of future research.
Similarly, specificity of type and severity of dementia is needed in future research efforts in
addition to specificity of recommendations for specific categories of staff. That is, it would be
prudent for future research to specify which category of staff is responsible for implementing and
executing recommended practices. As well, the complexity of the LTC context and the
progressive nature of dementing illnesses must be considered when attending to nutrition care.
Involvement of RDs further upstream in the dementia trajectory should be examined to
determine potential health improvements.
Nutrition care is of critical importance when considering care for persons with dementia in LTC.
Interventions that are able to demonstrate enhanced nutrition care for these residents have
potential to dramatically improve secondary complications of malnutrition such as pressure
ulceration and dysphagia, and have strong potential to positively impact resident quality of life.
Increasing the evidence base and ensuring that PCC observations and outcomes are assessed are
important next steps in research on nutrition and dementia.
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Taken together, these studies demonstrate the need to enhance the evidence base, while better
utilizing the skillsets of RDs and building communication and professional relationships between
care aides and RDs in the LTC context.
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Nutrition care best practices for residents with dementia in long-term care
homes: Perspectives of care aides
Researcher: Allison Cammer, University of Saskatchewan (306-966-6075)
Supervisors: Dr. Debra Morgan, CCHSA, College of Medicine, University of Saskatchewan (306-9667905), Dr. Susan Whiting, College of Pharmacy and Nutrition, University of Saskatchewan (306-9665837)
This information sheet is part of the process of informed consent. It should give you the basic idea of
what the research is about and what your participation will involve. If you would like more detail about
something mentioned here, or information not included here, please ask. Take the time to read this
carefully.
What is the research study about?
The purpose of this study is to expand our understanding of nutrition care for residents who have
dementia living in long-term care homes
What do we hope to learn?
o
o

We hope to learn about challenges experienced by care aides in providing nutrition care for
residents with dementia
We hope to learn strategies care aides use to successfully provide nutrition care for residents
with dementia

What role can you play in the study?
o
o
o
o

Participate in a focus group discussion sharing your experience as a care aide.
With your consent, the interview will be audio recorded, and the recording will be transcribed.
You may refuse to answer any questions, leave the focus group discussion at anytime, or
withdraw from the study at any time.
You do not have to answer any questions or discuss any subject in the discussion if you do not
want to.

Who is eligible to participate in this study?
o Care aides of the LTC home are eligible to participate in this study.
Do you have to take part in this study?
o No one has to take part in the study but we would welcome any care aide who wants to
participate.
o Your agreement to complete and return the consent form will be interpreted as an indication
of your agreement to participate.
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o

You have the right to refuse to answer any questions, or withdraw from the study at any time.

What are the benefits of participating in the study?
o While you may not benefit directly from the study, the information gained may assist health
care providers to better understand practical strategies of nutrition care for LTC residents with
dementia can be improved. Having an understanding of this will help us to identify ways to
improve quality care.
What are the risks of participating in this study?
o

There are no anticipated risks for you as a participant, and taking part in this study or
withdrawing will in no way affect your work or treatment at this LTC home.

Will you be paid for participating in the study, or do you have to pay for anything?
o You will not receive payment and you will not be asked to pay for anything.
Will your information be kept private?
o Yes. Data from recorded discussion will be handled in a way that protects your privacy. No
information that identifies you will be disclosed. You will not be identified in any report or
presentation which may arise from the study.
o Data may be used for other research studies in the future. If this is done, ethical review will
first be obtained.
o All information will be held confidential except when professional codes of ethics and/or
legislation require reporting.
o All of the data will be kept in a safe place accessible only to the research team.
o Your signed consent forms will be kept separately from your information sheets and will not
be connected.
o The data will be kept in a secure location after the study is complete for a minimum of 5 years.
o As a participant in the focus group, we ask you to keep the information shared in the focus
group confidential. While the investigators will do everything possible to ensure that the
information you provide is kept confidential, please understand that they cannot guarantee
that other participants in the group will do the same.
Agreement to participate
o
o
o

If you agree to participate in this focus group you will asked to sign this consent form.
In no way does this waive your legal rights nor release the researchers, or involved institutions
from their legal and professional responsibilities.
You are free to withdraw from the study at any time.

What time commitment will be involved?
o

The focus group discussion will take about 30 minutes.

Who can you contact if you have questions about the study?
o

If you have any questions about the study you can contact:
o Allison Cammer (306-966-6075), allison.cammer@usask.ca
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o

This study has been approved by the Research Ethics Board at the University of Saskatchewan.
If you have any questions about your rights as a participant please contact he Research Ethics
Office at the University of Saskatchewan (306-966-2084)

Your signature below indicates that you have read and understand the description provided, have had
an opportunity to ask questions, and questions have been answered.

