
	

ABSTRACT 

Qualitative Analysis of Health Care Protocols for Patients with Cognitive Impairments 

Kendyl Schreiber 

Director: Matt Bradshaw, Ph.D.  

 

 In 2015, the National Task Group on Intellectual Disabilities and Dementia 
Practices developed a protocol for caring for patients with cognitive impairments.  
However, the literature indicates there are still problems in implementing this protocol 
effectively.  A qualitative analysis interview study was used to gather a wide range of 
perspectives and responses concerning the current problems with health care protocols 
used to care for patients with cognitive impairments.  Both medical professionals and 
family members of patients with cognitive impairments were interviewed.  Problems 
identified included: communication difficulties, the role of the caretaker, medication, and 
the importance of advanced care planning and education.  The problems identified 
highlighted possible areas for future study.
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CHAPTER ONE 

Introduction 
 
 

This thesis explores the issues faced by patients with cognitive impairment in the 

United States health care system.  Qualitative interview data from both family members 

of patients with cognitive impairments, as well as their physicians, will be collected in 

order to evaluate potential problems in the delivery of health care services to this 

vulnerable segment of the population.  Current research will be evaluated along with this 

new information from in-depth interviews. 

Cognitive impairment is a growing problem for our aging population in the 

United States, and the world.  Age, the biggest risk factor for cognitive impairment, is an 

affliction no one can prevent.  Elderly care staff receive training on how to tend to 

patients with cognitive impairments.  However, staff in an acute care setting will come 

into contact with these patients, but may not have extensive training.  In order to better 

care for a growing population of patients, it is important to evaluate how they are 

currently receiving care.  Medical professionals of all types can benefit from learning 

how to better care for a central part of our population.   

In 2015, the National Task Group on Intellectual Disabilities and Dementia 

Practices published guidelines for family members, paid caretakers, and medical 

professionals for the diagnosis, treatment, and care of patients with cognitive 

impairments (Bishop et al., 2015).  Following these guidelines encourages quality care 

for patients.  However, studies have also indicated there is a lack of communication 

between the many caretakers of a person with cognitive impairments.  These gaps hinder 
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quality care.  Furthermore, it is yet to be seen how the precise guidelines will be put into 

practice, among both professionals and patients, in a very imprecise world.  Further 

research needs to be done in order to understand how to prevent patients with cognitive 

impairments from making frequent and costly (both financially and emotionally) trips to 

the emergency room as the disease progresses.  As the disease course of cognitive 

impairment is known, few studies have been done on how to best treat the disease.  

Currently, the medications on the market have shown improvement for specific patients, 

but they are often used for a broad spectrum of patients.  Is this the best way to care for 

them?  Some studies indicate that a change in care may require a change in perspective.  

Palliative care may be best for patients at the end of their lives, but extreme measures are 

often taken instead.  A gap in information exists between the desires of patients and 

families, the suggestions of medical professionals and the protocols implemented.  

The following qualitative interview study will evaluate some current perspectives 

held by both medical professionals and the family members of patients.  As indicated 

above, a main issue is a lack of communication.  This study will attempt to see if the 

caretakers and medical professionals believe there are similar problems within the current 

health care protocols.  Thus, a combined effort towards improving these problems could 

be possible.  In-depth interviews will be used to highlight the problems and potential 

solutions each individual considered important.  Each interviewee highlighted the 

importance of the role of the caretaker.  However, there were discrepancies in the 

problems with communication with medical professionals that family members 

experienced.  Often, medical professionals believed they could navigate these problems.  

Among the data that was collected, problems such as communication, advocacy, and 
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medication were shown to be issues for the people in this population.  The remaining 

chapters in this thesis will address these issues in detail by reviewing the current literature 

on this topic, describing the method and data used in the current study, presenting the 

results, and discussing the implications of the findings for patients with cognitive 

impairments, family members of patients, and health care professionals.     
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CHAPTER TWO 

Background 
 
 

This section will briefly review existing research on cognitive impairment.  This 

is not an exhaustive review of all studies published on this topic; instead, it simply 

highlights the main issues in this area.  These include problems with actually defining 

cognitive impairment, the prevalence of impairment in the United States and around the 

world, diagnostic criteria and warning signs, the biological and environmental causes of 

cognitive impairment, societal impacts and costs, and issues in health care delivery and 

treatment.     

                                                 
What is Cognitive Impairment? 

 
 A healthy brain allows a person to make social connections, produce language, 

walk, and remember doing these activities.  Cognition is our brain’s ability to remember, 

learn, and speak, as well as the processes of intuition and judgment.  Cognitive 

impairment refers to a loss in the ability to perform these tasks and eventually the loss of 

ability to live independently (“Healthy Brain Initiative | Alzheimer’s Disease and Healthy 

Aging | CDC,” 2018).  Cognitive impairment, specifically dementia, is one of the major 

causes of disability and dependency for older people worldwide (“WHO | Dementia,” 

n.d.). 

Mild cognitive impairment is a classification for patients experiencing cognitive 

decline but without the associated decline in daily function (Gerstenecker & Mast, 2014).  

These symptoms can often be mistaken for normal aging processes; however, mild 
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cognitive impairment specifically refers to the decline in cognitive function not explained 

by the normal aging process.  The progression from mild cognitive impairment to 

advanced dementia can be varied depending on the individual.  Mild cognitive 

impairment (MCI) may be the precursor to dementia with about half of those suffering 

from MCI eventually developing dementia (Jokinen et al., 2013; “Facts About 

Dementia,” n.d.).  

 
Prevalence 

 
Globally, more than 50 million people have dementia and more than 10 million 

new dementia cases are diagnosed annually.  Almost 60% of people with dementia live in 

low to middle income countries (“WHO | Dementia,” n.d.).  The prevalence is the 

proportion of a population a particular disease is affecting.  The increased prevalence will 

likely be due to the aging population.  However, cognitive impairment does not 

exclusively affect the aged.  Early onset dementia, or symptoms occurring in those under 

65 years of age, accounts for about 9% of cases (“WHO | Dementia,” n.d.).  By 2050, 

prevalence is expected to increase by 116% in high-income countries and by 264% in 

low-income countries (Gorelick et al., 2017).  In high-income countries, there is evidence 

to indicate that the incidence is decreasing.  As technology advances, dementia is 

occurring later in life and those who do have it are living with it for a shorter period.  

