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Abstract 

Introduction: Dementia is a global issue that affects more than 55 million people yearly, with 

approximately 5-6% of these cases being classified as early dementia. Early dementia symptoms 

present as vague complaints, including memory loss, difficulty concentrating, an inability to 

carry out daily tasks, struggle to find the correct word in a conversation, confusion, and mood 

changes. Early recognition of these symptoms by advanced practice registered nurses (APRNs) 

and other healthcare providers can improve patient outcomes by offering them appropriate 

referrals and treatment.  

Purpose: This project aimed to increase provider knowledge and self-efficacy surrounding early 

dementia symptoms by educating APRNs about early symptoms of dementia, its clinical 

significance, and how to manage the condition. The goal was to increase provider self-efficacy 

for early patient referrals for appropriate diagnosis and treatment as per the recommendations 

from the online training.  

Methods: An educational module from the U.S. Department of Health and Human Services 

Health Resources and Services Administration was utilized with a pre-test post-test format in 

Qualtrics. 

Results: Thirty-one participants completed the project in its entirety. Using the Wilcoxon signed 

rank test, both the dementia knowledge and the self-efficacy scores showed significant 

improvement after watching the educational module, with significance scores of p= .025 and p= 

.029, respectively.  

Conclusion: Based on the results of this project, a simple evidence-based educational module 

has the potential to enhance APRN learning, thus improving patient management. Early and 
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complete evaluation by a specialty provider for those who have early dementia symptoms helps 

minimize delays in diagnosis and optimize patient care. 
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A Quality Improvement Project to increase Advanced-Practice Registered Nurse Self-

Efficacy for Specialty Referrals of Patients with Early Symptoms of Dementia 

Dementia affects more than 55 million people globally, with approximately 10 million 

new cases diagnosed each year. The estimated annual cost of caring for these patients is $1.3 

trillion US dollars (World Health Organization, 2023). Early dementia is a condition that 

involves symptoms that begin before the formal diagnosis of dementia (Spreadbury & Kipps, 

2018). An estimated 5-6% of patients presenting with dementia present with symptoms before 

age 65 (Mayo Clinic, 2022). Symptoms of early dementia include memory loss, difficulty 

concentrating, an inability to carry out daily tasks, struggling to find the correct word in a 

conversation, confusion, and mood changes. Memory loss is frequently not the first symptom 

(Alzheimer’s Society, 2021). Typically, these patients will present with changes in personality or 

an inability to concentrate, visual difficulties, or language problems. Symptoms are often 

attributed to physiological changes or stress (Lo, 2017). Patients’ ages and health histories may 

cause providers to overlook dementia as a potential diagnosis, leading to misdiagnosis and 

improper management.  

Early recognition, referral, and treatment by a provider, including APRNs, can yield 

improved patient outcomes and quality of life by allowing patients to preserve cognitive 

functioning and reserves to maintain optimal health (Cations et al., 2021). One way to help 

ensure improved outcomes is through educating APRNs on how to appropriately refer patients 

for appropriate medical management (Lawler et al., 2020). Early referrals will allow neurology 

and other specialty providers to order and receive approval for appropriate testing (including 

labs, CT scans, and MRIs).  
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The four-phase Outcomes Management Model guided this evidence-based quality 

improvement (QI) project and hoped to improve patient outcomes with early dementia symptoms 

(Melnyk & Fineout-Overholt, 2019).  

Outcomes Management Model Phase One 

Clinical Problem 

Dementia is an organic, progressive disease of the brain that affects intellectual 

functioning impairs memory and leads to personality changes. Diagnosis typically occurs after 

age 65 but may develop as early as age 30 to 64 years. The broad nature of symptoms is often 

attributed to age-related changes or stress, meaning that early symptoms of dementia are often 

underdiagnosed or misdiagnosed (Spreadbury & Kipps, 2018; Lo, 2017).  Diagnosis of early 

dementia is often delayed, leading to poorer patient outcomes and a decrease in the patient’s 

quality of life (Cations et al., 2021).  

Structure and Process/Background 

Early recognition, referral, and treatment of dementia by a provider can yield improved 

patient outcomes by allowing the patient to preserve cognitive functioning and reserves and 

maintain optimal health (Couzner et al., 2022). One way to help ensure improved outcomes is 

through educating primary care advanced practice registered nurses (APRNs) on early dementia 

symptoms and how to appropriately refer patients for appropriate medical management (Lawler 

et al., 2020). The APRN can refer patients to neurologists and specialty providers, who can order 

and receive approval for appropriate testing (including labs, CT scans, and MRIs) more rapidly 

than a general-care provider (Cations et al., 2021). Increasing referrals for appropriate services 

can improve the patient’s quality of life (Kimura et al., 2020).  
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Purpose and Goals of Project 

The goal of this project was to increase provider knowledge and self-efficacy. The 

purpose was twofold: 1) to educate APRNs about early symptoms of dementia, its clinical 

significance, and how to manage the condition, with the goal of 2) increasing provider self-

efficacy for early patient referrals for appropriate diagnosis and treatment as per the 

recommendations from an online training module.  

PICOT Question 

For APRNs (P), does completing a one-hour educational module on early symptoms of 

dementia (I) compared to no formal education or guidelines for practice (C) increase provider 

knowledge and self-efficacy for specialty referral rates of adults experiencing symptoms (O) 

throughout the module (T)? 

Outcome Target: Self-Efficacy  

Self-efficacy is an individual’s belief in their capacity to complete behaviors necessary to 

achieve specific behaviors and influences how individuals motivate themselves to behave a 

certain way (Bandura, 1994). Self-efficacy is an essential concept within health care and has 

been used as an effective strategy to improve outcomes for both patients and providers 

(Youngwanichsetha, 2022). Self-efficacy promotes initiating, adopting, and maintaining 

behaviors that yield positive outcomes in people’s lives (Shorey & Lopez, 2021). Adequate 

knowledge and skills also influence behavioral patterns (Bandura, 2011).  

Figure 1 depicts four components to achieving self-efficacy: verbal persuasion, 

physiologic feedback, vicarious experiences, and performance outcomes. Verbal persuasion and 

encouraging an individual’s ability to complete tasks affect self-efficacy (Bandura, 1977; 

Bandura, 1994). For this evidence-based project, participants will be persuaded to take the 
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initiative to refer patients with early dementia symptoms through an enhanced learning 

opportunity that benefits their practice. Physiological feedback is how the individual’s body feels 

while taking initiative in behaviors promoting self-efficacy. Participants in the evidence-based 

project will have positive physiological feedback through the knowledge they are gaining from 

patients and promoting health outcomes.  

Self-efficacy can develop vicariously through other people’s experiences and by 

comparing their behaviors to those of others. Through their peers’ participation in this project, 

advanced practice registered nurses (APRNs) promoted their self-efficacy and learned and 

improved their practice in treating patients with early-stage dementia.  

Figure 1. 

Self-efficacy Theoretical Model 

 

Note: The various components of Bandura’s Self-Efficacy Theory. Adapted from Pennsylvania State 

University. (n.d.). Self-efficacy theory. Self-Efficacy Theory. 
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Performance outcomes are measures of how successful an individual was at a task; if an 

individual is successful in completing a similar task previously, they will be more likely to 

believe they will be successful on a new, similar task. The project participants completed a pre-

test, a web-based learning module, and a follow-up test. The proposed format allowed the 

APRNs to advocate for their learning and allowed them to complete the task successfully due to 

its familiar format. 

This evidence-based QI project promoted provider self-efficacy by educating APRNs 

about early dementia and its management. Education was accomplished by utilizing four 

strategies of the self-efficacy model: verbal persuasion, physiological feedback, vicarious 

experiences, and performance outcomes (Bandura, 1977).  

Evidence-Based Quality Improvement Model 

This evidence-based QI project was based on the four-phase Outcomes Management 

Model (Figure 2) as described in Melnyk and Fineout-Overholt (2019). Phase one involved 

identifying the clinical problem, the outcome targets, instruments, and data sources to prepare for 

baseline data measurement.  

Phase two involved reviewing, appraising, and synthesizing the evidence, identifying 

stakeholders, and developing methods to support the standardization of new practices, with the 

goal of having the new standard adopted.   

Phase three involved educating clinicians and stakeholders about the proposed evidence-

based practice change, having them role model the new practices, and having the clinicians serve 

as resources to manage the processes better.  

Phase four included dissemination of findings and an opportunity to make changes that 

will lend to stakeholder acceptance and sustainability of the new proposed process.  
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Figure 2.  

Outcomes Management Model  
 

 
Note: The phases of the Outcomes Management Model. Adapted from Melnyk, B.M., & Fineout-

Overholt, E. (2019). Evidence-Based Practice in Nursing and Healthcare: A Guide to Best Practice. 

 

Outcomes Management Model Phase Two 

Literature Review  

The literature demonstrated a need for evidence-based care changes in practice to 

improve the early diagnosis and treatment of dementia. Current literature supported the need for 

educating healthcare providers on young and early dementia symptoms; however, there was 

limited information on interventions specifically for APRNs. This is important to note because 

APRNs are a growing force in healthcare and significantly influence patient outcomes. 
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The overarching theme discovered in the literature is that there is a lack of knowledge 

among healthcare professionals on what proper care for patients with early dementia entails. 

There has been agreement between healthcare providers regarding the information that is crucial 

for healthcare providers to understand in treating these patients, but this knowledge needs to be 

more well-known and well-spread across disciplines (Couzner et al., 2022). Due to the 

neurologically and physically degenerative nature of this condition, the quality of life for the 

patient became another theme within the literature (Baptista et al., 2016). Awareness of disease, 

prognosis, and plan of care are associated with an improved quality of life must keep this in mind 

when providing care for these patients (Hvidsten et al., 2019). 

The University’s nursing librarian assisted in finding an educational module to use for 

this project. An advanced search in both CINAHL and MEDLINE databases with the main 

search of dementia, including the keywords of education, train, or learn; program, module, or 

course; nursing; and diagnose, detect, or screen. Additional research was completed in these 

databases to search for an appropriate self-efficacy definition and measurement tool.  

