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      Experiences and Perspectives 
of Family Caregivers of the Person 
with Dementia 

            Janis     McGillick      and     Maggie     Murphy-White    

            Learning Objectives 

 After reading this chapter readers will be able to:

    1.    Identify the infl uence of gender, gender iden-
tity, relationship status, ethnicity, the stage of 
dementia and the use of health care settings 
upon the caregiving experience.   

   2.    Examine factors that contribute to adverse and 
positive experiences of providing care for a 
person with dementia over time.   

   3.    Cite evidence for the scope, societal value and 
costs of family care for those with dementia.      

    Who Are Today’s Dementia Family 
Caregivers? 

 Millions of people worldwide are family caregivers 
supporting persons with Alzheimer’s disease and 
related dementias such as Lewy Bodies that 
cause attendant changes in memory, judgment, 
behavior, thinking and function. These same 

caregivers are fi ghting daily to assure a person- 
centered approach: i.e., care that upholds the dig-
nity, life story, personhood, humanity, well-being, 
comfort and core identity of those affected [ 1 ]. 
In this chapter, caregiving refers to attending to 
another individual’s health needs without pay to 
include assistance with one or more activities of 
daily living (ADLs; such as bathing and dress-
ing) as well as, extensive help with Instrumental 
Activities of Daily Living (IADL) such as money 
management, shopping, home maintenance [ 2 ]. 
The term care partners refers to family members 
or members of intentional kinship networks such 
as friends, members of faith communities and 
extended social or work related relationships. 
In the early stages of the disease, caregiving may 
lend itself to more mutual cooperation and shared 
responsibility; thus, creating partners in care, or 
care partners. Later in the disease, carers take on 
more of the surrogate decision-making and hands 
on, physical care roles. 

    Caregiving Facts and Figures 

 In 2013, 15.5 million American caregivers 
 provided an estimated 17.7 billion hours of 
unpaid care for people with Alzheimer’s disease 
and other dementias, valued at more than $220 
billion. Eighty-fi ve percent of help provided to 
all older adults in the United States is from 
family members [ 3 ]. Additionally, caregivers of 
people with dementia spend more hours per week 
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providing care than non-dementia caregivers. 
Additionally, they report greater employment 
complications, caregiver strain, mental and phys-
ical health problems, family time and less time 
for leisure [ 4 ]. The unique characteristics of 
those caring for people with dementia and their 
challenges are explored in this chapter.  

    Complex Composition of Caregivers 

 Caregivers come from many ethnic backgrounds, 
socioeconomic strata, communities, environments 
and family situations. There are many diversity fac-
tors to consider when profi ling the caregiving pop-
ulation. Some less referred to in the literature 
include: sexual orientation or identity, employment 
status, distance carers, new Americans, those in 
military service, caring for a developmentally dis-
abled elder or members of religious communities 
such as Catholic Sisters and Brothers. Those caring 
for more than one loved one with dementia is also 
expanding [ 5 ]. Data that summarizes some of 
these groups and caregiving relationships with the 
person with dementia is explored below.  

    Women as Caregivers 

 There are 2.5 times more women than men pro-
viding intensive “on-duty” care 24 h a day for 
someone with Alzheimer’s. More than 60 % of 
Alzheimer’s and dementia caregivers from the 
above categories are women. In 2009–2010 
caregiving data was collected in eight states 
and the District of Columbia from the 
Behavioral Risk Factor Surveillance System 
(BRFSS) surveys. It indicates 65 % of caregiv-
ers of people with Alzheimer’s disease and 
other dementias were women; 21 % were 65 
years old and older; 64 % were currently 
employed, a student or a homemaker; and 71 % 
were married or in a long-term relationship [ 6 ]. 
Women’s roles in caregiving are a signifi cant 
focus for new research and resources. While 
many provide care for a family member, 
according to the Alzheimer’s Association, 
women are still at the epicenter of the growing 
Alzheimer’s epidemic [ 7 ]. As indicated in 
Table  1 , the burdens of female caregivers are 
heightened by the amount of time they spend 
with the person with dementia.

   Table 1    Comparisons of caregiver strains       

J. McGillick and M. Murphy-White



191

   The typical family caregiver is a 49-year-old 
woman caring for her widowed 69-year-old 
mother who does not live with her. She is married 
and employed. Approximately 66 % of family 
caregivers are women. More than 37 % have chil-
dren or grandchildren under 18 years old living 
with them [ 8 ]. National averages predict that 
women will spend an average of 27 combined 
years caring for children and parents over the 
course of their lifetime. As availability of earlier 
diagnosis and treatments that may work to pla-
teau symptoms of Alzheimer’s disease (AD) in 
some, become the norm, female carers could 
spend closer to 40 years in these roles either 
sequentially or simultaneously [ 9 ].  

    Men as Caregivers 

 Approximately 14.5 million caregivers are men. 
Male caregivers are less likely to provide per-
sonal care, but 24 % helped a loved one get 
dressed compared to 28 % of female caregivers; 
16 % of male caregivers help with bathing versus 
30 % of females. 40 % of male caregivers use 
paid assistance for a loved one’s personal care 
(The National Alliance for Caregiving and AARP 

2012). A national study of male caregivers 
revealed that the average male caregiver was a 
white, protestant, middle class, moderately well- 
educated, retired man who was 68 years old. 
Most caregivers were husbands taking care of 
their wives [ 10 ]. This may account for the lack of 
information regarding other male caregivers, 
such as sons. 

 Additional research regarding male caregiv-
ing is needed. In particular, research fully link-
ing men’s caregiving, to men’s health issues as a 
means to articulate strategies to sustain the 
health and well-being of male caregivers. This 
seems especially relevant in light of the closing 
gender gap in life expectancy, which will ulti-
mately see many men providing direct care to 
their partners [ 11 ]. 