“In 2006, the prevalence of cognitive impairment among Americans 65 and older 

was 8.8% for whites and 23.9% for blacks,” (Zhang, Hayward, & Yu, 2016).  African 

Americans may perform differently on cognitive tests due to cultural or educational 

differences, resulting in overdiagnosis of subtle cognitive impairment.  Detailed 

specificity and sensitivity for these screening tests may improve these results (Potter et 
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al., 2009).  Blacks are more likely to report childhood adversity and have grown up in the 

segregated South, which puts them at risk for cognitive impairment.  One possible 

mechanism is that early life adversity directly affects late life cognition by impacting the 

brain reserve acquired at maturity.  Another possible mechanism is that early life 

circumstances may indirectly influence impairment through educational attainment, 

occupation, and health behaviors (Zhang, Hayward, & Yu, 2016).  Furthermore, net of 

childhood conditions, adulthood SES, particularly educational attainment, is associated 

with cognitive impairment. It is promising that there appears to be multiple windows of 

opportunity to shape an individuals’ trajectory.  

 
Diagnosis and Warning Signs 

 
Early warning signs may indicate mild cognitive impairment.  These warning 

signs include “behavioral challenges, such as: getting lost of misdirected, being confused 

in familiar situations, and exhibiting memory problems; difficulties with gait and balance; 

late onset seizures and changes in personality” (Bishop et al., 2015).  The sooner warning 

signs can be noticed by a family member or caretaker, the sooner that interventions can 

be started, which will increase their effectiveness.  Often, unhealthy life habits like 

smoking or hypertension may also affect the progression of the dementia, which can be 

better managed with quicker diagnosis.  

Some caregivers may not have training on how to report symptoms to health care 

workers.  The National Task Group on Intellectual Disabilities and Dementia Practices 

developed the National Task Group- Early Detection Screen for Dementia (NTG- 

EDSD).  It was created as a standardized way for caregivers to easily use and record 

symptoms to then be presented to the physician at primary care visit (Bishop et al., 2015).  
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Caregivers and support staff need little training to use the screening test and can use the 

NTG-EDSD to track changes over time (Jokinen et al., 2013).  However, due to 

differences in cultural attitudes toward cognitive impairment and caregiving, African 

Americans and whites may have different informant reports of cognitive decline.  Whites 

tend to underrate cognitive ability, whereas blacks tend to overrate cognitive ability. This 

leads to discrepancies in diagnosis (Potter et al., 2009).  Screening can also help patients 

and family members achieve early diagnosis and have the ability to plan for the future.  

In contrast, some argued that the emphasis of the guidelines by this task force on early 

screening does not adequately reflect how many people die with dementia.  In other 

words, it suggests that there is a critical period of intervention and possibility of recovery, 

when at this time there is not.  In addition, it does not contain adequate information about 

end-of-life care.  This approach emphasizes early detection and recovery, which conflicts 

with a more palliative approach (Sampson, Burns, & Richards, 2011).  Confirmed 

diagnosis of dementia is usually not possible until after death, before it is typically only 

“possible” or “probable.”  This diagnosis is one of exclusion, referred to as differential 

diagnosis.  Therefore all other explanations for the cognitive impairment must be 

explored before eventual diagnosis of dementia.  Other explanations could include side 

effects of a medication.  

There are now ways to detect the pathology of Alzheimer’s disease, one type of 

cognitive impairment, by sampling for amyloid in the cerebrospinal fluid before the signs 

and symptoms and loss of cognitive function are present.  Questions remain on how 

decisions on medical care should be made during this “pre-clinical” state (Hughes et al., 
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2017).  Ethical studies as well as further analysis into when memory loss truly begins to 

impact decision making, may help answer some of there questions.  

 
Causes 

 
Cognitive impairment can range from mild to severe and be caused by conditions 

such as Alzheimer’s disease and other dementias, stroke, traumatic brain injury, and 

developmental disabilities.  In some instances, cognitive impairment can also be caused 

by a medical condition such as a medication side effect or depression. (“Healthy Brain 

Initiative | Alzheimer’s Disease and Healthy Aging | CDC,” 2018).  Alzheimer’s disease 

is the most common cause of dementia.  It first affects memory, and later impairs other 

functions.  In neurodegenerative MCI, one would find amyloid ß plaques and 

neurofibrillary tangles in the brain.  The brain would also be reduced in volume and have 

hippocampal atrophy.  As a result, there would be memory impairment.  The impact of 

vascular dementia resulting from a stroke depends on the area affected by the stroke, but 

typically memory and decision-making are impaired.  Vascular damage or 

cerebrovascular disease would lead to cortical or subcortical infarctions and white matter 

hyper-intensities.  This type of MCI causes impairment in non-memory domains and is 

known as Non-Alzheimer’s dementia.  Dementia with Lewy bodies results from 

abnormal deposits of protein in the brain causing a decrease in cognitive ability, 

hallucinations, delusions, and movement problems.  Fronto-temporal problems affect 

personality but not typically memory.  Other less common types of dementia include 

Parkinson’s disease dementia, dementia in HIV/AIDS, Huntington’s disease, traumatic 

brain injury and Wernicke’s-Korsakoff syndrome (dementia from alcohol abuse) 

(Roberts & Knopman, 2013; “Facts About Dementia,” n.d.). 
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Age is the greatest risk factor in developing cognitive impairment (“Healthy Brain 

Initiative | Alzheimer’s Disease and Healthy Aging | CDC,” 2018).  However, dementia 

is not a normal consequence of aging.  Males tend to be more at risk than females.  Other 

risk factors include genetic influences, low number of years of education, cardiovascular 

disease, type 2 diabetes, hypertension, smoking across the life course, social isolation, 

and neuropsychiatric conditions (such as depression and anxiety) (Roberts & Knopman, 

2013; “WHO | Dementia,” n.d.; Prince et al., 2016).  In countries such as those of East 

Asia, an increase in the prevalence of stroke and ischemic heart disease may have a 

negative impact on dementia later in life.  It is in these areas that dementia preventative 

measures can make an impact. 