I consent to participate in this research project. A copy of this consent form has been given to me for my
records:

Name of Participant: ____________________________ Signature:_______________________
Date:________

Researcher Signature:___________________________ Date:__________

Page 170

Appendix 2: Consent form, Registered Dietitian study
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Nutrition care best practices for residents with dementia in long-term care
homes: Perspectives of Registered Dietitians
Researcher: Allison Cammer, University of Saskatchewan (306-966-6075)
Supervisors: Dr. Debra Morgan, CCHSA, College of Medicine, University of Saskatchewan (306-9667905), Dr. Susan Whiting, College of Pharmacy and Nutrition, University of Saskatchewan (306-9665837)
This information sheet is part of the process of informed consent. It should give you the basic idea of
what the research is about and what your participation will involve. If you would like more detail about
something mentioned here, or information not included here, please ask. Take the time to read this
carefully.
What is the research study about?
The purpose of this study is to expand our understanding of nutrition care for residents who have
dementia living in long-term care homes (LTC).
What do we hope to learn?
o
o

We hope to learn about challenges experienced by registered dietitians (RDs) in providing
nutrition care for residents with dementia.
We hope to learn strategies RDs use to successfully provide nutrition care for residents with
dementia.

What role can you play in the study?
o
o
o
o

Participate in an interview sharing your experience as a RD working in LTC.
With your consent, the interview will be audio recorded, and the recording will be transcribed.
You may refuse to answer any questions, stop the interview at anytime, or withdraw from the
study at any time.
You do not have to answer any questions or discuss any subject in the interview if you do not
want to.

Who is eligible to participate in this study?
o RDs who provide service to LTC are eligible to participate in this study.
Do you have to take part in this study?
o No one has to take part in the study but we would welcome any RD who wants to participate.
o Your agreement to complete and return the consent form will be interpreted as an indication
of your agreement to participate.
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o

You have the right to refuse to answer any questions, or withdraw from the study at any time.

What are the benefits of participating in the study?
o While you may not benefit directly from the study, the information gained may assist health
care providers to better understand practical strategies of nutrition care for LTC residents with
dementia can be improved. Having an understanding of this will help us to identify ways to
improve quality care.
What are the risks of participating in this study?
o

There are no anticipated risks for you as a participant, and taking part in this study or
withdrawing will in no way affect your work.

Will you be paid for participating in the study, or do you have to pay for anything?
o You will not receive payment and you will not be asked to pay for anything. You will receive a
small honorarium gift as a thank you for participating.
Will your information be kept private?
o Yes. Data from recorded discussion will be handled in a way that protects your privacy. No
information that identifies you will be disclosed. You will not be identified in any report or
presentation which may arise from the study.
o Data may be used for other research studies in the future. If this is done, ethical review will
first be obtained.
o All information will be held confidential except when professional codes of ethics and/or
legislation require reporting.
o All of the data will be kept in a safe place accessible only to the research team.
o Your signed consent forms will be kept separately from any identifying information or data
and will not be connected.
o The data will be kept in a secure location after the study is complete for a minimum of 5 years.
Agreement to participate
o
o
o

If you agree to participate in an interview you will asked to sign this consent form.
In no way does this waive your legal rights nor release the researchers, or involved institutions
from their legal and professional responsibilities.
You are free to withdraw from the study at any time.

What time commitment will be involved?
o

The interview will take approximately one hour.

Who can you contact if you have questions about the study?
o
o

If you have any questions about the study you can contact:
o Allison Cammer (306-966-6075), allison.cammer@usask.ca
This study has been approved by the Research Ethics Board at the University of Saskatchewan.
If you have any questions about your rights as a participant please contact he Research Ethics
Office at the University of Saskatchewan (306-966-2084)
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Your signature below indicates that you have read and understand the description provided, have had
an opportunity to ask questions, and questions have been answered.

I consent to participate in this research project. A copy of this consent form has been given to me for my
records:

Name of Participant: ____________________________ Signature:_______________________
Date:________

Researcher Signature:___________________________ Date:__________
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Appendix 3: Umbrella Review Sample Search Strategy
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Appendix 3: Umbrella Review Sample Search Strategy (MESH terms and keywords)

Database: Ovid MEDLINE(R) Epub Ahead of Print, In-Process & Other Non-Indexed Citations, Ovid
MEDLINE(R) Daily and Ovid MEDLINE(R) <1946 to Present>
Search Strategy:
-------------------------------------------------------------------------------1

exp Dementia/ (153787)

2

(alzheimer* or dement*).mp. [mp=title, abstract, original title, name of substance word, subject

heading word, keyword heading word, protocol supplementary concept word, rare disease supplementary
concept word, unique identifier, synonyms] (214516)
3

1 or 2 (232035)

4

exp "diet, food, and nutrition"/ (1641626)

5

exp Nutrition Therapy/ (99251)

6

feeding methods/ or enteral nutrition/ (20747)

7

(Nutrition* or eat* or meal* or diet* or feed* or dine? or dining).mp. [mp=title, abstract, original title,

name of substance word, subject heading word, keyword heading word, protocol supplementary concept
word, rare disease supplementary concept word, unique identifier, synonyms] (1360403)
8

4 or 5 or 6 or 7 (2342953)

9

3 and 8 (14330)

10

limit 9 to (english language and humans and yr="2000 - 2017") (8088)

11

review?.mp. (3091482)

12

10 and 11 (2725)

13

Long-Term Care/ (25329)

14

exp Nursing Homes/ (37209)

15

(home? for the aged or old age home? or residential home? or nursing home? or special care

home? or personal care home? or group home? or long-term care or longterm care or residential

Page 176

facilit*).mp. [mp=title, abstract, original title, name of substance word, subject heading word, keyword
heading word, protocol supplementary concept word, rare disease supplementary concept word, unique
identifier, synonyms] (83275)
16

13 or 14 or 15 (86180)

17

9 and 10 and 11 and 16

***************************
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