 Results of the 2014 Alzheimer’s Association 
Women and Alzheimers Poll indicate that male 
caregivers are more likely to share the caregiver 
burden [ 2 ]. Participants of Male Caregiver 
Groups sponsored around the country by 
Alzheimer’s Association chapters and other orga-
nizations, report perceptions of lowered stress 
and isolation and greater access to useful infor-
mation than peers that do not participate in such 
groups. 
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        Spouses as Caregivers 

 Caregiving for a spouse with dementia brings 
specifi c relational challenges. Many spouses 
experience denial which may be a benefi cial 
coping mechanism as they become educated 
about the anticipated anguish and reality of what 
Alzheimer’s will mean to their relationship. The 
spousal relationship will change throughout the 
course of the disease. Roles, responsibilities and 
intimacy will all begin to look different as the 
disease progresses [ 12 ]. Subtle adaptations may 
turn into major lifestyle and relational changes. 
Social transitions will occur as couples try to 
maintain friendships and networks. Spouses are 
the most likely caregivers to live 24/7 with the 
person with dementia. They may feel uniquely 
overburdened because they fi nd it diffi cult to get 
away from the home, to take a break and to care 
for themselves. All caregivers struggle with the 
balance of caring for the person with dementia 
and caring for themselves. This struggle may 
have dramatic consequences. The  Journal of 
American Medical Association  reports that if 
you are a spousal caregiver between the ages of 
66 and 96, and are experiencing ongoing mental 
or emotional strain as a result of your caregiving 
duties, there’s a 63 % increased risk of dying 
over those people in the same age group who are 
not caring for a spouse. This indicates the urgent 

need for caregiving spouses to fi nd resources and 
support [ 13 ].  

    Children and Others as Caregivers 

 Society well recognizes the role spouses often play 
as providers of care for persons with dementia, but 
providers in the fi eld similarly observe, children, 
stepchildren, former spouses, grandchildren, 
nieces, nephews, siblings, friends, intentional fam-
ily members, partners and even parents involved in 
some aspects of the caregiving role. The Aging, 
Demographics, and Memory Study (ADAMS), 
based on a nationally representative subsample of 
older adults from the Health and Retirement 
Survey, indicates over half of primary caregivers 
(55 %) of people with dementia took care of par-
ents [ 14 ]. They may be assisted by a variety of 
“adjuncts” such as care managers, trust offi cers and 
legal guardians as well as a host of paid caregivers. 
Many children report the benefi ts of caring for their 
parent, including bringing the family closer and 
feeling good about taking care of someone. 
However, complications of caring for parents can 
include, struggling with role reversal, unresolved 
familial issues and resentment. Because adult chil-
dren are the largest group of carers for people with 
dementia, there are many support groups, blogs 
and resources to provide support. 

      

J. McGillick and M. Murphy-White



193

        Club Sandwich Generation Caregivers 

 The “sandwich generation caregiver” is a nomen-
clature that has described a mid-life person who 
simultaneously cares for dependent minor chil-
dren and aging parents. But the phenomenon of 
sandwich generation is now becoming more 
nuanced and multi-generational. A 65 year old 
may have a 90 year old parent, and also may have 
responsibilities for multiple elders in their family 
such as care of in-laws, middle aged children, 
grandchildren and even great- grandchildren. An 
80 year old may have a 100 year old parent and a 
60 year old adult child and all three generations 
suffer with a variety of comorbid, age related con-
ditions. Data from recent years suggest that demo-
graphic changes (such as parents of dependent 
minors being older than in the past and the aging 
in general of the U.S. population) have led to 
increases in the number of what these authors call 
“Club Sandwich Families”; family members 

involved in three or more layers of familial care-
giving. This is not unique to dementia care, but 
given that prevalence is on a dramatic rise, one 
can expect to see club sandwich generation care-
givers growing as well. It is known that 30 % of 
Alzheimer’s disease and dementia caregivers had 
children under 18 years old living with them [ 8 , 
 15 ]. About one-third of elderly care recipients 
have Alzheimer’s disease or another dementia [ 8 ]. 
Studies have found that sandwich generation 
caregivers are present in 8–13 % of households in 
the United States [ 16 ]. Studies concur that sand-
wich generation caregivers experience unique 
challenges related to the demands of providing 
care for both aging parents and dependent chil-
dren. Such challenges include limited time, 
energy and fi nancial resources [ 17 ,  18 ]. This leads 
to conjecture that “club sandwich caregivers” 
may be at exceptional risk for anxiety, depression 
and lower well-being due to the unique challenges 
these individuals experience [ 19 ]. 

      

        Parents as Caregivers: When Your 
Child Has Dementia 

 As persons have access to more timely and 
accurate diagnosis, leading to earlier identifi -
cation of dementia, parents of early onset indi-
viduals are also seen providing or coordinating 
care. Evidence-based information on this 

growing trend is lacking in the literature. It is a 
very diffi cult scenario as this may take place at 
a time of diminished health and fi nancial 
resources for that parent. If other children, or 
spouses are available, they may fi nd them-
selves sharing the care and supporting the 
grieving parent as a co-caregiver, adding to the 
collective familial stress. 

Experiences and Perspectives of Family Caregivers…
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    Evidence is just emerging on the relatively 
newly recognized phenomenon of parents of 
individuals with Down syndrome (DS), who are 
at especially high risk of developing Alzheimer’s 
disease. These parents in their 60s–80s may fi nd 
themselves caring for a developmentally dis-
abled adult with Alzheimer’s disease. They may 
be particularly ill prepared for this possibility 
due to the lack of good medical care or cogni-
tive screenings for persons aging with Down 
syndrome. Plus, information and education 
about the DS Alzheimer’s risk factor is only 
recently being disseminated more widely by 
groups such as the National Association on 
Down Syndrome, the National Down Syndrome 
Society and the National Alzheimer’s 
Association. Special care environments for 
these individuals are virtually lacking. Estimates 
show that Alzheimer’s disease affects about 
30 % of people with Down syndrome in their 
50s. By their 60s, this number comes closer to 
50 % [ 20 ]. Only 25 % of persons with DS live 
more than 60 years, and most of those have 
AD. Individuals with Down syndrome develop 
AD symptoms identical to those described in 
individuals without DS. Given the early age of 
onset (40s–50s) of AD in individuals with DS, 
their parents in their 70s and 80s may be navi-
gating the diffi cult waters of getting accurate 
diagnosis for their adult child in a health care 
system not prepared for this presentation [ 21 ]. 
These caregivers fi ght a battle of poor awareness, 

few appropriate medical services or knowledge-
able professionals available to guide them. They 
also deal with the highly possible reality of out-
living their child with AD [ 22 ].  