 
Societal Impacts and Costs 

 
Dementia is one of the most expensive diseases to treat.  In 2015, the total global 

estimated societal cost of dementia was $818 billion (“WHO | Dementia,” n.d.).  “The 

costs of Medicare and Medicaid are respectively 3 and 19 times more expensive for a 

person with dementia compares with an age-matched person without dementia” (Noel, 

Kaluzynski, & Templeton, 2017).  This broad range in cost is likely due to variation in 

housing and care needs of patients with cognitive impairments.  In older individuals, 

dementia is the single largest contributor to disability, and to the need for long term care.  

It also impacts the caregivers, both financially and emotionally (Gorelick et al., 2017).  

Providing for a family member with a cognitive impairment can be both 

physically and emotionally taxing (Dening, Greenish, Jones, Mandal, & Sampson, 2012).  

Specific to the experience of dementia is significant levels of distress experienced by the 

caretaker, particularly “anticipatory” or “pre-death” grief (Sampson, Burns, & Richards, 
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2011).  During the mid-stage of dementia, it is common for caretakers to experience 

feelings of “loss” of the person they knew before (Jokinen et al., 2013).  Caretakers and 

staff may require additional support, especially during this time.  Health care workers 

must consider the needs of both caretaker and patient in order to fully treat the dementia, 

which is often in addition to other chronic conditions.  Overlooking the impact on 

caretakers is often seen as a barrier to dementia patients receiving quality end of life care. 

When the caretaker begins to feel overwhelmed, generally in the mid-stage of the 

disease, they may move their family member to a care center or residential environment.  

If this is due to feelings of stress, it may be a reactive as opposed to a planned decision. 

This can lead to increased disorientation and raised levels of anxiety in the individual 

with a cognitive impairment (Jokinen et al., 2013).  If a caretaker must move their family 

member to a residential environment, it should be planned rather than sudden, and efforts 

should be made to keep their routine and environment familiar.  

 
Current Issues in Healthcare 

 
 

Role of the Caretaker 
 

Responsibility often falls on caregivers (family members or staff) to be health 

advocates for the cognitively impaired patient.  The National Task Group on Intellectual 

Disabilities and Dementia Practices calls this practice “dementia-related health 

advocacy.”  The goals of advocacy, according to the National Task Group, are to first and 

foremost represent the interests of adults being impacted my dementia.  The advocate 

must also attempt to address all health matters, even if dementia is not the cause (Bishop 

et al., 2015).  As the disease progresses, individuals with a cognitive disability are 
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“unable to reliably exchange health care information.”  Therefore, a family member must 

assume this role and oversee their medical needs in addition to any other activities of 

daily living.  Thus, the delivery of patient-centered quality dementia care as the disease 

progresses then becomes a “patient-caregiver dyad.”  This means that both the patient and 

the caregiver must be considered and consulted when providing patient centered care 

(Noel, Kaluzynski, & Templeton, 2017).  The family often has to initiate or push for 

services to be provided for their family member.  Emphasis must also be placed on 

following through with all members of the health care team to ensure continuity of care 

(Bishop et al., 2015). 

Problems arise when the patient does not have a strong advocate in a family 

member or other caretaker.  When mild cognitive impairment or early stage dementia is 

suspected, outreach support could provide assistance and help plan for alternative living 

arrangements as the disease progresses.  In the advanced stages of disease, dementia 

patients cannot advocate for themselves and dementia-related health advocacy by 

caretakers and staff becomes increasingly important.  

 
Advanced Care Planning 
 

Another barrier to achieving quality end of life care is “advanced care planning.”  

There is often a dichotomy between the words of the patient once in cognitive decline 

and the symptoms they are currently expressing or preferences that he or she expressed 

before the decline.  This can place a strain on the advocate.  The National Task Group on 

Intellectual Disabilities and Dementia Practices recommends engaging in a discussion 

with the individual and the family or guardian in the early state of the disease (Jokinen et 

al., 2013).  When a family has knowledge about their family member’s wishes ahead of 
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time, it can improve end of life care.  However, if caretakers lack knowledge about 

advanced care planning, they may be forced to make complex decision without support 

(Dening, Greenish, Jones, Mandal, & Sampson, 2012). 

 
Communication Difficulties 
 

Comorbidity occurring in adults with dementia is increasingly difficult to treat.  

“Comorbidities, such as seizures, cardiovascular and respiratory disease, gait 

disturbances, depression, and incontinence, are also significantly related to both the 

presence and stage of dementia” (Bishop et al., 2015).  As cognitive function declines, so 

do self-reports of pain, discomfort, and debilitation.  It can be difficult for practitioners to 

differentiate physical signs caused by the dementia and separate ailments.  This 

misinformation for patients can be difficult for both the health care provider and the 

family member.  Family members often don’t know what is wrong either, resulting in 

frustration and feelings of futility.  Health care workers typically must run more tests in 

order to discover what is truly wrong with a patient, taking more time and funds.  

Dementia-related health advocacy can be both stressful and challenging.  For 

example, advocates must attempt to make sense of the physical symptoms that the patient 

is experiencing and then convey these symptoms to the health care provider.  Advocates 

may end up feeling conflicted, as the words they hear from the family member are 

different from what they observe.  Being an advocate also requires knowledge of the 

symptoms and early warning signs.  Caretakers must be educated about dementia, often 

before there is any diagnosis.  Early documentation of these changes and symptoms, and 

expressing them to a physician at a regular visit, ensures earlier diagnosis and treatment.  

Unfortunately, many caretakers are unaware of these symptoms or attribute them to 
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normal aging.  The changes are only noticed once the disease has progressed beyond 

Mild Cognitive Impairment (MCI).  Education among the aging population, and 

caretakers of those who have intellectual disabilities who are at particular risk of 

developing dementia should be targeted.  

