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FAMILY PERSPECTIVES OF ALZHEIMER’S 
DEMENTIA PROGRESSION & TYPE OF CARE: A 
QUALITATIVE METHODS APPROACH 

Robin Stone

ABSTRACT: In just under forty years from now, the United States will be faced with a crisis of 
dementia as our generations continue to age. Alzheimer’s Dementia and its related diseases require 
around the clock care as the disease progresses in the brain of many older adults, and abuse is a 
well documented issue in facilities that provide long term care for these patients. Documentation 
however is much more scarce for people receiving treatment at home. In order for families to have 
a broader understanding of how they can get proper and dignified care, research on the difference 
of experiences dementia patients get from their caregivers is essential. Using a qualitative method 
study design with narrative approaches, one-on-one interviews will be conducted on family members 
of patients with Alzheimer’s Dementia to analyze any possible differences in quality and scope of 
care, with the hope that this research can highlight inequities when receiving long term care.

Research Proposal

Introduction & Background

Overview

Do you believe you will get diagnosed with 
Alzheimer’s Disease in your lifetime? 

What is your plan of care if it happens? Where 
will you go to get help? Will you be treated 
well? In the United States alone, these questions 
have been asked by over six million people 
who are suffering from Alzheimer’s Disease; 
a brain disorder that diminishes the cognitive 
ability, memories, and even personality of those 
affected (HHS, 2023). According to the Centers 
for Disease Control (CDC), that number is 
expected to nearly triple in the next 40 years 
(CDC, 2018). With five million people being 
diagnosed with Alzheimer’s in the United States 
alone, rising numbers create a fast-increasing 
demand for nursing homes, caregivers, and 
long-term care infrastructure for the elderly 
population. 

“Dementia” is typically used as an umbrella 
term for multiple types of neurodegenerative 
disorders, notably including Alzheimer’s, 

Parkinson’s, Lewy Body, and Huntington’s 
disease, among others. Dementia typically 
only affects people who are 65 and older, an 
already rather vulnerable population here in 
the US. This risk is also known to increase due 
to several factors, ranging from alcohol use 
and diabetes to depression and sleep problems 
(Mayo Clinic, 2023).  Alzheimer’s Dementia 
& Related Diseases (or ADRD) is what this 
paper primarily relates to. For the purposes of 
this paper, Dementia will be defined in the same 
category as Alzheimer’s, with Frontal Lobe 
Dementia being the most common. 

The majority of popular culture depicts white 
people as predominantly suffering from ADRD. 
Horror films like The Visit show a very surreal 
version of “sundowning,” with feces filled diapers 
and extreme vomiting from the protagonists’ 
white grandparents in their summer home. The 
2018 drama film What They Had features the 
caregiving struggles of a predominantly white 
family in Chicago concerning their Alzheimer’s 
stricken mother. Many more depictions of 
ADRD exist, but it would be easy to think that 
white people are the only people that deal with 
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the disease. However, that is far from the case 
in the US. Racial background plays a major role 
in the prevalence of Alzheimer’s, with a study 
looking into the effects of dementia stating the 
racial disparities in how prevalent Alzheimer’s 
and related dementias are over a 10 year period, 

with Black Americans showing the highest 
rate of Alzheimer’s Dementia despite having a 
population that is over five times less than Non-
Hispanic Whites (Mayeda et al, 2016).  Figure 1 
shows their findings below. 

While the exact reason as to why the racial 
disparity is so high is not proven, a 2021 meta-
analysis of over 185 publications showed that 
air pollution was a major risk factor in the 
development of ADRD (Zhao et al, 2021). 
It is well documented that many people of 
color, particularly Black folk, often deal with 
polluted communities, with the Environmental 
Protection Agency (EPA) releasing a statement, 
“Exposure to Air Pollution Higher for People of 
Color Regardless of Region or Income” (EPA, 
2021). 