    Employed Caregivers 

 Another important aspect of caregiving to exam-
ine is employment status. Interestingly, working 
and non-working adult children are almost 
equally as likely to be caregivers. Eighty-one per-
cent of Alzheimer’s caregivers under the age of 
65 are employed. Thirty-fi ve percent of those 
over age 65 were employed while caregiving [ 8 ]. 
As the baby boomers postpone their retirement, 
the number of caregivers working into later years 
from 66 to 70+, will likely increase. Caregiving 
in any age group often means adjustments to 
work schedules are necessary, which may lead to 
job insecurity and elevated stress for caregivers. 
Table  2  indicates some of the consequences of 
juggling work and caregiving. Early retirement 
rates or breaks in employment to provide care, 
are also more prevalent in carers of people with 
dementia. It is reasonable to consider that these 
demands will affect the caregiver’s economic 
status for years to come. The total estimated lost 
wages, pension and social security benefi ts of 
these caregivers are nearly $3 trillion. The esti-
mated impact on lost Social Security benefi ts for 
the average caregiver is $303,000 [ 23 ].
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    While working and non-working adult chil-
dren are almost equally as likely to provide care, 
adult children 50 and over who work, are more 
likely to have poor health than those who are not 
caregivers [ 23 ].  

    Long Distance Caregivers 

 Long distance caregiving can add unique and 
complicated challenges to an already stressful 
and emotional situation. Studies have defi ned a 
long distance caregiver in different ways. Some 
suggest the term apply to caregiving from 100 
miles or more away from the person with demen-
tia. Others indicate that the most important factor 
to defi ne, is the amount of time it takes to travel 
to the person requiring care. Those studies pro-
pose that living an hour or more away constitutes 
a long distance caregiver. 

 Clearly long distance caregivers enlist the 
aid of others to provide the daily care of the 
person with dementia. Often, the long distance 
caregiver is not the primary caregiver, but plays 
the role of a counselor, helper or source of 
respite. Long distance caregivers who are the 
primary caregivers, 5 %, depend more heavily 
on paid caregivers. It has been estimated that 

long distance caregiving costs twice as much as 
for those more proximate [ 24 ]. Additionally, 
these caregivers may spend more time away from 
other family, friends, work and home life as they 
travel frequently to see their loved one. 

 Families with special needs for caregiving sup-
port include those who may be deployed in or out 
of country due to military service, those who 
work overseas for non-governmental entities or 
work in a foreign country for international fi rms. 
As our world shrinks and becomes more interde-
pendent, this group of long distance caregivers, 
coupled with the boomers anticipated needs for 
dementia care, raises both ethical and logistical 
questions. With the number of long distance care-
givers increasing, it is important to explore 
resources and accessible support to these individ-
uals. There may be some offset for these caregiv-
ers by other members of the family such as adult 
children moving back in with a demented parent 
for both economic and caregiving reasons as 
alluded to earlier in this chapter. Technology also 
holds promise for the possibility of closer com-
munication between geographically dispersed 
caregivers and their loved one with AD. The avail-
ability of safety tracking systems, visual viewing, 
cueing and monitoring devices may become more 
affordable and routine for popular use. 

   Table 2    Impacts of family caregiving for a person with dementia on employment       
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         Ethnic Diversity Factors 

 Diversity among caregivers is an important factor 
to consider. African-Americans, are  two times 
more likely  to develop late-onset alzheimer’s dis-
ease than whites and less likely to have a diagno-
sis of their condition, resulting in less time for 
treatment and planning. Clearly, this will impact 
the African-American caregivers stress and access 
to resources and support. A 2006 analysis [ 25 ] on 
caregivers of African-Americans with dementia, 
found that African-American primary caregivers 
are more likely to be adult children, extended 
family or friends rather than spouses who consti-
tute the primary caregiver norm for white coun-
terparts. She summarizes various studies on the 
explanatory models and strong cultural expecta-
tions around care of African- Americans with 
dementia. Lower use of formal care supports or 
long term care settings in this population has been 
well documented. Other recent research, about 
perceptions of African- American carers, regard-
ing role strain versus positive aspects of caregiv-
ing report contrasting results. Some indicators 
propose that African- Americans fi nd caregiving 
more rewarding than whites, while other studies 
demonstrate a wide range of psychological bur-
den especially among higher educated female 
caregivers [ 26 ]. Among caregivers of people with 
Alzheimer’s disease and other dementias, the 
National Alliance for Caregiving (NAC) and 
AARP found the following [ 14 ].

•    Fifty-four percent of white caregivers assist a 
parent, compared with 38 % of individuals 
from other racial/ethnic groups.  

•   On average, Hispanic and African-American 
caregivers spend more time caregiving 
(approximately 30 h/week) than non-Hispanic 
white caregivers (20 h/week) and Asian- 
American caregivers (16 h/week).  

•   Hispanic (45 %) and African-American (57 %) 
caregivers are more likely to experience high 
burden from caregiving than whites (33 %) 
and Asian-Americans (30 %).    

 Data collection around many other groups of 
caregivers such as, Asian-American, new immi-
grant populations and among non-English speak-
ing populations is scarce, but emerging. 

    Caregiving for and by LGBT 
Community 

 Often lesbian, gay, bisexual or transgender 
(LGBT) individuals have experienced chal-
lenges with family, friends, employers and ser-
vice providers. This experience may create 
unique challenges for these caregivers. For 
example, LGBT individuals may seek medical 
care less regularly due to fear of inadequate 
treatment or discrimination. Regardless, a 
recent survey indicated respondents who were 
lesbian, gay, bi-sexual or transgendered were 
more likely than other respondents to have 
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cared for an elderly family member in the last 6 
months [ 27 ]. 