Search Strategies 

The databases used for the literature and evidence search were CINAHL, Ovid Nursing 

Database, ProQuest Nursing and Allied Health Source, and Health Source: Nursing/Academic 

Edition. Keywords to find evidence included: young-onset dementia (with screening, diagnosis, 

and treatment for some of the searches), evidence-based provider education, APRN education, 

quality of life dementia, self-efficacy model, and provider self-efficacy. Only evidence from 

academic journals written in English discussing early dementia from 2017 to 2023 were used.  

The total number for the combined searches included more than 500 articles. Over 100 

articles were reviewed, and a total of more than 25 were considered for the project (Figure 3). A 
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year limit was not placed on theoretical and evidence-based model searches due to the theories 

being original works of the authors (Table 1).  

Figure 3. 

Search Strategies  
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Table 1. 

Literature Search Table 

Search Date Keywords 

combined with 

Boolean Phrases 

(AND, OR, NOT) 

Limits/Filters/Qualifiers Database Total Reviewed Potential 

for 

Usage 

01/18/2023 Dementia 

screening 

Past 5 years; all 

journals; English 

language 

Ovid Nursing 

Database 

300+  15 3 

01/18/2023 Early dementia 

diagnosis 

Last 5 years; 

scholarly journals; 

English language 

ProQuest Nursing 

and Allied Health 

Source 

63 15 3 

01/18/2023 Early dementia 

treatment 

None Health Source: 

Nursing/Academic 

Edition 

1 1 1 

01/19/2023 APRN 

education 

dementia 

Last 5 years; 

scholarly journals; 

English language 

ProQuest Nursing 

and Allied Health 

Source 

4 3 1 

01/19/2023 Evidence based 

provider 

education 

2015-present; 

academic journals; 

English language; 

nurse practitioner  

CINAHL Plus 1 1 0 

01/19/2023 Evidence based 

provider 

education 

Past 5 years; all 

journals; English 

language 

Ovid Nursing 

Database 

11 3 1 

01/19/2023 Evidence based 

education 

2018-present 

academic journals; 

English language; 

evidence-based 

education; evidence-

based nursing 

Health Source: 

Nursing/Academic 

Edition 

25 7 3 
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01/21/2023 Quality of life 

dementia  

2017-present; 

academic journals; 

English language 

CINAHL Plus 11 11 1 

01/21/2023 Quality of life 

early dementia  

Last 5 years; 

scholarly journals; 

English language 

ProQuest Nursing 

and Allied Health 

Source 

24 4 2 

06/09/2023 Self-efficacy 

model 

None Google Search 100+ 3 3 

06/09/2023 Self-efficacy 

model 

English language CINAHL Plus  100+ 3 1 

06/09/2023 Provider self-

efficacy 

English language  ProQuest Nursing 

and Allied Health 

Source 

23 5 1 

06/20/2023 Alzheimer’s 

Association 

None Google 1 1 1 
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Critical Appraisal and Evaluation of Evidence 

Rapid critical appraisal tables and checklists from the text by Melnyk and Fineout-

Overholt (2019) were used. The specific tools utilized included rapid critical appraisals and 

checklists for systematic reviews and meta-analyses of clinical intervention questions, 

descriptive studies, cohort studies, and qualitative evidence (Figure 4).  

Figure 4. 

Rapid Critical Appraisal Checklist for Systematic Reviews and Meta-Analyses of Clinical 

Intervention Question 

 

Adapted from Melnyk, B.M., & Fineout-Overholt, E. (2019). Evidence-Based Practice in Nursing and 

Healthcare: A Guide to Best Practice.  

 

Based on these assessments, the evidence was evaluated for reliability, validity, and 

applicability to the clinical question being asked. Further evaluation of the literature was 

completed using the Hierarchy of Evidence (Figure 5). This grades literature from I to IV, with I 

as the highest level of evidence (meta-analyses and systematic reviews) and IV being the lowest 

(expert opinion) (Melnyk & Fineout-Overholt, 2019). 
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Figure 5. 

Heirarchy of Evidence 

  

 

Adapted from Melnyk, B.M., & Fineout-Overholt, E. (2019). Evidence-Based Practice in Nursing and 

Healthcare: A Guide to Best Practice.  

 

After evaluating the literature for evidence levels, the evidence was examined using the 

Grading Recommendations Assessment, Development, and Evaluation (GRADE) system (Figure 

6). This system evaluates the outcomes for quality of evidence. Ratings are based on an article’s 

structure, including its design, consistency, directness, and variables used. Ratings range from 

“high” to “very low” (Ryan & Hill, 2016). 

Figure 6. 

GRADE: Quality of Evidence Based on Ratings and Interpretation 

 

Note: This table is used for assessing the quality of evidence based on GRADE ratings and their 

explanation. Adapted from Ryan, R. & Hill, S. (2016). How to GRADE the quality of evidence. 

Cochrane consumers and communication group. 
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Once the GRADE system was completed, the SORT Level of Evidence for an Individual 

Study Algorithm was used to determine the strength of each article (Ebell et al., 2004). As 

depicted in Figure 7, this system uses a rating system of A, B, or C to evaluate the strength of 

each article, with A being the lowest and C being the highest level of strength.  

Figure 7. 

SORT: Level of Evidence for an Individual Study Algorithm 

Note: The algorithm used for deciding the strength of a recommendation based on a body of evidence as 

discussed by Strength of Recommendation Taxonomy (SORT). Adapted from Ebell, M. H., Siwek, J., 

Weiss, B. D., Woolf, S. H., Susman, J., Ewigman, B., & Bowman, M. (2004). Strength of 

recommendation taxonomy (SORT): A patient-centered approach to grading evidence in the medical 

literature. The Journal of the American Board of Family Practice, 69(3), 548-556. 

 

The SORT system algorithm (Figure 8) gives the reader an appraisal recommendation, 

with ratings ranging from 1-3 where 1 is the highest quality of evidence and 3 is the lowest 

(Table 2). 
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Figure 8. 

SORT: Strength of Recommendation Based on a Body of Evidence Algorithm 

 
Note: The algorithm used for deciding the strength of a recommendation based on a body of evidence as 

discussed by Strength of Recommendation Taxonomy (SORT). Adapted from Ebell, M. H., Siwek, J., 

Weiss, B. D., Woolf, S. H., Susman, J., Ewigman, B., & Bowman,M. (2004). Strength of 

recommendation taxonomy (SORT): a patient-centered approach to grading evidence in the medical 

literature. The Journal of the American Board of Family Practice, 17(1), 59-67.
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Table 2. 

Recommendations Derived from Evidence Synthesis  

Recommendation Strength of Evidence 

for 

Recommendations 

(SORT) 

Citation in Support of 

Recommendation 

Rationale Level of 

Evidence 

(SORT) 

Quality Rating 

(GRADE) 

Recommends 

provider education to 

promote patient 

outcomes 

C Couzner et al., (2022) People with dementia have 

unique needs and experiences, 

requiring care and support that is 

timely, appropriate, and 

accessible, meaning health 

professionals must have 

sufficient knowledge about the 

disease. 

1 ++++ 

  C Lawler et al., (2020) Educators planning dementia 

curriculum for allied health 

professionals could consider 

addressing areas of knowledge 

related to the identified items, 

with view to providing a 

foundation for excellence in 

dementia care. 

1 ++++ 

Recommends 

increased referrals to 

specialty services 

C Spreadbury & Kipps 

(2018) 

Optimizing clinical care through 

medical management, referrals, 

empathy, education, and 

psychological support for 

patients and their caregivers is 

crucial to improve outcomes.  

1 ++++ 

 C Kimura et al., (2020) Quality of life was improved 

when patients had appropriate 

interventions through early 

referral to specialty services.  

1 +++ 



Doctor of Nursing Practice Project 25 

Recommendation Strength of Evidence 

for 

Recommendations 

(SORT) 

Citation in Support of 

Recommendation 

Rationale Level of 

Evidence 

(SORT) 

Quality Rating 

(GRADE) 

Recommends 

education programs 

promote provider 

self-efficacy 

 

C Shorey & Lopez 

(2021) 

The stronger a person’s cognitive 

perception of self-efficacy, the 

higher they set their goals and 

commitment to achieve these 

goals. This helps to improve 

patient management and care 

outcomes. Educational programs 

should establish a sense of self-

efficacy, which is crucial for 

acting independently and 

competently in the nursing 

profession. 

1 +++ 

 C Lopez-Garrido, 2020 A strong sense of efficacy 

promotes accomplishment by 

assuring individuals of their 

capabilities and ability to 

overcome challenges. Self-

efficacy promotes the initiation, 

adoption, and maintenance of 

behaviors that yield positive 

outcomes people’s lives. 

Adequate knowledge and skills 

also influence individual’s 

behavioral pattern. 

1 ++++ 
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Recommendation Strength of Evidence 

for 

Recommendations 

(SORT) 

Citation in Support of 

Recommendation 

Rationale Level of 

Evidence 

(SORT) 

Quality Rating 

(GRADE) 

Recommends 

identifying barriers to 

accessing care  

C Cations et al., 2021 It is important for everyone 

involved in healthcare decision-

making to collaborate to 

effectively facilitate access to 

seamless care for patients and 

their families.  

1 ++++ 

  B Dixit et al., 2021 In providing care and support for 

patients, factors such as burden, 

depression, and anxiety should 

be targets for intervention to 

improve access to care.  

2 +++ 

Recommends 

implementing 

evidenced-based 

practice into patient 

care 

C O’Malley et al., 2020 Understanding the uniquely 

personal experience of people 

going through the process of 

diagnosis for dementia is 

essential to provide appropriate 

services. Patient’s values and 

experiences should be used to 

support and guide clinical 

decision-making. 

1 ++++ 
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Synthesis of Evidence 

Early Dementia Defined  

Early dementia is a condition that involves symptoms of dementia that begin before the 

formal diagnosis of dementia (Spreadbury & Kipps, 2018). The most common source of early 

and young-onset dementia is frontal-temporal dementia, but can also be caused by vascular 

causes, genetic causes, Alzheimer’s, and alcohol. Those with learning disabilities or cognitive 

impairments (namely Down Syndrome) are more likely to be affected (Alzheimer’s Society, 

2021). 