MemoryCare is an example of pilot program for managing dementia that “fully 

engages persons with dementia and their caregivers in a plan of care while closely 

collaborating with primary care and other health care providers.”  In this study they found 

that there was a statistically significant lower hospitalization rate in the program than in a 

similar cohort of dementia patients.  The study also indicated that the main benefits of the 

program resulted from the direct interaction between MemoryCare providers and care 

managers during and between scheduled appointments and access to dementia education 

information for caretakers (Noel, Kaluzynski, & Templeton, 2017).  MemoryCare serves 

a more rural and racially homogenous population, which limits the study’s 

generalizability.  Further study on a more diverse population is required in order to 

solidify these findings.  

The National Task Group recommends that communication efforts should 

continue even as the disease progresses.  It is believed that an individual with dementia 

understands more than they can express.  Important strategies for both family members 

and staff include physical contact (such as hand holding), talking even if there is no 

response, and always saying “goodbye” when it is time to leave their presence (Jokinen et 

al., 2013). 
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Intellectual Disabilities and Cognitive Impairment 
 

Patients with previous intellectual disabilities may have an additional risk for 

developing cognitive impairments as they age.  It can be especially difficult for patients 

to explain declining cognitive function if the patient has a previous intellectual disability.  

Due to improving medical technologies, people with intellectual disabilities are living 

longer.  It is estimated that there are “over 650,000 adults age 60 and over with 

intellectual and developmental disabilities” (Bishop et al., 2015).  However, this means 

more people in this group are developing Alzheimer’s and other dementias; it is 

estimated that approximately 8% may be affected.  

Caretakers face an additional difficulty.  For example, family members may not 

know about early symptoms, or it may be attributed to a progression of the patient’s 

disability.  Especially in rural areas, family members may have trouble finding a 

specialist who understands geriatric care for people with intellectual disabilities.  The 

National Task Group also suggest for practitioners to be aware of adults with intellectual 

disabilities that could develop dementia (Bishop et al., 2015).  Dementia symptoms may 

be more difficult to detect in patients with an intellectual disability or they may appear 

differently.  “Complications, including verbal inability to report symptoms, blaming the 

cognitive impairment rather than possible disease or physical illness, and identifying pain 

as a ‘behavioral concern’ create challenges for health care practitioners” (Bishop et al., 

2015).  Generally, people with intellectual disabilities experience dementia similarly to 

other persons.  However, some individuals (such as those with Down syndrome) are more 

at risk for dementia, experience earlier age of onset and a more rapid decline (Jokinen et 

al., 2013). 
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Another challenge is poor communication with medical and health service 

personnel during health appointments.  Many people with intellectual disabilities are in 

care homes, and the staff is required to bring patients to their appointments.  However, 

they may not be fully up to date on medical history or important changes that need to be 

conveyed to a physician to detect cognitive decline.  

 
Diagnosis 
 

As stated previously, the progression of dementia is a continuum, as opposed to a 

disease that develops through quantifiable stages.  Furthermore, cognitive impairment 

manifests itself differently in almost every individual.  Health professionals find it 

increasingly difficult to notice these subtle changes in the early stages of their patients.  

Also, it is challenging to create a category of defining symptoms that accurately captures 

each patient’s experience with the disease.  Since diagnosis may be inconsistent based on 

criteria from the International Classification of Diseases (ICD) or the Diagnostic and 

Statistical Manual (DSM), there is a lack of reliability among health care professionals 

(Gerstenecker & Mast, 2014).  This could hinder studies when comparing data across 

large regions, thus some standardization of diagnosis could be helpful. 

It is important that physicians and other health care workers are aware of the 

symptoms and early warning signs of dementia.  If a family practice physician is caring 

for an aging patient, he or she should be aware of their changing behaviors and signals of 

cognitive decline in order to catch the disease early.  Communication and continuity of 

care is key to proper care.  If a multiple caretakers observe a patient, subtle changes in 

their behavior may never be noticed.  At shift change for different health care workers, or 
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among family members who are looking after a patient, thorough descriptions of 

behaviors must be noted.  

An emphasis should also be placed on education for all members of health care on 

how to treat and communicate with cognitively impaired patients.  The National Task 

Group suggests “taking a respectful role in conversations by using simple and direct 

language, understanding changed attention spans, offering additional information to help 

changed attention spans and better managing conversation by purposefully seeking to be 

better understood and avoid disempowering steps” (Jokinen et al., 2013).  

 
Health Care Practices 
 

A good death with dementia is defined as “being free from pain and being 

surrounded by those who are close to the person with dementia” (Lawrence, Samsi, 

Murray, Harari, & Banerjee, 2011).  This may be a simple goal, but it required many 

elements of coordination from the care team and family.  

A qualitative interview study (Dening, Greenish, Jones, Mandal, & Sampson, 

2012) conducted sought to identify the barriers to dementia patients receiving quality end 

of life care.  One barrier included “pathways of care,” which means that patients have 

complex needs and there is a lack of coordination between the agencies providing for 

these needs.  Out-of-hours staff could not always contact the patient’s general practitioner 

or have access to patients’ records, inhibiting the flow of information.  Another identified 

barrier was “impact of hospitalization.”  Toward the end of a dementia patient’s life, 

admission to an acute hospital has a risk of potentially negative impacts.  For example, 

hospital acquired infections, bedsores and worsening of behavioral problems.  Acute 

hospital staff interviewed in this study felt that they did not treat dementia patients 
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differently than other patients, and did not have the resources to manage their needs.  An 

additional barrier was that staff that did not come into contact with dementia patients on a 

day-to-day basis had little experience or training.  For example, an ambulance manager 

articulated that his training was not sufficient to properly care for a dementia patient 

(Dening, Greenish, Jones, Mandal, & Sampson, 2012).  The National Task Group 

recommends that training (for all caretakers) should be centered on comfort, dignity, 

relief of pain and discomfort, and understanding the value and consequences of decision 

making around artificial nutrition and hydration (Jokinen et al., 2013). 