 In a MetLife study, both men and women are 
likely to be caregivers in near equal proportions: 
20 % men vs. 22 % women in the LGBT group, 
and 17 % men vs. 18 % women in the general 
population sample. Male caregivers report pro-
viding more hours of care than female caregiv-
ers: the average weekly hours of care provided 
by women from both the LGBT and general 
population samples is similar—26 vs. 28 h—but 
LGBT men provide far more hours of care than 
men from the comparison sample: 41 vs. 29 h. 
This refl ects that about 14 % of the gay men 
indicate that they are full-time caregivers, spend-
ing over 150 h/week in this capacity, compared 
to 3 % of the lesbian and 2 % of the bisexual 
respondents [ 28 ]. 

 As we explore diversity and relationships 
among caregivers there are a vast number of 
“invisible” or less visible sub-groups. There are 
many diverse groups not discussed in detail here; 
such as, vowed religious, military personnel, 
divorced spouses, former in-laws, and non-
related caregivers. The key is recognizing that 
caregivers are extremely heterogeneous and 
each category bring their unique relationships, 
values, perspectives, history and beliefs to their 
caregiving experience.   

    Likely Course of the Caregiving 
Experience: A Family Disease 
Perspective—The First Fear to Last 
Tear Phases 

 Due to the slow, insidious progression of 
Alzheimer’s and some other dementias, the dura-
tion of caregiving for these persons, averages 4–8 
years after a diagnosis of Alzheimer’s disease. As 
care improves and other wellness tactics are 
deployed it is not rare for otherwise healthy 
 individuals to live as long as 15 or more years 
with dementia [ 29 ]. Table  3  illustrates the varia-
tions in the caregiving experience as the person 
with dementia moves through the disease 
process. 

    Physical Care 

 Though the care provided by family members of 
people with Alzheimer’s disease and other 
dementias is somewhat similar to the help pro-
vided by caregivers of people with other condi-
tions, dementia caregivers tend to provide more 
extensive assistance. Family members of people 
with dementia are more likely than caregivers of 
other older people to assist with any activities of 
daily living (ADL). Physical care demands can 
be wide-ranging and in some instances all- 
encompassing. Table  4  summarizes some of the 
most common types of dementia care provided. 
More than half of dementia caregivers report rou-
tinely helping loved one’s getting in and out of 
bed, and about one-third provide help to their 
family member with dementia to locate and use 
the toilet, bathing, managing incontinence and 
assist with eating [ 8 ].

   In the earliest phases of dementia, affected 
persons may not need physical care, but caregiv-
ers may notice worrisome signs of self-neglect or 
changes in personal grooming in their loved one. 
As caregivers notice things, like mom periodi-
cally sleeping in her street clothes at night or dad 
wearing the same stained slacks, they may 
become more physically involved with helping 
their loved one dress. Long distance caregivers 
may not have access to these clues to functional 
changes and most adult children are reluctant to 
comment or interfere with things as personal as 
grooming, dressing and bathing until absolutely 
necessary. Male spouses may be more sensitive 
to these subtle changes and assume a compensa-
tory role in laying out clothing, helping with 
makeup and clothes shopping etc. In moderate 
stages, physical care demands become more dif-
fi cult to ignore. The person with dementia may 
ask for needed help, but may also deny help, 
leading to stressful situations. As illness pro-
gresses physical care needs increase and are often 
provided in part by formal caregivers, like in 
home aides. Ideally this helps families “share the 
care” or provides respite. But in some circum-
stances the person with dementia will only accept 
care from their familiar loved one. Paid staff are 
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often not available for care at night. Scheduling 
and oversight of paid, in-home workers could add a 
level of stress for the primary caregiver. During this 
phase, families learn to simplify many physical 
tasks, adapt the environment for both caregiver 
and person with dementia and limit choices to 
acceptable options. There is a great deal of infor-
mation available through caregiving groups. 
However, little of this information provides specifi c 
breakdown of how to accomplish specifi c tasks, 
such as bathing, oral care, body mechanics and 
changing a bed with someone in it. Others learn to 
adapt and respond to physical care demands by 
trial and error. Few in home teaching resources 
for caregivers are available due in part to reim-
bursement and insurance funding mechanisms. 
Caregivers may actually fi nd pride in the hands on 
care they provide, as they seek to retain their loved 
ones former appearance and preferences. However, 
if caregivers experience resistance or aggression 
from the person with dementia during personal 
care, the demands become both a source of physi-
cal and emotional drain for the care provider. 

 Physical decline is a risk for carers of people 
with dementia. Caregivers self-report a decline in 
their own health condition while caregiving. 

Their emergency room visits and use of hospital 
services increase 25 % while caregiving [ 30 ]. 

 Families using supportive information learn to 
“choose their battles”, adapt expectations, sim-
plify tasks and perform them in short spurts at the 
best time of day for the person with dementia. 
These techniques and others may mitigate the 
strain of providing physical care. 

 In the later stages of AD/related dementias 
caregivers have experienced the worst impacts 
of declining health. Often times family mem-
bers provide care for their declining loved one 
beyond what is safe. Caregivers must assess 
their own physical ability to manage complete 
incontinence, poor ambulation, total dependent 
care so that the person with dementia and the 
carer remain safe. Many in the dementia care 
fi eld have witnessed the not uncommon circum-
stance of the caregiver dying before the person 
with dementia. Roughly 30 % of caregivers die 
before their loved one [ 31 ]. This may leave a 
person with dementia without a caregiver or 
may require other family members to quickly 
assume this duty. 

 Advocacy roles may grow, but the physical 
care demands may be met in a way that now 

   Table 4    Comparisons of those caring for demented or non-demented persons       
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allows family caregivers to resume a more pre-
dictable work or social life, sleep better at night 
or take long-withheld vacations. Other families 
who are aware of, qualify and use hospice care 
for their loved one, may fi nd relief at this stage 
from some of the physical care demands as they 
also receive emotional and spiritual support.  