In recent years, Dementia has been given 
a spotlight in research, and many of the 
symptoms have been categorized into stages. 
As shown in Figure 2, there are five main stages 
in the development of Alzheimer’s disease, 
progressing from preclinical to severe dementia. 
(Mayo Clinic, 2023). 

These stages listed in Figure 2 come and go at 
a rather rapid pace. The Mayo Clinic also states 
that “On average, people with Alzheimer’s 
disease live between three and 11 years after 
diagnosis. But some live 20 years or more. The 
degree of impairment at diagnosis can affect 
life expectancy.” (Mayo Clinic, 2023) There 
is currently no treatment or cure to eliminate 
or even reverse the disease’s effects, only few 
treatments exist that slow down the progression 
of the stages. 

Alzheimer’s on the Family 

This strain is something that not many other 
diseases share. Quite often spouses or children 
end up becoming informal caregivers for people 
with the disease, and as a result, often develop 
depression, anxiety, and overall fatigue. This is 
defined by the American Medical Association 
(AMA) as “caregiver burnout” (AMA, 2018). 
The effect that caregiver burnout has on the 
quality of care has not been studied very 
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in depth, especially in the U.S; although a 
recent trial aimed to study the effects of a 
community-based intervention called “MIND 
at Home” which was developed by Johns 
Hopkins University (Tanner et al, 2014). The 
intervention itself involves the pairing of a 
community member, called a “memory care 
coordinator” and an informal caregiver. The 
job of the memory care coordinator is to help 
direct the informal caregiver and the care 
recipient to resources that will help reduce 
caregiver burnout, increase quality of care, as 
well as being present to provide advice and 

tips for staying organized when providing 
care. The study itself yielded inconclusive 
results, reflecting how little research has been 
conducted regarding caregivers, as opposed to 
other important methods such as curing ADRD. 

There are many other strains that the disease 
has on the family, not just with caregiving. 
ADRD care can be incredibly costly and 
financially devastating for many. A study 
published by researchers from the Alzheimer’s 
Association wanted to look at just how much 
it costs to get full time care at a nursing home. 

N069431.01F
N69431 2025 CROW Journal - Final 2 168pp.pdf
May 19 2025 13:23:55



74
UWB The CROW, 2025

Stone

They collected and analyzed over a year’s worth 
of medical and billing data from 3,500 people in 
Minnesota, and found that on average, people 
with dementia have to pay over $76,000 per year 
in just care alone, not accounting for other costs 
such as medications or out-patient procedures 
(Long et al., 2022). This number often varies 
from state to state as well, with different laws 
and costs of living affecting how much families 
are required to pay for full time care. 

There are a great number of documented 
strains that have affected families of ADRD 
sufferers, but curiously, there does not seem 
to be a substantial change in attitudes for care 
when it comes to how severe the strain is. 
Researchers for the Japanese Journal of Public 
Health proved this by researching the attitudes 
of care for families and medical providers and if 
they had different attitudes based on the severity 
of ADRD. The participants were shown to have 

no change in attitudes when it came to care 
strategies such as nursing homes, life support, 
or ventilation, even when it related to people 
who may or may not need life support. (Miyata 
et al., 2007). 

Alzheimer’s on Society

The cost of Alzheimer’s disease on individual 
families is not mutually exclusive, it puts 
a strain on the rest of the population, even 
individuals who do not have family members 
with Alzheimer’s. While the average annual 
cost of full-time nursing home care was already 
discussed, just how much exactly does the US 
spend on nursing home care as a whole? The 
Centers for Medicare and Medicaid Services 
recently answered that question by providing 
their own data, showing that the total amount 
that the US pays in nursing home care is over 
547 million dollars. (CMS, 2023). As shown in 
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Figure 3, those numbers are only expected to go 
higher and higher, according to a review from 
the Journal of the American Geriatric Society, 
the annual cost of care is projected to nearly 
double in less than 30 years (Aranda et al., 
2022). 