Dementia may rapidly progress, cause physical problems with coordination and balance, 

and may contain a genetic component than other forms of dementia (Alzheimer’s Society, 2021). 

Key early cognitive symptoms of dementia include memory loss, challenges with solving 

problems, confusion, misplacing items, difficulty completing daily tasks, the inability to retrace 

steps, and mood changes (O’Malley et al., 2020). Symptoms are progressive and non-curable but 

are manageable with proper care. 

There is no cure for dementia of any form, but there are both drug and non-drug 

treatment options available for those suffering from symptoms of the condition. Medication 

treatments include antidepressants, cholinesterase inhibitors, and NDMA receptor antagonists. 

Donepezil (Aricept), a cholinesterase inhibitor, and memantine (Namenda), an NDMA receptor 

antagonist, are typical first-line medications used to treat symptoms of dementia (Cations et al., 

2021). Although they work in different ways, both donepezil and memantine work to improve 

memory, attention, and the ability to perform daily tasks. Non-medication options include 

supportive care (physical, occupational, and speech therapies), counseling services, staying 

active, and more experimental treatments including deep brain stimulation. Effective treatment 
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for early symptoms is a combination of medication therapy and supportive care that is begun 

early in diagnosis.  

Testing for Early Dementia 

Diagnostic tests for dementia include mental ability tests, blood work, and brain scans 

(Alzheimer’s Society, 2021). Mental ability tests are readily available in any primary care 

provider’s office and include the Mini-Mental Status Exam (MMSE) and the Montreal Cognitive 

Assessment (MoCA). Lab work should be focused on eliminating any causes for the patient’s 

symptoms, such as vitamin deficiencies or infection. Genetic testing may also be useful in certain 

forms of dementia. Brain scans are the most crucial tool in diagnosing early symptoms of 

dementia. Computerized tomography (CT) scans and magnetic resonance imaging (MRI) 

provide an in-depth look at the brain, its structures, and any other disease processes that may 

exist (e.g., strokes or tumors) and cause symptoms like those found in early dementia 

(Alzheimer’s Society, 2021; Elhusein et al., 2018). 

Significance of Early Dementia 

Negative changes in quality of life due to mismanaged care is the largest complaint from 

dementia patients and their caregivers (Dixit et al., 2021). Patients with dementia often find that 

their employment, finances, and interpersonal relationships all suffer due to their illness being 

mismanaged due to delayed diagnosis. Further, costs of care increase exponentially for those 

suffering from dementia that is not well managed (Alzheimer’s Association, 2023). These costs 

include medications, therapies, healthcare provider visits, and potentially at-home or skilled 

facility nursing care. Many of these costs can be delayed with prompt patient management.  



Doctor of Nursing Practice Project 29 

Provider Education and Importance of Referral  

While specific baseline data on referral numbers is not available, data suggests that early 

referral is important for improved patient outcomes. Much of the literature focuses on 

physicians, excluding the importance of interdisciplinary and collaborative care. The significance 

of proper healthcare provider education about early dementia symptoms includes treatment and 

prognosis. Proper early management of the patient includes the referral to appropriate services 

for diagnostic testing and prompt intervention (Baptista et al., 2016; Cations, 2021).  

There are three main stages in which providers need to be educated to optimize care for 

patients, demonstrating the overarching theme of proper education for care for providers. The 

stages are pre-diagnosis, diagnosis, and post-diagnosis (Spreadbury & Kipps, 2018). In the pre-

diagnosis stage healthcare providers recognize symptoms as organic and refer patients to 

appropriate specialties. During the diagnosis stage, the patient undergoes testing using a variety 

of diagnostic tools. Tools for diagnosis include in-office mental status exams, blood work, and 

brain imaging. In the post-diagnosis stage, coping and adjusting to the diagnosis occurs. 

Optimizing clinical care through medical management, empathy, education, and psychological 

support for patients and their caregivers also occurs during the post-diagnosis. 

There is a lack of literature specifically focused on the care of advanced practice 

registered nurses (APRNs) and the care of patients with early dementia. There are however 

studies aimed at general healthcare provider knowledge related to the topic (Couzner et al., 

2022). Due lack of peer-reviewed evidence-based literature, it is appropriate to appraise studies 

highlighting learning interventions for healthcare providers and apply them to the education 

preparation of APRNs.  
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The APRN and Early Dementia Care 

APRNs are increasing in number and more patients are seeking care from APRNs as their 

primary provider (Norful et al., 2019). Dementia is a cognitively, neurologically, and physically 

debilitating condition at every stage, providers must be adept in the diagnosis and treatment of 

patients (Elhusein et al., 2018). Nurses and APRNs are unique in their approach to care in that 

they treat the patient holistically, not just their disease state. The literature has demonstrated the 

value of using APRNs across a variety of health specialties. In terms of managing dementia care, 

APRNs have been instrumental in managing patients and improving their outcomes; further, 

APRN-led educational initiatives have demonstrated satisfaction among stakeholders, and they 

felt like their care was being appropriately managed (Fortinsky et al., 2014). There was no 

literature regarding the Doctor of Nursing Practice (DNP) prepared APRN and dementia care.  

Methods to Promote Standardization of New Care Practices  

The methods for this evidence-based QI project are based on the Outcomes Management 

Model as described in Melnyk and Fineout-Overholt (2019). The first started with a robust 

literature search related to the clinical problem related to early symptoms of dementia and 

identifying the outcome targets. The data sources were APRNs known to the student, members 

of the Ohio Nurse Practitioner Facebook Group, members of the OAAPN, and American 

Medical Directors Association/The Society for Post-Acute and Long-Term Care Medicine 

(AMDA/PALTC) conference attendees participating in the project and the baseline data will be 

their survey responses.  

The goal of phase two was to adopt the evidence-based standard practice change. The 

literature search and review for this phase has begun with the evidence synthesis table as seen in 

Appendix A.  



Doctor of Nursing Practice Project 31 

Stakeholders for this project were identified as APRNs who were members of the above 

organizations. APRNs who known to the student were sent the Qualtrics link, those who were 

members of the Facebook Group were invited to participate in this project through a series of 

posts, members of the OAAPN were invited through an email blast from the OAAPN board and 

through a QR code at local meetings, and business cards containing a QR code to the project 

were handed out at the AMDA/PALTC conference (Appendix B). The invitation contained the 

link to the survey, with the opening page being the informed consent (Appendix C). APRNs of 

all specialties were allowed to participate and were asked to identify their area of practice in the 

pre-survey for demographic data (Appendix D). Providers were not excluded based on areas of 

practice. A second group of stakeholders included the project committee, comprised of PhD-and 

DNP-prepared nurses to guide the project, and a DNP-prepared APRN in neurology served as a 

content expert.   

Phase three measured the reliability and stability of methods, and implements any 

changes as needed. The educational module was completed in this phase. The educational 

module was from the U.S. Department of Health and Human Services Health Resources and 

Services Administration (U.S. DHHS HRSA).  

Data collection occurred before and after the intervention. Data sources included answers 

from participant survey responses both before and after the module. Qualtrics software was used 

to obtain data from participants. The educational module was held online. It consisted of a 

PowerPoint with a visual and auditory format to promote participant learning. Proper and 

improper management was discussed, providing the APRNs with a more comprehensive 

example of how patients should be managed.   
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Phase four consisted of final data collection and to measure outcomes and determine if 

perceived-self efficacy increased and whether APRN knowledge was enhanced through the 

learning module. SPSS software was used for data analysis. 

Outcomes Management Model Phase Three 

Educate Clinicians about the New Practices to be Adopted 

The need for educating providers on early dementia symptomatology and management 

has been well documented. As the population in the United States ages, symptoms of dementia 

must be recognized early on to properly manage care for many people. Educating APRNs on the 

early symptoms of dementia and how to promote self-efficacy in proper management for patients 

is a crucial step for improved clinical outcomes. The U.S. DHHS HRSA has provided free 

educational and evidence-based guidelines for healthcare professionals to help promote 

education on dementia-related topics, including early symptom management. These guidelines 

were published in 2018 and promote self-efficacy for managing care by appropriately educating 

providers on what to do to help patients presenting with early dementia symptoms.  

The DNP student formed a team of a chair and two committee members and found a 

content expert in the form of a DNP in neurology. The project was completed over two months, 

February through March of 2024. 

The project consisted of four sections. The first portion was recruitment, which happened 

through the student, the Ohio Nurse Practitioner Facebook Group, the OAAPN, and those 

attending the AMDA/PALTC conference. The DNP student directly sent the Qualtrics project 

link to APRNs known to the student. Facebook posts were made visible to members asking them 

to participate in the evidence-based project. The OAAPN sent an email to members notifying 

them that the project was available on their website, with a link directing them to the project; 
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they were also presented with a QR code at local chapter meetings. Business cards with QR 

codes linked to the project were utilized at the conference. Once participants agreed and 

completed consent to participate held within the project on Qualtrics, there was a questionnaire 

consisting of a knowledge pre-check and demographic information, including how long the 

practitioner has been practicing and what their area of expertise is. 

An important component of the intake process was to determine if participants had seen 

patients with symptoms of dementia previously and how they managed their care. All 

information was anonymously stored in a secure online repository, managed only by the study’s 

primary investigator and the project chair.  

The third section was the educational online module about the clinical management of 

patients with the condition. Education was completed by APRNs who were known to the DNP 

student, who were members of the Ohio Nurse Practitioner Facebook Group, the OAAPN, and 

who attended the American Medical Directors Association/The Society for Post-Acute and 

Long-Term Care Medicine (AMDA/PALTC) conference in March of 2024 

The final section of the project included having participants complete an online follow-up 

questionnaire that followed the educational module. The follow-up questionnaire was used to 

measure participant knowledge about early dementia symptoms, and the self-efficacy evaluation 

of participants using general knowledge questions from the HRSA module and Chen’s self-

efficacy scale.  