    Lifestyle Changes 

 The psychological strains of caregiving have 
been measured in many ways [ 32 ]. Major disrup-
tions in lifestyle, such as a caregiver relocating to 
be near the person with dementia or giving up 
employment to provide care are easily measured. 
The impact of more subtle changes in caregiver 
roles and activities are more diffi cult to gauge. 
In the fi rst stages, caregivers may feel confused 
as their loved one seems to choose to engage in 
fewer shared activities or conversations. A care-
giver may notice and grieve a change in sponta-
neity or enjoyment in the person with dementia. 
As care demands grow, caregivers may have to 
give up poker nights, bowling leagues, church or 
synagogue activities for fear of leaving the affected 
person alone, which can lead to social isolation, 
depression, and even resentment. A shift in who 
pays the bills or does the cooking, may feel 
uncomfortable or unfamiliar to the care partner 
taking on these tasks. The need to accompany the 
person with dementia to all medical appointments 
becomes time-consuming. Caregivers may then 
begin to neglect their own medical needs. 
Employed caregivers may experience lower work 
performance or work satisfaction and a more 
limited social life as weekends become absorbed 
with parent care responsibilities. Seeking to coor-
dinate a patchwork of services for the person liv-
ing with Alzheimer’s such as having them attend 
day programs or hiring in home help may be 
quite helpful, but can also change the rhythm and 
privacy in the caregiver’s life. The most com-
monly cited disruption in the mid-stage of illness 
is the impact on driving cessation. This can 
have major lifestyle repercussions for caregivers 
especially for those living in rural communities or 
in those families in which the person with demen-
tia was the sole driver [ 33 ]. It is highly benefi cial 

for families to seek advice, counsel, information 
and referral from groups such as AARP, 
Alzheimer’s Disease Research Centers and the 
Alzheimer’s Association to support them early 
on in the disease around matters such as driving, 
curtailment of leisure, locus of control issues and 
exhaustion from these disruptions. The families 
using these supports report high levels of satis-
faction and relief when they are able to fi nd social 
networks that foster positive changes in lifestyle, 
despite the disease [ 34 ]. 

 In later stages of illness, especially when the 
person with dementia may have been moved to a 
care setting. Spouses or those living with the per-
son with dementia, absorb the impact of lifestyle 
changes. But, these are not all negative. In some 
instances this can be a time to re-invest in neglected 
work life. Spouses that visit their loved ones often 
in “the Home” may become friendly with other 
frequent visitors, residents and staff. Support 
groups for those with family members in long term 
care may provide a therapeutic and social outlet. 
Remaining lifestyle stressors, may be affected by 
comorbid conditions that can result in numerous 
moves, rehabilitation stays or hospitalizations 
secondary to the primary dementia. Throughout 
the disease progression caregivers are called upon 
to frequently adapt their lifestyle based on the 
needs of the person with dementia.  

    Emotional Care 

 The emotional aspect of the journey with 
Alzheimer’s begins for family members in the 
“fi rst fear stage.” Self-doubt about whether to 
seek assessment for a loved one is emotional. 
Some families have to contemplate and devise 
elaborate plans to even get a parent to see a phy-
sician. Many carers report that the diagnosis was 
communicated abruptly and without regard or 
support for the feelings of the person with demen-
tia or their family. Anger, denial and confusion 
are common responses that can linger. Disease 
awareness and the normative experience of being 
a boomer generation caregiver has led to greater 
sense of empowerment of the caregiver. 
Caregivers are more likely now, than their coun-
terparts 20 years ago, to understand Alzheimer’s 
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and other dementias as a brain disorder rather 
than a preventable malady or mental illness. 
Unfortunately, 24 % of Americans still believe 
that Alzheimer’s disease is part of normal aging 
and that the disease is NOT fatal. But that number 
is decreasing as education and resources become 
more available [ 2 ]. Emotional support from peers 
who have already cared for an elder may be more 
available. As person centered care models and a 
culture shift in long term care environments has 
occurred, persons needing formal care may have 
more individualized, homelike and attractive 
environments in which to receive care. But many 
families still feel overwhelmed and guilt ridden 
when exploring care options. Early intervention 
such as receiving counseling for oneself as well 
as accessing expert and appropriate neurological 
care for the person with dementia can also dimin-
ish anxiety or guilt. Families provide care in the 
context of pre-existing relationships. The frustra-
tion and fear around just getting an accurate diag-
nosis may start a chain of feelings like “why 
didn’t I notice this sooner” or “… perhaps if I’d 
spent more time with mom”…etc. As diffi cult 
behaviors appear, caregivers may have a range of 
feelings from anger, ambivalence, hopelessness, 
loss of control about the disease and the changes 
the person with dementia is experiencing. Finally, 
any unresolved confl icts within family members 
are often visible as the need to communicate and 
coordinate care of the affected person places 
more emotional demands on the family network. 
Feelings may submerge and re-emerge during 
diffi cult decisions like moving to long term care 
or end of life decisions. 

 Grief can be anticipatory and extensive as the 
carer tries to respond emotionally to their loved 
ones diminished capacity and changes in appear-
ance, personality and health status. Falls, accidents 
and hospitalizations all become mini-crisis that 
evoke feelings. Fear and lack of control are often 
reported by family caregivers, as well as regret that 
unresolved issues can never be addressed with the 
person losing their memory [ 2 ]. 

 Behavioral changes requiring interventions 
are evidenced in 80–90 % of elders living with a 
dementia at some time during the course of the 
disease [ 35 ]. Caregivers may feel many emotions 
including embarrassment for behavioral symptoms. 

One of the most painful experiences families 
report is watching a loved one display behavior 
the carer never would have thought possible, 
such as cursing or disrobing. It is particularly 
challenging when caring for persons with a fron-
totemporal dementia which has a more behav-
ioral symptomatic presentation [ 36 ]. Carers may 
blame themselves for these challenging behav-
iors. Many families fi nd ways to modify or better 
accommodate behaviors by creating a more “for-
giving or failure free” environment or adapting 
the way they communicate with their loved one 
with dementia. Others may seek emotional sup-
port through counseling, or pastoral guidance, 
which may make a substantial difference in stress 
and perception of burden. 