Issues in Long-term Care Facilities

While Nursing Homes (NH) have no concrete 
definition, it would be generally defined 
as; Long-term care facilities that have been 
developed to provide long-term, around the clock 
care to residents experiencing ongoing physical 
or mental illnesses. This includes nursing 
homes that provide intensive care for patients, 
separating them from retirement communities 
or boarding homes. For many with Alzheimer’s 
and other, related dementias, nursing homes 
are a permanent solution, especially when their 
close friends or family are unable to provide 
constant and consistent care. 

Though prevalence of dementia in Black 
Americans is just over 19%, they make up to be 
just over 28% of residents in American nursing 
homes, according to a 2015 study (Rhamen 
et al, 2015). This has deep implications when 
it comes to quality of care that often have to 
do with lasting segregation and low nurse to 
patient ratios; and while nursing home care is 
helpful, and at times essential, they also have 
a reputation for providing substandard care if 
not endangering the welfare of residents. It is 
notoriously difficult to gauge just how prevalent 
patient abuse or neglect occurs in Nursing homes 
due to doctor/patient confidentiality and the often 
isolating nature of many of these homes. The 
non-profit organization Human Rights Watch 
published a report in 2021 on several nursing 
homes across the country; they interviewed 
over 61 people, most notably over 30 close 
family members, six nursing home residents, 
and many other advocates, investigators, and 
lawyers. These interviews “revealed concerns 
including extreme weight loss, dehydration, 
untreated bedsores, inadequate hygiene, mental 

and physical decline, and inappropriate use of 
psychotropic medications among nursing home 
residents” (HRW, 2022). Suffice to say, there is 
a reason why many people might not want to put 
their loved ones into a home. 

Various researchers in the past have sought to 
answer the problem of abuse and quality of life 
in general, mostly through integrated programs 
within nursing homes throughout the country. 
One of the programs that was researched is the 
Namaste Care Program in early 2020, located in 
the Netherlands. The care program in question 
was meant to make care between caregivers and 
patients more intimate and patient centered, but 
the study comparing over twenty-one different 
nursing homes found that any changes (positive 
or not) on quality of life were inconclusive 
at best (El Elali et al., 2020). Another study 
did not seek to research a particular program, 
but on caregiver education. The study in 
question, conducted in 2009, wanted to assess 
if it was possible to reduce the prevalence of 
malpractice in nursing homes using educational 
interventions. Of a study pool of eighty people, 
it found that the education intervention for 
nursing home caregivers reduced accusations of 
malpractice by over 25% (Arcand et al., 2009). 

 Issues in the Home & Professional 
Caregivers 

For ADRD patients who have a close circle 
that have the ability to care and support them, 
many might choose to opt out of the nursing 
home environment and bring a healthcare 
provider to their own residence to care for them. 
These people are typically called Professional 
Caregivers (PC) as opposed to informal 
caregivers such as family or close friends who 
often do not have prior medical experience. 
There are many known benefits for choosing 
a PC at home, namely ensuring that the patient 
is less confused about where they are if they 
are in their own home, helping to keep them 
as comfortable as possible with their disease. 
Another known benefit is that the family has 
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much more control over the ADRD patient’s 
hygiene, diet, and overall quality of life. 

However, the well documented challenges 
of abuse in NHs are often still prevalent for 

people receiving Home Care (HC), with a study 
on home care abuse showing that over 25% of 
caregivers have screamed and yelled at ADRD 
patients within the last three months (Cooper et 
all., 2009). Figure 4 below shows their findings. 

Unfortunately, there has not been a lot of 
research conducted on the quality of care that 
PCs give, or if there are any significant gaps in 
care that ADRD patients receive compared to 
their counterparts in NHs. One study, however, 
sought to understand how various types of care 
can help reduce cognitive decline for in-home 
ADRD patients. They wanted to compare if 
having home based occupational therapy would 
help reduce cognitive decline compared to 
patients who do not have the same intervention. 
The results presented were inconclusive at best, 
showing no significant difference in cognitive 
decline between each group (Callahan et al., 
2016).