Sample 

A convenience sample of APRNs completed the QI project. This included APRN 

colleagues of the student, the Ohio Nurse Practitioner Facebook Group, the OAAPN, and those 

who attended the AMDA/PALTC conference in March of 2024. There were various ways to 
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access the project survey. Social media and the OAAPN website posts contained a Qualtrics link 

that took participants directly to the project. The QR code allowed for participants to access the 

project through their mobile devices.  

Eligibility requirements included participants who: 1.) were at least 18 years of age, 2.) 

could provide voluntary implied consent, and 3.) held a current APRN license.  

Role Modeling New Practices  

The intervention was in the form of an online questionnaire and educational module from 

the U.S. DHHS HRSA (Appendix E). There were immediate pre- and post-tests in Qualtrics to 

determine if APRN self-efficacy and early dementia knowledge improved after the module 

(Appendix F).  

Role Responsibilities 

Implementing the evidence-based project required participation from APRNs colleagues 

of DNP student, members of the Ohio Nurse Practitioner Facebook Group, the OAAPN, and 

those who attended the AMDA/PALTC conference. The DNP student posted the project at 

various times over the span of the eight-week timeframe. The intervention took place online, and 

participants completed the questionnaires and module when they chose to.  

Barriers 

Potential barriers for this project included a lack of participants and responders, the 

limited timeframe to complete the project, internet connectivity issues, and if someone did not 

have a smart device or computer. 

Facilitators 

The doctoral project chair and committee helped the DNP student by guiding them 

through the processes and procedures needed to be successful. A nurse practitioner specializing 
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in neurology served as a mentor and content expert, providing tools and resources related to the 

content of the project. Other facilitators included the DNP student, the APRNs who volunteered 

to take the survey, the members of the Ohio Nurse Practitioner Facebook Group, the OAAPN, 

and the participants at the AMDA/PALTC conference.  

Approvals 

Approval was obtained from the Ohio Nurse Practitioner Facebook Group chairperson 

(Appendix G). The University’s IRB granted approval and exempt status on January 31, 2024. 

The project population was not considered a vulnerable population and had minimal associated 

risks. The OAAPN application to distribute the project to members was completed on February 

5, 2024, and approval was given on February 19, 2024, and the organization posted the project to 

their website and emailed a link to all members. 

Project Implementation Timelines 

A project implementation timeline (Table 3) was designed and utilized to help ensure the 

project was completed in a timely fashion. 

Table 3. 

Planning for Implementation Timeline  

 

Planning for Implementation Timeline 

1. Assess the Need for Change in Practice 

PICOT: 

For APRNs (P), does completing a one-hour educational module 

on early symptoms of dementia (I) compared to no formal 

educational or guideline for practice (C) increase provider 

knowledge and self-efficacy for specialty referral rates of adults 

experiencing symptoms (O) over the course of the module (T)? 

January 2022 

2. Locate the Best Evidence 

• Literature Search 

• Literature  Review 

January 2022 

through August 

2022 
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Planning for Implementation Timeline 

3. Critically Analyze the Evidence 

Critical Appraisal of Literature 

Rapid Critical Appraisal 

Hierarchy of Evidence 

Strength of Evidence 

Strength of Recommendation 

Literature Synthesis 

January 2022 

through August 

2022 

4. Design Practice Change 

Select outcomes to be measured 

Design Evidence-Based Practice Project 

Select chair 

Select committee members 

Obtain study site permission 

Defend proposed Evidenced-Based Practice Project 

 

May 2022 

May 2022 

May 2022 

May 2022 

November 2023 

December 2023 

5. Implement and Evaluate Change in Practice 

Obtain IRB approval 

Implement Evidence-Based Practice Project 

Data Collection and Analysis 

Evaluate Processes and Outcomes 

 

January 2024 

February 2024 

March 2024 

March 2024 

6. Defend DNP Scholarly Project 

and Integrate and Maintain 

Change in Practice  

 

 

 

April 2024 

Project Implementation 

Approval from the University’s Institutional Review Board was granted on January 31, 

2024. Upon receiving approval, various methods to gather participants were utilized between 

February 5 and March 23, 2024. During this time, the student reached out directly to APRNs to 

complete the project. Other recruitment strategies were through the OAAPN, the Ohio Nurse 

Practitioners Facebook group, and the American Medical Directors Association/The Society for 

Post-Acute and Long-Term Care Medicine (AMDA/PALTC). The OAAPN application to 

distribute the project to members was completed on February 5, 2024, with approval given on 

February 19, 2024. At this time, OAAPN posted the project to their website and emailed a link to 

all members of the organization. Social media posts were made to the Ohio Nurse Practitioners 
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Facebook group between February and March of 2024. Two hundred fifty business cards 

containing a QR code linked to the project on Qualtrics were ordered, and approximately 125 

were distributed at the AMDA/PALTC national annual conference between March 9 and 11, 

2024 in San Antonio, Texas.  

Begin Data Collection 

Outcome Measure One 

The first outcome measure assessed knowledge of care for patients with early dementia 

symptoms. The four questions appeared in the QI presentation titled Understanding the Early 

Stage of Dementia for an Interprofessional Team, as received by the U.S. Department of Health 

and Human Services. They were extracted from the presentation and used to assess knowledge of 

managing care for patients with early dementia symptoms. 

Outcome Measure Two 

The second outcome measure was self-efficacy, which was assessed with the New 

General Self-Efficacy Scale (NGSES, Figure 9) developed by Chen and associates (2001). This 

scale is an eight-item questionnaire that measures how much people believe they can accomplish 

goals in the face of difficulty (Chen et al., 2001). It takes less than three minutes to complete, 

was written at an accessible level, and is available for use to the public (Stanford University, 

n.d.). The NGSES has been demonstrated as a valid and reliable tool to measure self-efficacy in 

multiple studies and is useful in assessing APRNs’ belief in their ability to follow guidelines for 

early dementia symptoms (Chen et al., 2001). The scale itself was not changed, but rather 

APRNs were asked to think about their self-efficacy related to managing care for and referring 

patients with early dementia symptoms.   
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Figure 9.  

The New General Self-Efficacy Scale  

Adapted from Chen, G., Gully, S. M., & Eden, D. (2001). Validation of a new general self 

efficacy scale. Organizational Research Methods, 4(1), 62-83. 

 

Long-Term Target Outcome  

The long-term target outcome for this project is to improve care access for people with 

early dementia symptoms and referral rates to neurology and specialty services, which is 

believed will improve patient outcomes. 

Outcomes Management Model Phase Four 

Data Collection and Analysis Plan  

Data was collected in the University’s Qualtrics software and was stored securely there 

until extraction. Data was then analyzed using IBM SPSS (version 29). For both the dementia 

knowledge screening and the self-efficacy scale, descriptive statistics were examined so that only 

valid cases were included. Thirty-four participants started the process, with 32 completing the 

demographic questionnaire, and 31 completing the project in its entirety. After examining the 

data and using the statistics testing decision tree provided in Grove and Cipher (2025), it was 
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determined that the non-parametric Wilcoxon signed rank test on summed data would be 

appropriate to assess for change and significance for both the dementia knowledge questions and 

the self-efficacy scale (Appendix M). Each knowledge question on the dementia knowledge 

questionnaire was recorded as “correct=1” and “incorrect=0.” Then, the sum of the correct 

responses was used to run the Wilcoxon signed rank test. For the self-efficacy scores, the non-

parametric Wilcoxon signed rank test was performed to compare the scores on the tests to assess 

the data pairs (pre- and post-test scores) to evaluate for significance. Testing for violations of 

assumptions in parametric testing was not completed. The data analysis plan was discussed with 

the committee chair and was confirmed as appropriate by talking to a biostatistician at the 

University.  

Outcomes of Project 

Demographics 

Thirty-four participants began completing the demographic portion of the survey, but 

only 31 completed it in its entirety. Two participants were ineligible to continue and were 

dismissed from continuing: one was interested in becoming an APRN and one was an APRN 

student, and therefore could not finish the survey. Demographic data was collected from the 

remaining 32 participants (Table 4). 

Table 4. 

Demographic Characteristics of Sample 

Demographic Data (n = 32) 

Characteristic Response Frequency Percent 

 APRN, currently 

practicing 

27 84.45% 

APRN, not currently 

practicing 

5 15.6% 

APRN certifications held CNS 0 0% 
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Adult-Gerontology 

Acute Care Nurse 

Practitioner 

3 9.4% 

Adult-Gerontology 

Primary Care Nurse 

Practitioner 

7 21.9% 

Pediatrics Acute Care 

Nurse Practitioner 

1 3.1% 

Pediatrics Primary 

Care Nurse 

Practitioner 

0 0% 

Family Nurse 

Practitioner 

21 65.6% 

Neonatal Nurse 

Practitioner 

0 0% 

Certified Nurse 

Midwife 

0 0% 

Women’s Health 

Nurse Practitioner 

0 0% 

Psychiatric Mental 

Health Nurse 

Practitioner 

0 0% 

Certified Registered 

Nurse Anesthetist 

0 0% 

Multiple 

specialties/Other/Not 

listed here 

0 0% 

Years as an APRN   0-4 14 43.8% 

5-10 11 34.4% 

11-15 3 9.4% 

16-20 2 6.3% 

More than 21 years 2 6.3% 

Ever identified early dementia symptoms  No 10 31.3% 

Yes 22 68.8% 

Refer patient with early dementia symptoms to 

specialty provider  

No 9 40.9% 

Yes 13 59.1% 

Age of APRN 20-29 6 18.8% 

30-39 12 37.5% 

40-49 6 18.8% 

50-59 5 15.6% 

60-69 2 6.3% 

Over 70 years old 1 3.1% 
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Gender of APRN 

 

Female 23 71.9% 

Male 4 12.5% 

Non-Binary 2 6.3% 

Prefer not to say 3 9.4% 

Spanish, Hispanic, or Latino No 27 84.4% 

Yes 5 15.6 

Ethnicity of APRN  Asian or Pacific 

Islander 

0 0% 

Black or African 

American 

1 3.1% 

Native American or 

Alaskan Native 

0 0% 

Native Hawaiian or 

Pacific Islander 

1 3.1% 

White or Caucasian 25 78.1% 

Multiracial or 

Biracial 

0 0% 

Not listed/Other  4 12.5% 

Prefer not to say  2 6.3% 
 

Results and Findings 

Thirty-one participants completed the pre-intervention and post-intervention questions for 

both dementia knowledge and self-efficacy in their entirety. This sample size was deemed 

adequate for the type of statistical analysis used. The dementia question responses were 

evaluated for correctness before and after the module. Self-efficacy for managing dementia care 

was evaluated to see if participants had a higher level of perceived self-efficacy to appropriately 

manage care for patients with early dementia symptoms.  