 At the later stage, families may be more knowl-
edgeable about disease progression, may have 
received some formal counseling, and may have 
begun to utilize services that support the caregivers 
emotional healing. At the end of life, depending on 
the situation, families may still report loneliness 
and some fear of the unknown, but also feelings of 
relief, pride, refl ection and closure.  

    Relational Dynamics 

 Caregiving for a loved one is accompanied by the 
interpersonal relationship that existed prior to 
dementia and caregiving. Certainly this compli-
cates the relationship between care partners. If a 
relationship was without much strain before 
caregiving began, it is likely that the caregiving 
relationship can develop without intense issues. 
Conversely, when caregiving happens in an 
already strained relationship the challenges can 
quickly multiply [ 37 ]. 

 In the early stages of the disease, caregivers 
may feel concerned about crossing an unspoken 
boundary. Their loved one is an adult and it can 
be stressful deciding when to begin assisting 
with decision making and caregiving. This stage 
can create strain if the person with dementia 
feels disrespected or undervalued. Decreasing 
decision making skills on the part of the person 
with dementia adds tension as the caregivers 
concerns over safety rise. As the person with 
dementia experiences cognitive decrements, the 
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role of the caregiver as decision maker, becomes 
clearer and can lessen the relationship burden. 
Behavior issues are common and add tension to 
the relationship as caregivers try to understand 
and prevent challenging behaviors [ 38 ]. In the 
last stages of Alzheimer’s disease, relationship 
strain decreases as caregivers have some resolve 

with their role and relationship shifts. Yet, strain 
that existed prior to caregiving may remain 
unresolved and unlikely to be settled for the 
caregiver. This may add to their grief and loss 
[ 39 ]. Support through family/friends, grief 
counseling and hospice services can help to ease 
this unresolved pain. 

      

        Practical Matters 

 Families step in to help the person with dementia 
with many essential affairs such as banking and 
fi nances, legal planning, accessing community 
resources, making end of life plans and adjusting 
living arrangements. Almost two-thirds of care-
givers of people with Alzheimer’s and other 
dementias advocate for their care recipient with 
government agencies and service providers 
(64 %), and nearly half arrange and supervise 
paid caregivers from community agencies (46 %) 
[ 8 ]. The task of managing practical matters may 
be a shared responsibility across several genera-
tions or may be managed by one key family 
member. Power of Attorney, health directives and 
other legal affairs need to be organized as early in 
the disease process as possible to assure the per-
son with dementia has a voice, but this is not 
always possible. Many times adult children may 
be unaware of their parents’ fi nancial and legal 
affairs or feel awkward bringing this topic up. 
Confusion, suspicion or family discord can add 

to the stress surrounding practical matters. There 
may be feelings of anger, disappointment and 
fear once caregivers determine the fi nancial real-
ity of caring for someone with an illness that lasts 
many years. Family members can be embar-
rassed or overwhelmed by their loved ones’ need 
to apply for public benefi ts. Often families are 
uninformed about eligibility and what Medicaid, 
Medicare, veterans benefi ts and long term care 
insurance covers. 

 Abuse is an important concern. One in nine 
seniors report being abused, neglected or 
exploited in the past 12 months; the rate of fi nan-
cial exploitation is extremely high, with 1 in 20 
older adults indicating some form of perceived 
fi nancial mistreatment in the recent past (National 
Adult Protective Services Association Internet). 
Consequently, some family members may also 
be concerned about others in or outside the fam-
ily fi nancially exploiting their loved one. 

 Some carers may place themselves in fi nan-
cial risk in an effort to help pay for the person 
with dementia’s care. Education and resources 
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can assist with these complex practical concerns. 
Families may be so busy providing essential 
physical care that they have limited time and 
resources to investigate and plan around legal and 
fi nancial matters or their parents may be reluctant 
to share needed documents and information. 
Early planning for these practical matters can 
reduce strain, cost and frustration for family 
caregivers.  

    Ethical Dilemmas 

 The last domain in this construct of Phases of 
Family Experience is ethical decision making. 
Family members may assist the person who has 
dementia with numerous decisions involving 
autonomy, self-determination, safety and risk 
throughout the disease process. Examples 
include: choosing medical practitioners, sharing 
the diagnosis, balancing risk with autonomy, 
determining capacity and competency and advo-
cating for ethical care. The progressive nature of 
the disease makes decision-making a moving tar-
get. Particularly in situations involving early 
onset dementias, families have not typically had 
the crucial conversations that outline preferences 
for treatment, care and good death scenarios. 
Families generally want their loved one involved 
in decision making as long as possible. Degrees 
of capacity fl uctuate for persons with dementia 
so a decision specifi c strategy is often engaged. 
Some tools caregivers use are advance directives, 
living wills, power of attorney for both fi nancial 
and health related decisions, guardianship, con-
servatorship, Do Not Resuscitate orders and 
POLST guidelines (Physician Orders for Life 
Sustaining Treatment.) The legal nuances among 
these choices may vary from state to state impact-
ing long distance caregivers and members of the 
LGBT community particularly. Few families 
will have formal training in medical ethics con-
cepts such as surrogacy or best interest standards, 
but can generally discern concepts of consent, 
assent and dissent in practical caregiving situa-
tions.  Viki Kind’s  book,  Caregiver’s Path to 
Compassionate Decision Making: Making 
Choices for Those Who Can’t  [ 40 ] and the Group 
Principles outlined in the work of Beauchamp 

and Childress [ 41 ] may be consumer friendly 
resources for caring families. 

 Another issue caregivers’ may confront is lack 
of access to ethicists at crucial times such as during 
a hospital stay or a critical change in condition. 
Families planning ahead can educate and prepare 
themselves to engage with the person with demen-
tia around those diffi cult decision such as when to 
stop driving, sell a home, apply for Medicaid or 
hospice care and when to end life sustaining treat-
ments. Knowing what the person with dementia 
perceives as a good death while they are still able 
to express their opinion relieves doubt and pro-
vides comfort to families [ 42 ]. Caregivers may 
turn to advance counseling with pastoral care, care 
managers, social workers, elder law attorneys, 
Alzheimer’s Association Helplines and websites 
to prepare to make these ethical choices.   