Gaps in Current Knowledge

The studies that have been reviewed so far 
mainly only wanted to learn more about ways 
to improve the quality of care in nursing homes, 
home care aids, and other medical providers, but 
none of them sought to answer whether the type 
of care that Alzheimer’s patients do receive are 
even quality in the first place. Does the disease 
progress through it is stages faster or slower in 
a nursing home? Does abuse in nursing homes 
accelerate through these five stages? Does the 
familiarity of a person’s home play a role in the 
quality of care a person receives? None of these 
questions seemed to have been definitively 
answered by credible, reliable, and recent 
sources.
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This gap in knowledge can be hard to 
understand, and it is even harder to see the 
effects that this gap has on the larger society in 
the United States, and the effects that it will have 
on the growing number of citizens with ADRD. 
Perhaps the often cold and isolating feeling 
that the medical environment provides in NHs 
contributes to the cognitive decline in patients. 
Or the often fluctuating and inconsistent quality 
of care that ADRD patients receive at home can 
contribute more to cognitive decline. 

Research Question and Hypothesis

There is very little evidence that suggests that 
nursing homes or home care aids are helping 
or hurting people with ADRD, and with the 
number of cases increasingly getting larger 
and larger as the decades go by, learning about 
any possible harms that patients and family 
would be putting themselves through is crucial 
for reducing suffering and ensuring the safety, 
dignity, and happiness of those suffering from 
dementia. The question this study is aiming to 
ask is: “Do perceptions of dementia progression 
change for family members change based on the 
type of care received?” 

The researchers hypothesize that perceptions 
of those who stay in nursing homes go through 
the Alzheimer’s stages listed in Figure 2 at 
a faster rate than those who receive care at 
their own homes, possibly due to changing 
environments, isolation, and different forms of 
abuse. 

Research Approach

Research Design

The design of this study will be qualitative, 
and more specifically take on a twin 
analysis approach, namely narrative and 
phenomenological. This design was important 
because the interviews that will be conducted 
are meant to understand the greater shared 
experiences of different groups, hopefully 

answering the question of how fast cognitive 
decline is between NH and HC patients. In order 
to understand the nature of a phenomena such 
as ADRD, the chosen population for study will 
accordingly be close family members of people 
who have passed away from ADRD within 
the last five years. Many  people in the chosen 
population will be people of color, particularly 
those of African American descent due to a 
statistically significant prevalence of ADRD in 
the population (See Figure 1). While the study 
doesn’t primarily seek to research race, it should 
be noted that it plays a very noticeable role in 
how many patients receive care.  

Study Population and Sampling

Our study population will include close family 
members of patients who have recently passed 
away due to complications with ADRD. Family 
members will be defined as the closest next of 
kin, such as spouses, children, or anyone who 
may otherwise be considered their guardian. It 
should be noted that patients that are currently 
suffering from ADRD were considered for 
participation in the interviews, but it was soon 
concluded that there are too many ethical 
ambiguities when it comes to directly studying 
people with heavy cognitive impairment. 

The sample population should be between 
30-50 residents from Washington State within 
the US. This is to allow for equal representation 
when it comes to responses. The sample pool 
should also have a 50-50 ratio of family members 
who chose NH or HC. This is probably the most 
important factor for choosing respondents, as 
the entire study focuses on the differences and 
similarities between patients who received NH 
vs HC based care. The population will possibly 
be reached through social media, inquiries with 
NHs and PC organizations, and by recruiting via 
snowball sampling. 
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Data Collection

Data collection will consist of providing 
a list of interview questions to the sample 
pool consisting of open-ended questions. 
The interviews will be recorded to allow for 
transcription, and the interviewees will be 
given informed consent regarding recording. 
The questions will be broken up into four main 
subgroups. Six of the questions will relate to 
cognitive decline, three of the questions will 
relate to perceived abuse, three will relate to 

perceived isolation, and three will relate to 
the qualifications of caregivers (either NH or 
HC caregivers). The three extra categories are 
meant to analyze any possible reasons for the 
speed of cognitive decline, though it should be 
noted that these are obviously not all possible 
reasons. During the interview, the participants 
will be given the list of questions to refer to as 
well as Figure 2 to help them visualize what 
stages of cognitive decline there are. A rough 
sample of the survey questionnaire is shown 
below in Figure 5 but can be modified. 
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Data Analysis