 
Medication 
 

Elderly patients are often over prescribed medications, this is referred to as 

polypharmacy.  These drugs can combine producing side reactions whose side effects 

mimic the symptoms of dementia (Bishop et al., 2015).  Physicians often attribute 

symptoms such as emotional blunting, confusion and disorientation to dementia as 

opposed the reaction from the drugs.  There are several medications for Alzheimer’s on 

the market, but many are only effective in certain individuals and there is evidence they 

have a diminishing effect over time (Jokinen et al., 2013).  Often family members suggest 

and campaign for a medication that is not helpful for the patient.  A physician may feel 

pressured to “treat” a dementia patient due to a request from a family member, as 

opposed to transitioning to palliative care.  This balance of interests will impact the 

treatment a patient with dementia will receive and their health care experience.  

A change in care may require a change in perspective.  Patients with advanced 

dementia are likely to develop infections, eating problems, and increasing distressing 

symptoms as death approaches; in other words, they appear to be dying of a terminal 
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illness.  However, people in advanced stages may receive poor end of life care because 

they are not perceived to have a terminal illness (Sampson, Burns, & Richards, 2011).  

Most of the patients with advanced dementia in one study received aggressive treatments, 

in opposition to the palliative mode of care.  Patients with a healthcare proxy (someone 

appointed to make their healthcare decisions) who have an understanding of the 

prognosis and clinical course are less likely to receive aggressive care near the end of life 

(Mitchell et al., 2009). 

 
Acute Care Practices 
 

One study conducted found that dementia patients presenting with 

neuropsychiatric symptoms in emergency settings were managed significantly differently 

than dementia patients without neuropsychiatric symptoms.  Neuropsychiatric symptoms 

will develop in almost all dementia patients at some point in the disease and include: 

agitation, psychosis, disinhibition, aggression, depression, anxiety, apathy, sleep 

disturbances, and motor disturbances.  Patients presenting with these symptoms were 

more likely to be administered psychotropic medications (such as antipsychotics and 

benzodiazepines) and more likely to be transferred to the psychiatric Emergency 

Department.  Both of these interventions have increased risks for this patient population, 

such further cognitive and functional decline and increased distress.  Patients were also 

more likely to have diagnostic testing performed (Silwanowicz et al., 2017). 

A goal in the care of chronic illness, including dementia, is a shift in perspective 

of health care delivery from an acute reactive system to a system that is proactive, 

planned and population based.  This can be achieved by “providing more education for 

physicians, educating and supporting patients and making care delivery more team 
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based” (Noel, Kaluzynski, & Templeton, 2017).  Through preparation, planning, support 

to both families and other direct caretakers and integration of services, dementia care can 

shift from a reactive to a proactive response (Jokinen et al., 2013).  Specifically, 

managing neuropsychiatric symptoms, which occur in the course of most dementia 

patients’ disease process.  Developing ways to manage these symptoms in an outpatient 

setting would potentially lead to less presentation to the Emergency Department 

(Silwanowicz et al., 2017). 

 
Conclusion 
 

 Research indicates that there are several problems with the current protocols for 

treatment of patients suffering from cognitive impairments.  As reviewed above, these 

include: defining cognitive impairment, documenting the prevalence, diagnosis and 

warning signs, causes, societal impacts and costs, and current issues in healthcare.  The 

comprehensive interviews conducted here evaluate the problems that caretakers (i.e., 

family members of individuals with cognitive impairments) and medical professionals 

have experienced in providing care to this vulnerable segment of the population, and the 

solutions that they suggest.  The goal is to evaluate the issues proposed by the subjects 

and compare them to the current literature.  Often the issues the subjects experienced are 

similar to those experienced by people in the literature.  However, several novel ideas 

were proposed that might help patients, family members, health care providers, and 

researchers working on cognitive impairment.  
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CHAPTER THREE 

Data and Methods 
 
 

What is Grounded Theory? 

 To examine the issues surrounding health care among cognitively impaired 

individuals, this thesis takes a grounded theory approach.  This perspective was 

developed by Glaser and Strauss in an attempt to provide a research methodology to 

address the problem of “uninformed” empirical research (Goulding, 1998).  In a circular 

manner that works in concert with quantitative, deductive approaches, the grounded 

theory approach is designed to collect ground-level data on specific problem in a way that 

suggests hypotheses that can be subsequently tested with quantitative data.  The results of 

follow-up empirical studies then provide additional findings and support (or a lack of 

support) for the ideas derived from the grounded theory approach.  Grounded theory also 

serves to guard against stagnation by generating novel theories and ensuring that 

theoretical field research is grounded in sound scientific data by using observations as a 

source of data (Howard-Payne, 2016). 

 In quantitative empirical studies, literature reviews and theoretical development 

provide the foundation for the study and the hypotheses to be tested.  In contrast, in 

qualitative analysis based on a grounded theory approach, reviewing the literature may be 

seen as filling the mind of the researcher with preconceived notions (Ramalho, Adams, 

Huggard, & Hoare, 2015; Glaser & Strauss, 1967).  Therefore, literature reviews are not 

typically conducted before the data is collected.  It is not viewed as background, but as 
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additional data to be analyzed (Glaser and Strauss later differed on the potential negative 

effect of literature review).  

 Another key aspect of grounded theory is “generality of scope.”  In a quantitative 

empirical research study, the researcher must maintain a rigid procedure of data 

collection, operationalization, and variable construction in order to preserve 

standardization and control.  With a grounded theory study, the researcher is able to adapt 

to changing conditions and continually adjust and reformulate the theory with the data he 

or she acquires (Glaser & Strauss, 1965).  An example of this is changing questions in 

successive interviews in order to better generate the desired discussion.  

 In a grounded theory approach, data collection should continue until “saturation” 

is reached.  The amount of interviews depends on the population.  Saturation means that 

similar themes are seen in each successive interview.  After the qualitative data is 

collected, the information is coded by looking for individual units of information.  This 

information is then grouped together into collections of similar information.  From these 

groups, themes can be identified.  