    Family Perspectives Across the Care 
Continuum: Evidence Based Best 
Practices 

    Medical Care: Getting the Diagnosis 

 Awareness of Alzheimer’s disease is low, but 
growing. Persons that have a history in their fam-
ily may be more aware of disease risks. Since 
Alzheimer’s disease occurrence is sporadic many 
caregivers are not prepared to seek diagnosis for 
their loved one. Despite concerns and episodes of 
memory loss, forgetfulness and accidents, most 
families report feeling guilty suggesting that a 
person seeks assessment. Additionally, it is often 
very diffi cult to convince a person with memory 
loss to seek diagnosis. Diagnosis may involve a 
trusted primary care physician or may be per-
formed at a large and unfamiliar academic insti-
tution. Other challenges may include living in a 
community with few diagnostic resources, or 
physicians not familiar with diagnosing demen-
tia. The best practices for diagnosis are outlined 
in the Alzheimer’s Association’s, Principles for a 
Dignifi ed Diagnosis [ 43 ]. 

 Some families experience confl ict during diag-
nosis. For example, they may feel the diagnosis 
should be hidden from the affected person or its 
importance or signifi cance downplayed by the 
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practitioner. Some of the questions families have 
at this time of pre-post diagnosis are:  Who should 
we to go to? Can I trust this doctor? Can I trust 
this diagnosis?  Carers may not understand the 
steps in the diagnostic process or the purpose 
behind various tests leading to confusion about the 
results. They report the way the diagnosis was 
communicated was insensitive or hurried. While 
some families have a “can do” attitude and remain 
positive, doubts such as,  I can’t do this alone, no 
one else understands what I am going through, or 
I’m sick too , arise. Adult children, especially those 
in the “club sandwich” generation report feeling 
overwhelmed. Families express frustration that no 
one has explained what to do next, what comes 

next or what the action steps are they are supposed 
to take now. They often have questions about the 
length and projection of the illness, which can be 
down played by some practitioners. They may be 
confused about the effi cacy cost or side effects of 
medications and treatment. After the appointment 
where diagnosis is given, caregivers may leave, 
not understanding that they are dealing with a long 
term, terminal illness. Unfortunately, families may 
not fi nd out about resources such as the Alzheimer’s 
Association until they have already experienced 
these situations. Hopefully, with advice from 
friends, clergy or health care providers, families 
reach out for the education and support that they 
will now need. 

      

        Using Community Education 
and Support Resources 

 Caregivers differ in their approach to accessing 
community education and support resources. 
They also differ in the relative value that they 
place on utilization. Some families may choose 
to “handle it on our own”. Others want to take 
full advantage of everything that is available 
[ 44 ]. One challenge for careers is the enormous 
amount of ever changing information about 
both the disease as well as treatment protocols. 
For example, information for families dealing 

with stroke, Parkinsons disease and AD related 
dementias may have to select among a vast array 
of information and education opportunities. 
Other caregivers such as those dealing with more 
rare dementias such as supranuclear palsy, Lewy 
body, Down syndrome associated dementia or 
frontal temporal lobe dementias may lack access 
to resources specifi c to their needs. Family mem-
bers of younger onset individuals, affected by 
any type of dementia often feel that the informa-
tion is skewed to an older population. Other real 
or perceived barriers may be living in a rural 
community, or technology limitations since many 
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resources are now accessed or delivered online. 
Although some services for caregivers like sup-
port groups have been around for years, families 
may perceive attendance as one more task on 
their “to do” list. They may also have diffi culty 
having someone stay with their loved one while 
they are out to attend education programs or they 
cannot use respite because their loved one is 
unaccepting of anyone else in the home. There is 
insuffi cient research about receiving information 
alone i.e., online, versus at an in person education 
or support group. Some families may perceive 
that they already know everything because of a 
previous caregiving experience thus missing out 
on newer services or technology supports.  

    Caring at Home-Community Care 
Services 

 When asked, most elders as well as their family 
members state they (the elder) prefers to remain 
at home or in the home of a family member. 
According to the Pew Research Center [ 45 ], 
22 % of older women and 16 % of older men 
reside in multigenerational households. Families 
become increasingly aware that their loved ones’ 
decreased insight and judgment, poses many 
challenges for living totally alone. Home health 
care is more readily available to families, but 
vary in quality. More expensive private home 
care companies are innovating to provide more 
ala carte services such as pet care, transportation 
and hair care services. But the growing expense 
to families of providing in home oversight, to a 
live alone elder with cognitive impairment, is 
either unaffordable or does not provide the total 
piece of mind caregivers need. 

 According to Mollica [ 46 ], families often 
select home care fi rst in hopes of avoiding moving 
to long term care and to lower costs. Caregivers of 
persons with dementia are often advised to avoid 
changes, maintain a familiar environment to retain 
a sense of lifestyle continuity. Services in the 
home may fi t these criteria for varying periods of 
time. A family member residing with the memory 
impaired person, may decide that home care can no 
longer address increasing “nocturnal wandering”, 
severe incontinence and other symptom related 

behaviors such as aggressivity. In addition to 
fi nancial and safety concerns the person with 
dementia may eventually lack of recognition and 
trust of the caregiver (family and/or paid). 
Families then ask:  Where should my loved one 
with AD/dementia live? Is my loved one’s home or 
my home still appropriate? What is the practical-
ity or fi nancial impact of assuring in-home care is 
a safe, accessible environment for later stages of 
disease? Are family and other resources suffi -
cient and proximate enough to sustain living at 
home? Should I relocate my loved one to a care 
center for more support?  Asking these diffi cult 
but necessary questions, can cause stress for fam-
ilies or create confl ict and divisions diffi cult to 
repair. This is when other options of care can be 
considered.  