Outcome target: Dementia knowledge 

The first outcome target was to improve dementia knowledge among APRNs. The 

Wilcoxon signed rank test of summed pre- and post-dementia knowledge questions demonstrated 

a significant difference, with a value of .025 (Table 5; Figure 10).  



Doctor of Nursing Practice Project 42 

Table 5.  

Dementia Knowledge Results Table – Wilcoxon Signed Rank Test  

 

 
 

Figure 10. 

Dementia Knowledge Results Graph – Wilcoxon Signed Rank Test 

 

The overall knowledge about early dementia improved after the educational module.  

Outcome target: Self-efficacy 

The second outcome, self-efficacy, was measured before and after the educational 

module using the New General Self-Efficacy Scale by Chen and associates (2001). The 

Wilcoxon signed rank test of the pre- and post-scales demonstrated a significant difference in 

perceived self-efficacy for managing patients with early dementia symptoms after the module, 

with significance value of .029 (Table 6; Figure 11). 
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Table 6. 

Self-Efficacy Results Table – Wilcoxon Signed Rank Test 

 

 
 

Figure 11. 

Self-Efficacy Results Graph – Wilcoxon Signed Rank Test 

 

Based on the results, it is arguable that the educational module helped to achieve the 

target outcome of improving provider self-efficacy.  

Significance 

Results from the data analysis demonstrated that both basic early dementia knowledge 

and self-efficacy for managing patient care needs had a significant change after the module. The 

PICOT question posed was “For APRNs (P), does completing a one-hour educational module on 

early symptoms of dementia (I) compared to no formal educational or guideline for practice (C) 
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increase provider knowledge and self-efficacy for specialty referral rates of adults experiencing 

symptoms (O) throughout the module (T)?” Although the sample size was limited, based on the 

project data results it can be argued that the module did help to increase both APRN knowledge 

and self-efficacy for specialty referral rates of adults experiencing symptoms. 

Discussion 

Current evidence has demonstrated a need to better educate healthcare providers about 

early dementia, its symptoms, and its care. Further, there was no literature specifically on how 

APRNs can influence care for patients with early dementia symptoms. Based on this need, this 

project aimed to fill a gap in education for providers. This evidence-based project provided a 

quick educational module for APRNs to help them feel more confident in caring for patients with 

these symptoms, including referring the patient to a specialty provider to ensure appropriate care 

is given.  

This project has the potential to influence healthcare in an economic manner. Referring 

patients to appropriate specialty providers ensures that the patient is not using healthcare 

resources unnecessarily, and that only the appropriate tests are being ordered for the patient. This 

helps to ensure dollars are not being spent egregiously, saving the patient, the insurance 

company, and the healthcare system money. Appropriate and accurate testing leads to a better 

treatment plan and health outcome for the patient, which means dollars are not spent on 

unnecessary measures. Finding accurate information resources to help manage care for patients 

with early dementia symptoms is also easily accessible online at no cost. 

 This project contributed to evidence-based practice by demonstrating the effectiveness of 

an online module to educate APRNs. This format of education is affordable and accessible, 

making it an effective means of disseminating accurate information to those who need it. By 
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providing APRNs with a quick educational module on early dementia symptoms, patient care 

can be improved by ensuring they receive the care they need. The data demonstrated that 

providers were more knowledgeable regarding basic information on early dementia symptoms, 

and that they felt more comfortable and had improved self-efficacy to their patient’s ensure care 

needs were met. 

Future Recommendations and Conclusions 

Recommendations 

Recommendations based on this project include early and complete evaluation for those 

who have early dementia symptoms by a specialty provider. A simple, evidence-based 

educational module has the potential to enhance APRN learning, thus improving patient 

management. This evidence-based QI project can impact APRN practice. Being aware of early 

symptoms of dementia can help minimize delays in diagnosis or misdiagnosis of the condition. 

Differential diagnoses are broad with symptoms that mimic other conditions (Couzner et al., 

2022; Elhusein et al., 2018). Educating APRNs promotes their self-efficacy to manage care for 

patients experiencing symptoms of the condition appropriately. 

Opportunities for Improvement 

The limitations for this project include the limited sample size and the number of 

incomplete surveys that were recorded. Convenience sampling was utilized to obtain participants 

for this project. More recruiting measures, including email blasts, paper flyers, and the use of 

other social media platforms and conferences could be utilized to have a larger number of 

participants. This leads to the potential of a Type II error, although this is minimized by having 

significance in both dementia knowledge and self-efficacy improvement. To encourage 

participants to complete the survey in its entirety, incentives could be utilized in the forms of gift 



Doctor of Nursing Practice Project 46 

cards, or raffles for prizes. (This would mean that the format would change, and emails would 

need to be collected to ensure incentives reach the user upon completing the project.) Internet 

connectivity issues served as a limitation; the video portion of the survey was delayed or did not 

load for all participants, potentially influencing the low sample size. In the sample there were 

five APRNs who were not currently practicing, which could have affected the data in terms of 

dementia referrals in their current practice.  

The strengths of this project include its affordability, its ease of use, and its accessibility. 

The information was evidence-based and readily available for APRNs to use at no cost. The 

information in the module was presented in a way in which it was easily available to APRNs. 

The information for the project as well as the project itself was web-based, free to use and 

accessible on any electronic device the user had available. Although the sample size was limited, 

there was enough data to be adequate for the type of statistical testing performed to determine 

significant improvement in both outcome targets. 

Next Steps and Conclusions 

Next steps for this project are to include other medical professionals beyond APRNs, 

namely physician assistants and physicians. This would help to increase sample size and to 

spread the survey to a larger population, making the data more reliable and valid. To further 

spread the survey and module, different measures can be used, including email and social media 

blasts across different groups, paper flyers, and targeting healthcare systems. Further, making the 

project design more interactive would potentially help to increase its spread and sample size.  

Plans for this project include dissemination of findings. The abstract of this project was 

submitted to present at the annual Michigan Council of Nurse Practitioners (MICNP) conference 

in October of 2024. The project was also submitted to the Institute of Professional Nursing for 
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and educational award. The survey links were left active so that data collection could continue 

after the project deadline so more information could be gathered. The new data will be combined 

and reanalyzed with the data used for this project. Once this is complete, the project will be 

submitted for publication.  

With the increasing number of APRNs joining the workforce yearly, APRNs need to be 

able to recognize and manage early-stage dementia to optimize their patients’ health. APRNs are 

equipped to treat their patients holistically and have been proven to be a valuable resource in 

healthcare. Eliminating probable causes for symptoms is important, but care should not be 

delayed while waiting for other potential diagnoses. Early recognition and management of 

dementia optimizes patient outcomes.  
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Appendix A.  

Synthesis Evaluation Table and Comparison of Literature on Level 

 

Citation Conceptual 

Framework 

Design/ 

Method 

Sample/Setting Major Variables 

Studied and 

Their Definitions 

Outcome 

Measurement 

Data 

Analysis 

Findings Level of Evidence Quality of Evidence: 

Critical Worth to Practice 

Author 

Year 

Title 

County 

Funding 

The

oretical basis for 

study 

 
Number 

Characteristics 

Exclusion criteria 

Attrition 

Independent variables 

IV1 =  

IV2 = 

Dependent variables 

What scales used - 

reliability info 

(alphas) 

What stats used Statistical findings 

or qualitative 

findings 

Level =  Strengths  

Limitations 

Risk or harm if implemented 

Feasibility of use in your practice  

Couzner et 

al. (2022); 

United 

States 

-None listed 

-Aim of study 

was to determine 

the information 

that healthcare 

providers need to 

provide 

appropriate care 

for YOD patients   

 

-An 

international 

Delphi study 

-Online survey 

platform with a 

panel of 

experts on 

YOD 

-The panel of experts (n 

= 19) were mostly 

current or retired 

clinicians (57%, n = 16) 

-Their roles included 

neurologist, psychiatrist 

and neuropsychiatrist, 

psychologist, 

neuropsychologist and 

geropsychologist, 

physician, social worker, 

and nurse practitioner 

-The remaining 

respondents had 

backgrounds in 

academia, advocacy, or 

other areas such as law, 

administration, 

homecare or were 

unemployed 

-Variables include 

characteristics of 

disease; causes and 

prevention; 

symptoms; diagnosis; 

treatments; and care 

management  

 

-Very high 

consensus was a 

median score of 5, 

an IQR of 0 

and≥80% scoring a 

4 or 5 

-High consensus 

was defined as a 

median score of 5, 

an IQR ≤1 and ≥ 

80% scoring a 4 or 

5 

-Moderate 

consensus was a 

median score of 4–

5, an IQR ≤2 and ≥ 

60% scoring a 4 or 

5 

-No consensus (low 

agreement) was 

defined as a median 

score of 4–5 and 

either IQR ≤2 or ≥ 

60% scoring a 4 or 

5 

-Experts in this study 

reached high to very 

high consensus on 42 

statements (out of 58) 

that they considered 

to be important for 

health professionals 

to know when 

providing care and 

services to people 

with YOD and their 

families  

-The panel reached 

a high to very high 

consensus on 42 

(72%) statements 

that they considered 

to be important for 

health professionals 

to know when 

providing care and 

services to people 

with YOD and their 

support persons 

-There was 

agreement across all 

thematic categories, 

indicating the 

importance of broad 

professional 

knowledge related 

to YOD 

identification, 

diagnosis, 

treatment, and 

ongoing care 

 

-Level 3 -People with young onset dementia (YOD) have 

unique needs and experiences, requiring care and 

support that is timely, appropriate, and accessible 

-This means health professionals must have 

sufficient knowledge about YOD 

-This study will be useful in discussing the 

information that is essential for health 

professionals to know about YOD 

-Limitations include small sample size  
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-Statements with 

median scores 

between 2 and 4 

were deemed to 

demonstrate no 

consensus 

 

 

 

Dixit et al. 