 
Interview Method 

 
 The data collected here, which was exempt by the Institutional Review Board 

(IRB) at Baylor University, consists of 20-30 minute semi-structured interviews with 

medical professionals and family members of individuals with cognitive impairments.  

Questions were provided to stimulate conversation; however, participants were 

encouraged to share stories and information as they saw fit.  If participants at any time 

felt emotional or uncomfortable, they were allowed to stop the interview.  This did not 

happen in the current study, however.  The interviews were recorded and transcribed, 



22	

preserving participant anonymity.  The transcriptions were then coded by hand, as each 

idea proposed by the subject was identified.  These distinct ideas were collected and 

grouped together.  The themes of ideas for problems within the current health care 

protocols for patients with cognitive impairments were generated from the collections of 

ideas.  The specific questions used during the interview are provided below.  

  

Questions for medical professionals included: 

1. Please describe a typical medical encounter with a patient with cognitive 

impairments. 

2. In what ways does the medical professional have to change how he/she would 

interact with a patient, in order to treat a patient with cognitive impairments? 

3. What are challenges specifically with the health care protocols when treating 

patients with cognitive impairments? 

4. How could we treat patients with cognitive impairments better? 

5. How do family members add to the challenge of treating these patients? 

6. In what ways are the protocols working well? 

7. Is there anything in addition you feel I should know? 

 

Questions for the family members included: 

1. Describe a typical hospital visit with your family member 

2. How did a visit to the Emergency Room differ from a visit to their typical 

provider? 
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3. What were problems you saw in the way the health care system took care of 

your family member? 

4. How could the system (have) treat(ed) your family member better? 

5. In what ways is the system working well? 

6. Is there anything in addition you feel I should know? 

 
Interview Participants 

 
 The participants of this study were residents of the Reno, Nevada area, and were 

either medical practitioners or family members of people with cognitive impairments.  

The medical practitioners serve at multiple memory and adult care homes in Northern 

Nevada, and some have been practicing adult and geriatric psychiatry for 20 years.  They 

also have experience providing education on senior, mental health, and elder-law topics.  

These health care workers have the goal of providing for the needs of the patients.  One 

male physician was interviewed, who specialized in elder psychiatry.  A female nurse 

practitioner was also interviewed.  The third medical practitioner interview consisted of a 

health directors who oversee the health care and treatment given to the patients at a local 

memory care facility and function as a key coordinator between the direct link with the 

patients (their daily caretakers) and their family members.  Two family members of 

patients with cognitive impairments were also interviewed.  One family member was the 

daughter of a man who currently resided in a memory care home. Another family 

member was the wife of a man who had passed away as a result of his cognitive 

impairments.  The goal of this study is to illuminate issues experienced by both 

practitioners and families of individuals with cognitive impairments.   
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CHAPTER FOUR 

Results 
 
 

The analysis of qualitative, in-depth interviews of health care workers and family 

members of individuals with cognitive impairments provided here sheds light on several 

issues in the delivery of health care services to this vulnerable segment of the population.  

These include: communication difficulties, the need for advanced care planning, 

education, the role of the caretaker, and medication.  Each of these is discussed in detail 

below.  

 
Communication Difficulties 

 
The physicians and nurse practitioners interviewed noted that the difference 

between caring for a patient with cognitive impairments and a typical aged person is the 

way in which one communicates with them.  One physician suggested using many 

different senses during a physical exam and when reading data from the chart (which 

must be approached with caution) in order to provide an accurate diagnosis.  He said: 

“The patients may not be able to specifically tell you what is wrong with them, but they 

can respond and eventually lead you to the answer.”  A nurse practitioner also mentioned 

the importance of family members in communicating for the patient.  The literature notes 

this inherent problem with the disease as well.  The family members who were 

interviewed noted that when the cognitively impaired patient would interact with a 

physician, it would be difficult to detect they had any impairment.  Both individuals 

developed a manner of speaking that hid what they could not answer.  However, for 
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physicians, it made it difficult for them to make a correct diagnosis.  For example, one 

family member recalled a time where her father had pain in his foot, but described to the 

physician an incident that occurred with his arm (that had not actually occurred).  She 

also stressed the strain this process put on her because she often did not know how her 

father was feeling either.  Thus, when the physician’s required her to speak about the pain 

or discomfort her father was experiencing she felt as if she was doing so incorrectly.  

Communication between daily staff, medical personnel, and family members is 

critical in quality end of life care (Dening, Greenish, Jones, Mandal, & Sampson, 2012).   

Another family member described one instance in which her husband had a severe gait 

disturbance resulting in an inability to walk.  After taking her husband to the emergency 

room, the noted: “I was shocked the doctors decided not to admit him into the hospital.”  

Emergency room physicians are often focused on treating what they can quickly in order 

to move patients quickly through their department.  The physician treating her husband 

ascertained that he was in the final stages of his disease, and knew admission to the 

hospital would not be helpful, but he did not communicate this to her.  In another 

instance, her husband was briefly admitted to a care facility to regulate his medications.  

While there, he was placed in his room after he became fearful and broke things.  

However, due to changes in shift, he was still there when she arrived to visit him hours 

later.  Lack of communication among staff can increase anxiety and behavioral outbursts 

in patients.  It is important to maintain consistency in environment and care in order to 

best care for people with cognitive impairments.  
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Advanced Care Planning 

In order to ease this burden, one nurse practitioner suggested having a discussion 

early about their wants, wishes, and preferences before the disease progresses.  The 

National Task Group on Intellectual Disabilities and Dementia Practices also 

recommends engaging in a discussion with the individual and the family or guardian in 

the early state of the disease (Jokinen et al., 2013).  One family member mentioned 

transferring power of attorney from her father early in the progression of the disease, 

“which has eased the transition.”  Her and her mother were better able to care for her 

father, as they already knew the answer to important questions once they discovered he 

could no longer answer them.  Completing this process early eased some of the burden as 

opposed to scrambling to transfer power of attorney immediately in the middle of a crisis.  

Another family member was astonished at the care her husband received at the inpatient 

facility: “I can’t imagine how he [her husband] would have been treated without us.  