The data, once collected, will all be analyzed 
using both coding as well as thematic analysis 
from the interview transcripts as well as any 
notes taken by the researcher. Each of the 

responses will be put into their own categories 
to gage any specific themes that arose. Figure 
6 below will show an example response and an 
appropriate theme. 

Ethical Considerations

In order to maintain patient centered ethics 
throughout our research, in addition to IRB 
approval, we will be submitting our proposal 
to be reviewed by the American Psychological 
Association to ensure that it complies with 
their guidelines relating to evaluating dementia 
(Mast et al., 2021). This is especially important 
because it not only helps us define dementia and 
the stages of cognitive decline, but it also allows 
us to protect the safety, privacy, and dignity of 
those with cognitive decline. Any of the stories 
shared with the public from this research will 
be presented with placeholder names to ensure 
that their true identities remain confidential. 
Participants will receive a $25 gift card to 
thank them for their time and cover minimal 
transportation costs. 

Each of the 50 or so participants will be 
provided with a list of interview questions 
beforehand, so that they may prepare for the 
interview in advance. Participants will be asked 
to provide both written and verbal consent before 
the interview is conducted. Participants may opt 
out of answering any questions that they see fit 

and will be encouraged to share their story and 
describe their experiences without researcher 
motives or agendas. Before beginning the 
interview, the interviewer will remind the 
participant that responses are confidential, but 
that they will/may be quoted in the study using 
placeholder names. 

Ultimately, individual participants will have 
control over their narrative when it comes to 
publishing and will furthermore have the ability 
to read, edit, and/or veto their manuscript in 
case the researcher made mistakes, misheard, 
or took any interviewee answers out of context. 

Discussion

Significance

As the world population continues to age 
with time and ADRD diagnosis continues to 
skyrocket, it is imperative to understand how 
Western society’s solution for dealing with 
ADRD is affecting those it is meant to care for. 
Until a cure for the disease is found, the need to 
protect the safety, dignity, and health of society’s 
most vulnerable and forgotten is incredibly 
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important. Many people often do not worry 
about being affected by ADRD, saying that it is 
just a disease that only the weak and elderly get, 
but it is often not considered by people that they 
will also become elderly themselves, and thus 
put them at risk for developing ADRD. What 
happens to people who do not have a support 
system with them? What happens to people who 
are forgotten by society? 

Limitations

This study has a few glaring limitations in its 
design, namely that it can be very difficult for 
the population interviewed to recall important 
information regarding ADRD progression and 
cognitive decline, even if it is only a few weeks 
after the person in question has passed away. 
Emotions can also play a role in how responses 
are made. Respondents might be reluctant to tell 
the truth regarding their experiences with abuse, 
skewing the results. 

Another limitation considered is it can be 
difficult to prove or disprove the hypothesis 
without proper responses, which could very well 
happen in the interview process. Correlation does 
not imply causation, so if there is a correlation 
between ADRD progression and type of care 
received, then there could be a number of 
reasons why that is that the researchers haven’t 
examined. 

Future Directions

Assuming that the hypothesis is proven, 
it opens up a number of other questions that 
should be answered, namely why exactly ADRD 
progression is faster in nursing homes. Could it 
be due to possible abuse and isolation? Could it 
be due to the unfamiliar medical environment 
in a nursing home? Ideally, this research would 
prompt other researchers to figure out why 
exactly ADRD progresses at a faster rate in 
nursing homes and hopefully learn valuable 
lessons in helping to protect the safety, dignity, 
and health of the most vulnerable. 
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