(2021); 

United 

States  

-Quality of life 

(QoL) concept 

-This study aims 

to compare QoL 

self- and proxy-

reports in YOD 

patients and their 

caregivers using 

different 

assessment 

questionnaires 

-Primary 

measures 

included 

generic QoL 

(World Health 

Organization 

Quality of 

Life–short 

version 

[WHOQOL-

BREF]), 

dementia-

specific QoL 

(Quality of 

Life in 

Alzheimer’s 

Disease Scale 

[QoL-AD]), 

health-related 

QoL (EQ5D), 

and a single-

item QoL 

measure 

-Secondary 

measures 

included 

caregiver 

burden (Zarit 

Burden Index), 

mental health 

(Hospital 

Anxiety and 

Depression 

Scale), and 

dementia 

severity 

(Clinical 

Dementia 

Rating) 

-52 participants (26 

YOD patient-caregiver 

dyads) 

-Data were collected by 

a research nurse visiting 

patients and caregivers 

in their own homes 

-Responses were 

recorded on paper copies 

of scales and then 

transferred into an 

electronic platform for 

management and storage 

 

-Depression, met and 

unmet needs, and 

impaired patient 

awareness were 

assessed on the 

various scales, all of 

which can have a 

negative influence on 

QoL for the patient 

and their caregiver  

-Other variables were 

dependent on which 

questionnaire was 

being used and 

analyzed (such 

mental health 

(HADS) and severity 

of disease (CDR))  

-QoL 

-AD, Quality of 

Life in Alzheimer’s 

Disease Scale  

(patient self-report 

or caregiver proxy 

report about patient) 

-WHOQOL-BREF, 

World Health 

Organization 

Quality of Life–

short version 

(patient self-report, 

caregiver self-

report) 

-Single-item QoL 

(patient self-report, 

caregiver self-

report) 

-EQ-5D, health-

related quality of 

life (patient self-

report, caregiver 

self-report) 

-HADS, Hospital 

Anxiety and 

Depression Scale 

(caregiver self-

report) 

-Zarit Burden 

Interview (caregiver 

self-report) 

 

-Patient QoL self-

reports were higher 

than caregiver proxy 

reports on the QoL-

AD (P 1⁄4 .001) 

-Patient QoL self- 

reports for the 

WHOQOL-BREF (P 

< .01) and single-item 

QoL (P < .05) 

measure were 

significantly higher 

than caregiver self- 

reports 

-Dementia severity 

had no relationship 

with QoL self-

reports, caregiver 

burden, anxiety, and 

depression were 

negatively correlated 

with QoL when 

measured using a 

generic and single-

item measure, but not 

with the health-

related measure 

 

-Patients tend to 

self-report their 

QoL as higher than 

caregiver 

perceptions of 

patient-QoL, and 

caregiver self-

reported QoL in 

most areas apart 

from those 

measuring physical 

health status 

 

 

-Level 2 -In providing care and support for patients and 

caregivers, factors such as burden, depression, 

and anxiety should be targets for intervention 

-This study will guide what quality of life means 

for patients with YOD and what can be done to 

help maintain or improve QOL in this population  

-Limited participants is the main limitation in 

this study  
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Hendriks et al. 

(2021); United 

States  

-None listed 

-The primary 

goal of the 

authors was 

to assess the 

global 

prevalence of 

YOD using 

all current 

available data 

on the disease 

-Systematic 

review and meta-

analysis 

-PubMed, Embase, 

CINAHL, and PsychInfo 

databases were searched 

for population-based 

studies  

-A search was completed 

for studies containing 

data on the prevalence of 

dementia in individuals 

65> years old, published 

between 1/1/90-3/31/20 

-Age range of the 

patients (ages <30-64, 

30-64, 40-64, 50-64, 

60-64) 

-Sample sizes (0-499, 

500-999, 1000-1999, 

2000-4999, 5000<) 

-Study methodology 

(cohort, register-

based) 

-Diagnostic criteria 

(ICD, Other) and type 

of dementia 

((Alzheimer disease 

(AD), vascular 

dementia (VaD), and 

frontotemporal 

dementia (FTD)) 

-Socioeconomic class 

-Gender  

-These variables are 

all considered 

independent variables 

when run in the data 

analysis  

-Age-standardized 

prevalence estimates 

for 5-year age bands 

per 100,000 people 

concluded that there 

is an age-

standardized 

prevalence of 119.0 

per 100,000 people 

ages 30-64 

 

-Meta-regression 

showed that age 

range (P < .001), 

sample size (P < 

.001), and study 

methodology (P = 

.02) significantly 

influenced 

heterogeneity 

between studies 

-Subgroup analyses 

showed prevalence 

between men and 

women to be similar 

(estimates for men, 

216.5 per 100 000 

population, and for 

women, 293.1 per 

100 000 population)  

 

-95 studies were 

included; age-

standardized 

prevalence 

estimates 

increased with age  

-Overall global 

age-standardized 

prevalence of 

119.0 per 100,000 

people ages 30-64, 

corresponding to 

3.9 million people 

aged 30-64 years 

living with YOD 

globally 

-Level 1 -There is a lack of data and reliable estimates 

of the prevalence of YOD 

-Such data are needed to help ensure 

appropriate care is given to these patients  

-This research provides an estimate of the 

prevalence of YOD globally, and demonstrates 

the need for more research to be done to ensure 

adequate care can be given for these patients  

 

Spreadbury & 

Kipps (2018); 

United 

Kingdom  

-N/A 

-In 

comparison 

with late-

onset 

dementia, 

those who 

provide care 

to younger 

patients are 

likely to 

encounter a 

broader 

prevalence of 

dementia 

subtypes 

including a 

higher 

incidence of 

frontotempor

al dementias, 

alongside 

Alzheimer’s 

disease and 

vascular 

dementia; and 

interact with 

a more 

heterogeneou

s clinical 

-The objective of 

this study was to 

use a qualitative 

approach with 

healthcare 

professionals 

with expertise in 

young-onset 

dementia to 

explore their 

perspectives on 

young-onset 

dementia care 

 

-This study was 

conducted and is 

reported in accordance 

with COREQ guidelines 

-A purposive-sampling 

approach was used. The 

participants were six 

healthcare professionals 

with clinical expertise in 

young-onset dementia 

-N/A 

-Eight overall themes 

were produced, two 

themes for each area 

of the dementia 

clinical pathway, 

representing 

important underlying 

issues in young-onset 

dementia care 

-Thematic analysis, 

underpinned by a 

realist approach, was 

applied to interview 

transcripts drawing 

on the guide by  

-Codes were first 

applied to hard copies 

of transcripts by hand 

and then transferred 

to electronic copies 

using NVIVO version 

10, refining codes in 

the process 

-Thematic analysis 

was applied to 

interview transcripts 

to identify themes 

representing 

important underlying 

issues in care across 

the dementia clinical 

pathway (i.e., pre-

diagnosis, diagnosis 

and postdiagnosis).  

 

-Healthcare 

professionals need 

to recognize 

symptoms as 

organic and 

degenerative 

(rather than 

simply 

psychological) and 

to refer patients 

early to an 

appropriate 

clinical facility for 

assessment 

-Findings were 

organized into a 

paradigm 

surrounding issues 

along the 

dementia clinical 

pathway, and 

represent holistic 

YOD care to offer 

a structured 

framework for 

future research; 

however, the 

authors state that 

findings should be 

interpreted with 

-Level 3 -The study results discuss the importance of 

what healthcare providers should know about 

YOD.  

-In the pre-diagnostic period, it is important for 

healthcare professionals to accurately recognize 

patient changes as more than psychological. It 

is important to refer to a clinician or clinical 

facility familiar with assessing cognitive, 

behavioral, and functional disorders in younger 

adults.  

-During the post-diagnostic period, there will 

be a care focus shift from service user 

requirements being addressed in clinic to being 

addressed more in the community.  

-Failure to recognize symptoms as indicative of 

dementia will contribute to the delay in service 

users obtaining an accurate diagnosis. The 

literature still lacks clarity as to why healthcare 

professionals continue to fail to recognize or 

misdiagnose symptoms.  

-A combination of factors may mislead a 

physician from suspecting dementia, including 

lack of knowledge or experience with younger 

onset dementia, atypical clinical features or the 

higher probability considering the patient’s 

younger age that changes represent a more 

commonly observed mid-life neuropsychiatric 

disorder 
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phenotype 

characterized 

by changes in 

behavior, 

functioning, 

personality, 

and 

communicati

on  

 

caution as this was 

an exploratory 

study amongst 

healthcare 

professionals  

 

Baptista et al. 

(2016); Brazil   

-No 

theoretical 

model listed  

-Young onset 

dementia 

(YOD) 

develops 

before 65 

years of age 

and has 

specific age-

related 

adverse 

consequences 

for quality of 

life (QoL) 

-Systematic 

review using the 

PRISMA 

methodology.  

-Inclusion criteria for 

articles were as follows:  

cross-sectional or 

longitudinal studies, 

randomized or 

nonrandomized, with or 

without a control group, 

with caregivers and/or 

people with young onset 

Alzheimer’s disease, 

vascular dementia, 

mixed or frontotemporal 

dementia, at all stages of 

severity 

 

-Independent 

variables: Whether 

the patient has YOD 

or LOD  

-Dependent variables: 

Quality of life 

-Quality of life was 

assessed using the 

Quality of Life-

Alzheimer Disease 

scale (QoL-AD 

The RAND-36 

Health Survey  

The World Health 

Organization Quality 

of Life instrument 

-Abbreviated version 

(WHOQOL-Bref) 

Camberwell 

Assessment of Need 

for the Elderly 

(CANE) 

Bradford Well-being 

Profile 

 

-Multivariate linear 

regressions examined 

the relationship 

between awareness 

total score and its 

domains and all 

clinical variables in 

both YOD and LOD 

groups 

-Various statistics 

included 

Kolmogorov–

Smirnov and Levene 

tests, Chi-square, and 

Mann- Whitney U 

test, Kruskal- Wallis 

and ANOVA One 

Way tests were used 

for non- parametric 

and parametric 

comparison between 

YOD and LOD 

groups separated by 

CDR classification 

-People with YOD 

rated their own 

QoL significantly 

higher than their 

caregivers. 