Maybe you have to be emotionally involved to care, but because I was there it made a 

huge difference.”  Unfortunately many patients with cognitive impairments are without 

passionate advocates.  It is in these instances that loving and educated nurses and 

caretakers must step in.  The more support through education they can receive the better 

prepared they will be to succeed.  

A health director described family members as: “an additional challenge because 

often they are scared and don’t know what to do.  They are grieving themselves.  We take 

care of the fractures and infections of family members, but we are often missing the 

emotional part.”  Physicians should be aware of the pre-death or anticipatory grief 
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experienced by family members, and also take care of this “emotional part” in order to 

care for the whole patient (Sampson, Burns, & Richards, 2011). 

 
Education 

 
A health service director also emphasized the importance of education for all 

medical personnel who might possibly be in contact with an aging population.  “Just like 

I don’t know about heart surgery, they don’t know about caring for these people.”  

However, they need to.  In her experience, physicians at a typical hospital treat patients 

with cognitive impairments like children, and think what the system needs is compassion.  

She suggests “not forcing them to alter their reality or bring them up to speed, but 

meeting them where they are.”  For example, it is not important to correct a patient who 

does not know who is currently the President of the United States.  She tries to educate 

physicians and other health care workers about dementia and the nuances for treating 

patients with this disease.  One family member also mentioned how education would 

benefit acute care physicians.  “It is getting better, but doctors don’t treat him differently 

than any other patient.  They try talking directly to him and finally will ask us.”  Finding 

a way to blend the two approaches, of keeping the patient involved but using the family 

members in order diagnose accurately, would produce the best results.  

One physician stated how education for family members is also beneficial.  

“Family members of patients with cognitive impairments are often hoping for a change 

and improvement and will ask for these treatments even when they are not necessary.”  

Reframing our perspective about the disease of dementia to include palliative and end of 

life care, as well as educating patients and family about the progression of the disease 

could help to improve quality of life for patients.  
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Role of the Caretaker 

As noted previously, once a cognitively impaired individual can no longer 

effectively communicate their condition, the physician is treating a “patient-caretaker 

dyad.”  One family member that was interviewed described her experiences with 

physicians in a positive way.  In their interactions, the physician would typically begin by 

asking her husband about the problem.  Later, he would ask her, typically with her 

husband in the room.  This demonstrated the patient-caretaker dyad in which both her and 

her husband were considered in the treatment of his disease (Noel, Kaluzynski, & 

Templeton, 2017). 

This family member also described her experience at an adult day care program 

for people with dementia, where the nurses exemplified the patient-caretaker dyad 

particularly well.  For example, they would suggest that even on her days off, she bring 

her husband to the day care center for a few hours.  She was then able to run a few 

errands or take time for herself, a rare commodity when caring for a loved one.  The 

nurses at this facility also paid attention to this family member’s mental health, which 

resulted in better care and treatment for her husband.  She said: “The nurses were 

wonderful, and paid individual attention to the stories told by the patients.  If this 

program was available for more people it would have a positive impact.”  Emphasis on 

this kind of practice will help to treat an entire individual’s situation.  One physician also 

emphasized this issue: “Often I have to ask the question, ‘Who are we treating?’ 

Sometimes it is the husband, sometimes it is the caretaker, sometimes it is me, that I’ll 

ask, ‘How are you today?’’  The patient may be receiving care, but sometimes the people 
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around the patient also need additional support, which may in turn impact the patient’s 

outcome. 

 
Medication 

 
A physician added that additional medications would often be prescribed to treat 

the side effects of another drug, leading to an endless cycle of medication.  For example, 

medication for Alzheimer’s often causes insomnia.  An additional medication may be 

prescribed to treat the insomnia, etc.  He warns against falling into this cycle.  This 

overuse of medication can also be the cause of cognitive impairment symptoms.  

Polypharmacy (the simultaneous use of many drugs) is a concern.  More education for 

health care workers is required about this cause of cognitive impairment in order to 

decrease misdiagnosis. 

Physicians also suggested that doctors may feel pressure from family members to 

treat patients with drugs that may or not be effective for their cognitive impairment.  

“People have to be cautious. Information is not knowledge.”  He also noticed that family 

members, hoping for change and improvement, will often ask for unnecessary treatments, 

instead of palliative care.  The current protocols of early diagnosis of cognitive 

impairment reflect an idea of intervention and recovery that is, unfortunately, not 

available with current treatment.  Changes in perspective to include palliative and end-of-

life care may help to alleviate the overuse of medication and radical interventions as the 

disease progresses (Noel, Kaluzynski, & Templeton, 2017; Mitchell et al., 2009; 

Sampson, Burns, & Richards, 2011).   
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CHAPTER FIVE 

Discussion 
 
 

Conclusions 

This thesis explored the problems faced by individuals suffering from cognitive 

impairments in the United States health care system.  In the current literature, one of the 

main issues discussed is the role of caretakers and the stress they incur.  Some of their 

stress is due to the patient being unable to communicate their own distress, and this 

places a burden on the caretaker themselves, and prevents them from adequately caring 

for their loved one (Noel, Kaluzynski, & Templeton, 2017).  Thus, physician may have to 

run detailed tests in order to discover the cause of the distress for the person suffering 

from cognitive impairment.  Also, patients suffering from a pre-existing intellectual 

impairment may have additional difficulties in communicating.  Lack of advanced care 

planning may cause difficulties within the family, as a patient with cognitive impairments 

is no longer able to make decisions on their own.  If a health care proxy has already been 

decided, then family may feel more confident about the health decisions they are making 

on behalf of their loved one.  Furthermore, caretakers must be educated about the 

symptoms and effects of cognitive impairment in order to notice it, and talk about it with 

a health care provider.  

 Medical professionals also require education in order to know how to properly 

care for patients with cognitive impairments.  Other than staff that routinely interacts with 

cognitively impaired patients, many doctors and other care providers feel ill-equipped 

when the occasion arises (Dening, Greenish, Jones, Mandal, & Sampson, 2012).  
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Furthermore, both patients and medical professionals tend toward more aggressive 

measures at the end of patients’ life.  A shift in perspective may give patients a better 

quality of life at the end of their lives.  The brief summary of issues reviewed earlier also 

showed up in the interviews with both medical professionals and family members.  