Greater awareness 

of disease among 

people with YOD 

is associated with 

better QoL in 

caregivers. A 

relationship was 

found between 

unmet needs and 

daytime activities, 

lack of 

companionship 

and difficulties 

with memory. 

Issues associated 

with unmet needs 

were prolonged 

time to diagnosis, 

available health 

services and lack 

of caregiver's own 

future perspective. 

-Consideration 

should be given to 

conducting 

investigations with 

more 

homogeneous 

samples and use of 

a clear concept of 

QoL. The present 

study highlights 

the need for future 

research in a wider 

range of countries, 

using instruments 

specifically for 

YOD. It would be 

interesting if 

studies could trace 

-Level 1 -Consideration should be given to conducting 

investigations with more homogeneous 

samples and use of a clear concept of QoL  

-The present study highlights the need for 

future research in a wider range of countries, 

using instruments specifically for YOD 

-It would be interesting if studies could trace 

parallels with late onset dementia groups 
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parallels with late 

onset dementia 

groups. 

 

Cations et al. 

(2021); 

Australia and 

New Zealand  

-No 

framework 

listed 

-Up to 10% 

of cases of 

dementia 

emerge prior 

to 65 years of 

age 

 

-Eight pressing 

priorities for 

research, policy, 

service and 

advocacy which 

have significant 

potential to 

improve 

outcomes for 

people with 

YOD and their 

care partners and 

families   

-Designed to address 

policymakers in 

Australia and New 

Zealand  

-N/A -Recommendations 

were made across 

several domains 

  

-Data was collected 

from a variety of 

sources, including 

two recent Australian 

Royal Commission 

groups- the Quality 

and Safety of Aged 

Care, and Violence, 

Abuse, Neglect and 

Exploitation of 

People with 

Disability  

- People with 

YOD and their 

families face 

complex 

challenges 

associated with 

their position at 

the intersection of 

multiple systems. 

-Level 2 -Policymakers, researchers, clinicians and 

organizations within the aged, health and 

disability sectors must collaborate effectively 

to facilitate access to seamless cross-sector, 

family- centered care. -The eight key actions 

outlined here provide a roadmap to achieving 

this goal 

Hvidsten et al. 

(2019); 

Norway 

-To compare 

quality of life 

(QOL) of 

family carers 

of persons 

with young- 

(YOD) to 

late-onset 

dementia 

(LOD) 

 

-Cross-sectional 

comparison on 

the QOL 

between the 

caregivers of 

those living with 

YOD and LOD 

 

-88 carers of persons 

with YOD  

-100 carers of persons 

with LOD 

-Independent 

variables: Carer of 

person with YOD or 

with LOD 

-Dependent variable: 

Answers on various 

scales/QOL 

-The results were 

presented as mean 

QOL-AD with 95% 

confidence interval 

(CI)within YOD and 

LOD groups for each 

category of 

categorical 

characteristics 

-Eleven 

characteristics of the 

persons with 

dementia (sex, 

symptom duration, 

scores on the CSDD, 

ADL, MMSE, and 

QOL–AD) and the 

carers (sex, age, 

relationship type with 

the persons with 

dementia 

dichotomized into 

“spousal” and “other” 

and scores on the 

GDS and RSS) were 

selected based on 

previous research on 

predictors of QOL, 

features of the study 

population, and 

assessment of 

correlations among 

covariates, where 

highly correlated 

covariates were 

excluded 

 

-The QOL-AD 

scores of YOD-

carers were 

significantly 

poorer compared 

to LOD-carers 

(mean difference 

2.5 (95% CI 0.7; 

4.3), p = 0.006).  

-Poorer QOL of 

carers was 

associated with 

more depressive 

symptoms (mean 

QOL-AD change -

0.5 (-0.6; -

0.3), p < 0.001), 

but with no 

difference 

between the two 

groups.  

-In contrast to 

LOD, QOL of 

carers of people 

with YOD was 

also significantly 

associated with 

symptom duration 

(p = 0.002), 

depressive 

symptoms of the 

-Level 2 -YOD-carers reported significantly poorer 

QOL compared to LOD-carers. QOL was 

significantly associated with depressive 

symptoms in carers of both groups. 
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persons with 

dementia (p = 

0.030), ADL (p = 

0.001), and carer 

burden (p = 0.002) 

Kimura et al. 

(2020);  

Brazil 

-To compare 

the quality of 

life, burden, 

and 

depressive 

symptoms of 

caregivers of 

individuals 

with young-

onset 

dementia 

(YOD) and 

late-onset 

dementia 

(LOD) 

-A cross-

sectional design, 

-The care 

recipients 

completed 

assessments 

about cognition, 

quality of life, 

and awareness of 

disease.  

-Care givers’ 

quality of life, 

resilience, 

depressive and 

anxiety 

symptoms, 

hopelessness, 

and burden of 

care were 

assessed. 

-A convenience sample 

of 110 dyads of 

individuals with 

dementia and their 

caregivers, all living in 

the community, was 

included 

-Independent 

variable: Having 

YOD or being a 

caregiver  

-Dependent variable: 

QOL rating and 

depression symptoms  

-For all analyses, the 

alpha level was set at 

P= .05. 

-There was a 

significant difference 

between individuals 

with LOD and YOD 

in cognition, 

depressive symptoms, 

functionality, and 

neuropsychiatric 

symptoms  

-There was a 

significant difference 

in care- giver’s 

perspective about the 

QoL of individuals 

with dementia  

-The YOD group of 

caregivers rated the 

QoL of their care 

recipients lower. 

-Initially, the 

descriptive analyses 

of all the variables 

were carried out by 

observing the means, 

standard deviation, 

and frequency  

-Significant results 

informed linear 

regression models.  

-Multivariate linear 

regressions were 

performed to 

determine the factors 

related to QoL, 

burden, and 

depressive symptoms 

of caregivers.  

 

-A significant 

difference was 

found in 

caregivers’ burden 

and depressive 

symptoms 

according to the 

age of onset 

-There was no 

difference in 

caregivers’ quality 

of life between 

YOD and LOD 

groups 

-In the LOD 

group, caregivers’ 

burden was 

associated with 

their perspective 

of the quality of 

life of care 

recipient, type of 

kinship, and 

presence of 

emotional 

problems 

-Level 2 -Our findings suggest that the factors that affect 

quality of life, burden, and depressive 

symptoms of caregivers of individuals with 

LOD differ from those that affect the 

caregivers of individuals with YOD. 

Lawler et al. 

(2020);  

Australia  

-No specific 

framework 

-To evaluate 

the dementia 

knowledge of 

allied health 

professionals 

and identify 

their specific 

learning need 

-An online 

survey was 

conducted with 

allied health 

professionals 

enrolled in the 

Understanding 

Dementia 

Massive Open 

Online Course, a 

free course open 

to anyone, 

worldwide. The 

primary outcome 

measure was the 

Dementia 

Knowledge 

Assessment 

 -The survey was 

completed by 1591 

participants 

-The largest number of 

responses was from 

occupational therapists 

(n = 537), 

physiotherapists (n = 

373) and social workers 

(n = 266).  

-Most were female (n = 

1,406).  

-Most participants were 

from Australia (70%), 

with smaller numbers 

from Canada (7%) and 

Great Britain (6%). 

-Independent 

variables: Participant 

demographics 

-Dependent variables: 

Responses to survey 

questions  

-Results were 

reported according to 

profession and as an 

allied health cohort.  

-As different 

professions make 

different 

contributions to 

dementia care, 

statistical 

comparisons between 

professions were not 

conducted.  

-For a subgroup of 

the allied health 

cohort who 

completed the DKAS 

before and after the 

-Only a participant's 

first attempt at the 

UDMOOC was 

included in analysis, 

as previous attempts 

may affect 

knowledge scores.  

-Mean and standard 

deviation were 

calculated for each 

DKAS item, and the 

number and 

percentage of 

responses scoring a 0, 

1 or 2 were tabulated.  

-Mean and standard 

deviation were also 

-The mean 

dementia 

knowledge score 

was 35.0 (SD 8.4), 

with 13% (n = 

207) achieving a 

target score of 

45/50 or above, 

indicating 

comprehensive 

dementia 

knowledge. Key 

knowledge gaps 

were in the areas 

of dementia onset 

and non-

pharmacological 

management of 

-Level 2 -Allied health professionals surveyed had 

significant gaps in dementia knowledge 

-Educators planning dementia curriculum for 

allied health professionals could consider 

addressing areas of knowledge related to the 

identified items, with view to providing a 

foundation for excellence in dementia care 

-The large sample size strengthened the quality 

and results of this survey  
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Scale, assessed 

prior to course 

commencement. 

MOOC, pre- and 

post-test scores were 

compared using a 

paired-samples t-test 

with 95% confidence 

intervals and p-value 

reported 

calculated for the 

total DKAS score.  

-The number and 

percentage of 

participants achieving 

a target score of 

45/50 or above are 

presented 

behavioral and 

psychological 

symptoms of 

dementia. 