Medical professionals may also benefit from knowing how to extend communication so 

that continuity of care is maintained for patients.  

 In this study, family members routinely discussed the issue of communication 

problems with their loved one.  The literature also mentioned this as a frequent problem 

with patients with cognitive impairments.  One family member mentioned how this was 

difficult for her personally, and the literature also mentioned how this could be the case.  

However, family members also brought up the unique idea that the patient may try to 

mask their impairment, adding an additional challenge to the physician.  The medical 

professionals had a differing perspective when navigating communication with patients 

with impairments.  They gave the impression that, although challenging, this could be 

navigated in order to discover the correct diagnosis in the end.  The family members had 

an altogether different tone, as did the literature.  Indicating that this may be an issue that 

needs to be brought to the attention of medical professionals and that both inputs are 

important to evaluating these issues.  

 The participants in this study also noted the value of advanced care planning.  A 

nurse practitioner shared how often quickly the disease can progress, and how family 

members may end up rushing to get a health care proxy when in reality they had a lot of 

time to do so.  “Advanced planning is key.”  The literature also stressed the importance of 

planning as early as possible, and even gave it as a reason for early diagnosis.  The family 
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members interviewed here were well prepared for that aspect of the disease.  Perhaps, 

family members are more prepared than the medical professionals assume.  It is also 

possible, however, that this is unique to the participants in this study, and future research 

should examine this issue further.   

 The National Task Group on Intellectual Disabilities and Dementia Practices 

encourages education for both caretakers and medical professionals (Jokinen et al., 2013).  

A health director interviewed here was a firm proponent of education and an advocate in 

her free time.  The other medical professionals also encouraged further education, but 

mostly for family members.  Family members did not bring up the issue that they 

believed they needed more education.  However, studies have indicated that when the 

caretakers were more informed and had easy access to knowledge, patients benefitted 

(Noel, Kaluzynski, & Templeton, 2017).  All medical professionals and family of elderly 

could benefit from education on how to care for and diagnosis impairment.   

 A physician brought up the issue of medication.  The elderly are often prescribed 

medication too liberally, which may lead to similar symptoms of dementia (Bishop et al., 

2015).  In other words, some of the symptoms are attributed to dementia, as opposed to 

the medication, which may be the real cause.  Family members can also push for certain 

medications that may or may not be necessary.  Although this idea is intuitive, it was a 

novel suggestion when comparing it to the literature.  One physician believed that 

decreasing the amount of medications would actually benefit patients.  The literature 

recommended something similar, suggesting that patients move from less aggressive 

treatments to palliative care at end of life.  
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Strength and Weaknesses 

The strengths of the study are derived from the depth of the analysis.  Through the 

interview approach, a more diverse collection of data and perspectives was collected than 

through another form, such as a survey.  Each subject that was interviewed had the 

freedom to discuss the area that they felt was the most important, which highlighted a 

wide variety of topics.  The stories that each person told brought to light interesting issues 

and ideas that encouraged further conversation.  

Weaknesses include the small sample size.  It was more difficult than I, or my 

thesis advisor, expected to obtain subjects willing to participate in the interview process. 

If I had to do the process over again I would have applied for an URSA grant in order to 

receive funds to encourage more responses.  Another strategy would be to attempt to 

interview medical practitioners and family members from another subject pool.  It is 

difficult to detect themes with few responses.  Although saturation was not achieved, 

some patterns did emerge.  In a grounded theory study, it is possible to adjust the 

questions as responses are analyzed.  If more subjects were interviewed, the questions 

would have continued to improve and been focused toward the desired discussion.  In 

addition, a helpful perspective would have been an acute care physician who only 

occasionally sees patients with cognitive impairments.  Patients with cognitive 

impairments receive care from their family members, their general care physicians, and 

occasionally acute care physicians when they require hospitalization.  Their perspective 

would have been useful in order to receive a complete picture of care.  
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Recommendations 
 
 
Family members 
 
 Several issues for family members were not at the same intensity or noticed at all 

by medical professionals in this study.  I would suggest for family members to bring 

these issues to the attention of the medical professionals in the hopes that it can begin to 

affect change.  Further education on how to care for their loved ones, notice changes in 

function, and the prognosis of cognitive impairment will also be helpful.  Family 

members of the elderly should be encouraged to know the warning signs of cognitive 

impairment so they can recognize subtle signs of decline and bring these to the attention 

of a provider.  Most importantly, family members should take time to care for themselves 

and receive support so that they can care for their loved one. 

 
Medical Professionals 
 

Practitioners should encourage their elderly patients to be informed about 

dementia before it happens, and encourage their colleagues to know how to care for 

patients with cognitive impairments if they have the possibility of treating them.  As our 

population ages, more people are at greater risk for developing cognitive impairments.  It 

is important for those who might care for them to know how to do so properly.  In 

addition, communication between medical personnel could be an important area of 

research and improvement in quality of care.  If a patient is transferred from a care 

facility to the hospital, and there is little known about his history or past behavior, it will 

hinder their care.  It is important that even if there are changes in shift for caretakers and 

nurses, that they are updated about important information about the patient.  Additionally, 
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encouraging physicians to decrease the use of medications and encourage the use of 

palliative care practices in order to give patients the best quality care at the end of their 

lives. 

 
Researchers 
 

 The general themes that did emerge could inform future areas of study.  One 

possibility includes the current education for acute care facilities and its effectiveness in 

preparing practitioners for caring for patients with cognitive impairments.  In addition, 

how do practitioners feel about the current continuity of care for patients with cognitive 

impairments?  Since this study illuminated more general themes, further studies could 

discover the nuances of more specific issues within the health care protocols.  Further 

research could also include additional medical professionals such as acute care physicians 

who have limited contact with patients with cognitive impairments, and the problems 

they see in their health care protocol.  
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