Lo (2017); 

Taiwan 

 

 

 

 

-No specific 

framework 

-The AD 

research 

community 

has 

developed the 

idea of mild 

cognitive 

impairment 

(MCI) to find 

predementia 

patients who 

might benefit 

from 

potentially 

therapeutic 

drugs that 

have proven 

ineffective in 

the pas 

 

 

 

 

 

 

 

-Systematic 

review  

 

 

 

 

 

 

 

 

 

-Terms searched 

included mild cognitive 

impairment (MCI), 

dementia, and 

Alzheimer’s Disease 

(AD) 

 

 

-Independent 

variables within the 

discussed research 

include the type of 

memory loss the 

patient has (MCI, 

dementia, AD) 

-Dependent varibales 

include the built 

environment 

(physical and social) 

that can lead to a 

MCI diagnosis  

 

 

-N/A 

 

-N/A 

 

 

-Several validators 

for clinical 

syndromes have 

been proposed: (1) 

identification and 

description by 

“clinical intuition” 

or by cluster 

analysis, (2) 

demonstration of 

boundaries 

between related 

syndromes by 

discriminant 

function analysis, 

(3) follow-up 

studies 

establishing a 

distinctive course 

or outcome, (4) 

therapeutic trials 

establishing a 

distinctive 

treatment 

response, (5) 

evidence of 

familial clusters, 

and (6) association 

with more 

fundamental 

abnormalities - 

histological, 

biochemical, or 

molecular 

 

-Level 2 -MCI is a concept which has been used to 

identify patients with AD early in the disease 

course 

- Dementia of the Alzheimer type represents a 

referent diagnosis for MCI 

-Low cognitive reserve and high vascular 

burden may contribute to dementia through 

different pathways, and understanding their 

roles will have an enormous impact in AD 

prevention 
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Baptista et al. 

(2021); Brazil  

-This study is 

designed to 

investigate 

differences in 

awareness of 

cognitive 

functioning 

and health 

condition, 

functional 

activity 

impairments, 

emotional 

state, and 

social 

functioning 

and 

relationships 

among people 

with young 

onset (YOD) 

and late onset 

dementia 

(LOD); and 

examine 

associations 

between 

awareness 

and its 

domains with 

cognition, 

functionality, 

neuropsychiat

ric 

symptoms, 

social and 

emotional 

functioning, 

and quality of 

life (QoL) in 

both groups. 

-Awareness of 

disease, 

dementia 

severity, 

cognition, 

functionality, 

neuropsychiatric 

symptoms, 

social and 

emotional 

functioning, and 

QoL were 

assessed  

-A group of 136 people 

with dementia and their 

respective caregivers 

(YOD = 50 and LOD = 

86) were consecutively 

selected 

-Only individuals with 

mild and moderate 

dementia according to 

the Clinical Dementia 

Rating (CDR), and with 

scores between 11–26 on 

the Mini-Mental State 

Examination (MMSE) 

were included in the 

study  

 

-Independent 

variables: gender, age 

of disease onset, 

years of disease, mild 

or moderate stage of 

disease, educational 

level  

-Dependent variables 

included the scores 

on the assessments 

used in the study 

(ASPIDD, CDR, 

MMSE, PFAQ, NPI, 

SEQ, QoL-AD) 

 

 

-The Assessment 

Scale of Psychosocial 

Impact of the 

Diagnosis of 

Dementia (ASPIDD)  

-The severity of 

dementia was 

measured with the 

clinical dementia 

rating scale (CDR)  

-Cognitive level was 

measured using the 

MMSE 

-The Pfeffer 

Functional Activities 

Questionnaire 

(PFAQ) is a 

caregiver-reported 

inventory that 

evaluates activities of 

daily living  

-Neuropsychiatric 

Inventory (NPI) to 

assess presence of 

symptoms  

-Quality of Life in 

Alzheimer’s Disease 

scale (QoL-AD) 

 

 

  

-Parametric variables 

were described by 

their mean and 

standard deviations 

(SD), and the non-

parametric variables 

by their median, 

minimum and 

maximum or 

frequency and 

percent- ages for 

categorical variables 

-Chi-square and 

Mann- Whitney U 

tests were used for 

non-parametric and 

Independent T-tests 

for parametric 

comparation between 

YOD and LOD 

groups -Kruskal- 

Wallis and ANOVA 

One Way tests were 

used for non- 

parametric and 

parametric 

comparison between 

YOD and LOD 

groups separated by 

CDR classification-

Multivariate linear 

regressions with the 

step-wise method 

were elaborated using 

the ASPIDD total 

scores and its 

domains as dependent 

variables, in order to 

identify the 

association with the 

independent variables 

(CDR, MEEM, NPI, 

SEQ, QOL, and 

PFEFFER)  

 

-People with YOD 

had more 

neuropsychiatric 

symptoms than 

people with LOD. 

People with YOD 

were more aware 

of disease (total 

score), of their 

cognitive 

functioning and 

health condition 

and of their 

functional activity 

impairments, even 

if this group was 

more severely 

cognitive impaired 

and had a worse 

level of 

functionality than 

LOD group 

-Multivariate 

linear regressions 

showed that 

functionality has a 

wide relationship 

to awareness for 

people with YOD. 

While 

neuropsychiatric 

symptoms and 

QoL has a greater 

relation to 

awareness for 

people with LOD 

-Level 2 -Different clinical variables are associated to 

different domains in YOD and LOD groups, 

reinforcing the heterogeneity of awareness in 

dementia 

-There was a decent sample size which 

contributes to strengthening the study  

O’Malley et al. 

(2020); United 

Kingdom 

-Better 

understandin

g of patient 

experience is 

an important 

driver for 

service 

improvement

s and can act 

as a lever for 

-A modified 

Delphi approach 

was undertaken 

with 18 younger 

people with 

dementia and 18 

supporters of 

people with 

young onset 

dementia. 

-The Delphi expert panel 

consisted of our 

participants who were 

younger people living 

with dementia and 

family supporters of 

younger people living 

with dementia 

 

 

-A recent literature 

review has 

highlighted that 

delays in diagnosis 

can be attributed to 

the initial delays in 

accessing help by the 

younger person and 

the misattribution of 

-There were no 

statistically 

significant 

differences between 

statements expressed 

by the people with 

dementia and their 

supporters 

-There was a ceiling 

effect which 

-The distributions of 

the ratings for all 29 

statements were non-

normal; therefore, a 

non-parametric test 

(Mann–Whitney test) 

was used for the 

analysis. Statistical 

significance was 

-Statistical 

analyses found no 

difference in the 

scoring patterns 

between younger 

people with 

dementia and 

supporters, 

suggesting similar 

shared experiences 

-Level 3 -Understanding the uniquely personal 

experience of young people going through the 

process of diagnosis for dementia is essential to 

provide person-centered, needs-led, and cost- 

effective services 

-Patient’s values and experiences should be 

used to support and guide clinical decision-

making 
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system 

change  

-This study 

aims to 

improve the 

understandin

g of the 

personal 

experience of 

younger 

people 

undergoing 

investigation 

for dementia. 

Questions were 

informed by a 

scoping review 

of the 

literature  

-The Delphi 

method is 

particularly 

useful in 

situations where 

existing 

literature is 

incomplete and 

inconsistent  

 

 

 

 

 

 

 

 

 

 

 

 

symptoms by the 

clinician 

-The review also 

illuminated how 

reactions to the 

diagnosis can range 

from feelings of 

reassurance (in that 

their symptoms are 

now explained) to 

shock and 

destabilization. In 

addition, the review 

emphasized how 

unique the impact of 

receiving a diagnosis 

is to each family 

affected, and how 

vital the role of the 

clinician in 

communicating the 

diagnosis 

 

 

effectively decreased 

the sensitivity of the 

scale  

-Paired analysis of 

the ratings of people 

with dementia and 

their supporter also 

did not show any 

statistically 

significant 

differences in ratings 

for any of the 

statements 

 

tested at the 5% level 

throughout 

 

during the 

diagnostic process 

-Twenty-seven of 

these statements 

were rated as 

essential or very 

important  

-Qualitative studies involving younger people 

with dementia have illuminated how personal 

and individual the diagnostic journey is  

 

Shorey & 

Lopez (2021);  

China 

-Self-efficacy 

is one of the 

most  

ubiquitous  

term  found  

in  social,  

psychological

,   

counselling, 

education, 

clinical and 

health 

literatures 

-Goal is to 

describe and 

evaluate self-

efficacy 

theory and 

the studies  

most  

relevant  to  

the  nursing  

context 

 

-Meta-analysis 

(it is a chapter in 

a book)   

-The authors cited works 

from a variety of authors 

discussing the theory of 

self-efficacy, its various 

definitions, and 

applications, and how it 

can be used in nursing 

and health promotion   

-N/A -N/A -N/A -The concept of 

self-efficacy has 

been described   as   

self-regulation, 

self-care, self-

monitoring, self-

management and 

self-monitoring 

-Self-efficacy was 

defined as the 

individual’s 

perception   of   

one’s   ability   to   

perform   

particular   

behaviors through 

four  processes  

including  

cognitive,  

motivational,  

affective  and  

selection  

processes 

-The applications 

of self-efficacy in  

various nursing 

contexts are most 

beneficial to 

health promotion 

and improvement 

of the quality of 

-Level 1  -The stronger a person’s cognitive perception 

of self-efficacy,  the  higher  they  set  their  

goals and commitment to achieve these goals 

-In terms of patient management, there is 

substantial evidence confirming the 

relationship between self-efficacy and    self-

management behaviors 

-Effective clinical trainings should establish a 

sense of self-efficacy among nursing students, 

which  is  a  key  component  for  acting  

independently  and  competently  in  the  

nursing  profession 
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health care and 

patient safety 
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Appendix B.  

Invitation to Participate in Project 
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Appendix C.  

Informed Consent
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Appendix D.  

Demographic Survey  

 

 

 

 

 

 

 



Doctor of Nursing Practice Project 67 

Appendix E. 

Educational Module  
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Appendix F. 

Dementia and NGSE from Pre- and Post-Educational Intervention Test 
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Appendix G.  

Permission to Post Project to Facebook Group  
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Appendix H.  

Letter for Permission to Use NGSE  
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Appendix I.  

Letter Permitting Use of NGSE  
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Appendix J.  

Letter for Permission to Use Early-Stage Dementia Module 
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Appendix K.  

Permission to Use Early-Stage Dementia Module   

 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



Doctor of Nursing Practice Project 86 

 

Appendix L.  

IRB Approval 
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Appendix M.  

Statistics Decision Tree  

 

(Grove & Cipher, 2025) 
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Appendix N. 

CitiProgram Human Research Subject Research Certificate  

 

  

 

 