    Care Management 

 Care management services broker and coordinate 
needed supports for family members caring for 
persons with dementia. While this is a growing 
resource, many families do not know about care 
management or cannot afford it. Care manage-
ment may be delivered to carers from public, pri-
vate non-profi t, private for-profi t or hospital, 
social services or home care affi liated organiza-
tions. Since care management is referred to by a 
number of names such as case coordination, case 
management or transitional care services, it may be 
confusing for some family members to identify. 
Long distance caregivers may be more likely to 
use this type of assistance to coordinate care and 
decisions about their loved one with dementia. 
Since awareness of case management resources 
is low among family members, they may feel 
guilty or inadequate if they have not discovered 
this resource earlier in the disease process. Use of 
care management represents another affordabil-
ity decision at a time of scarce resources. Geriatric 
care managers provide initial assessments and 
assistance with care of a loved one including 
crisis management, interviewing in-home helpers, 
or assisting with placement in a long term care 
community. The evidence base for the effi cacy of 
care management services is being established. 
Some family members may feel they do not need 
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this outside assistance or should be providing all 
the care coordination themselves. Older spouses 
may not be comfortable using this relatively 
“new” service to support them in their caregiving 
role. This may change as medical homes and 
transitional care services are becoming a more 
entrenched standard of care.  

    Adult Day Care 

 Adult Day Service (ADS) centers offer a wide 
range of services for the person with dementia 
who lives in a private home. Typically ADS is 
sought by caregivers who are concerned about 
leaving their loved one at home alone. Or, it is 
often a great resource for improved social inter-
action or respite for the caregiver. For the care-
giver of a person with dementia, running errands, 
spending social time with friends, or even per-
sonal hygiene can suffer because of the need for 
24/7 supervision of their loved one. ADS can pro-
vide a break so that the caregiver can tend to 
needs that might otherwise not be possible. 
Family caregivers show an increase in the benefi -
cial stress hormone DHEA-S on days when they 
use an adult day care service for their relatives 
with dementia, according to researchers at Penn 

State and the University of Texas at Austin 
(2014). While many families may have guilt 
about their loved ones it can be an essential piece 
to caring for the caregiver. 

 The Adult Day Centers also benefi t the person 
with dementia. The increased social interaction, 
physical activity, and cognitive stimulation can 
improve the general welfare of the person with 
dementia. In contrast, ADS participants are more 
likely to experience behavior problems and poor 
sleep on days when they remained at home [ 47 ]. 
ADS programs are expanding and improving 
their models of care to meet the needs of people 
with dementia. They should be considered as a 
promising resource.  

    Assisted Living 

 Family caregivers may perceive the need for 
assisted living during the mid to later course of 
their family members’ illness. It is diffi cult to tell 
whether a parent, another family member or 
loved one needs more help. The following warn-
ing signs in the following fi gure have been sug-
gested as indicators that additional formal support 
such as assisted living may be appropriate for an 
adult with cognitive impairment. 
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    In the U.S., each state has its own defi nition or 
specifi c licensing requirements for assisted liv-
ing. Families may be uncertain about the services 
provided for a loved one in any level of care. 

 For example other common names for assisted 
living include:

•    Residential care  
•   Board and care  
•   Congregate care  
•   Adult care home  
•   Adult group home  
•   Alternative care facility  
•   Sheltered housing    

 One of the challenges families confront when 
making a relocation decision on behalf of a rela-
tive with dementia is understanding the differ-
ences among a general assisted living community, 
a memory care assisted living and a nursing 
home. Assisted living models of all kinds have 
been on sharp rise in the last two decades a while 
the once phenomenal growth in nursing home 
beds has decreased by 7 %. Often their percep-
tion is more favorable towards assisted living as 
they may believe it is a more intimate, cost effec-
tive and homelike environment. Choosing the 
“correct” level of care may be diffi cult due to a 
number of factors. First, families may be in denial 
about their loved ones progressive care needs. 
Some assisted living is all inclusive in terms of 
fees and supports an aging in place model. 
Families, however can be surprised if there has 
not been full disclosure about the extent to which 
a residential care setting will go, to care for a 
demented person’s behaviors and physical care 
needs. Caregivers can experience disruption of 
multiple moves. They may believe a general 
assisted living facility (ALF) will be the fi nal 
transition to be made by their loved one. Later, 
they may be informed that mom or dad needs a 
memory support program located elsewhere [ 48 ]. 
Then fi nally, at the last stage of the Alzheimer’s 
journey, when a loved one is at their frailest or 
most confused, families are confronted with yet 
another move to a skilled setting. Zimmerman 
and Fletcher [ 49 ] have documented that the emo-
tional factors for families using a skilled or ALF 
alternative are more alike than different. Family 

guilt may be heightened, as well as exhaustion 
and fi nancial duress increased, when multiple 
moves are required due to lack of initial aware-
ness of levels of care. ALF families may spend 
more time in dialogue with physicians, monitor-
ing fi nances and taking their loved one out 
socially. Caregivers using skilled settings for 
their loved ones spend an equal amount of care-
giver energy monitoring changes in physical sta-
tus and communicating with multiple levels of 
staff involved in their loved ones care. In both 
assisted living or skilled nursing settings, care-
givers report using their time to advocate for 
quality of life and providing activity focused vis-
its. Carers express feelings of relief related to 
decreased demands for physical care interven-
tions with their loved ones. New roles become 
available. As some families who are frequent 
visitors network with other families; take an 
interest in those other families’ loved ones, and 
form meaningful relationships and alliances. 
More often however, families visit at their conve-
nience, focus on their loved ones needs, interface 
only with their loved one and perhaps with staff 
and remain somewhat isolated in their roles. 
Guilt, grief, loneliness, relief and ambiguous 
mourning are often the sentiments expressed by 
family members who move the person with 
dementia to any level of care. 

 Discrete memory care settings have emerged 
since the late 1990s. Families using these settings 
may experience more understanding and feelings 
of assurance from staff specifi cally trained in 
dementia care. They may also have had pre- 
existing relationships with other families through 
support groups or Alzheimer’s Association pro-
grams and may be better educated about the dis-
ease process leading them to seek out these 
specialized care settings. Once the immediate 
physical care needs are addressed through place-
ment, families may have attended to the legal, 
fi nancial and end of life decisions. If not, place-
ment will prompt these discussions. Some set-
tings stress the availability and desirability of 
hospice as the next option in the Alzheimer’s 
course. But many families who are exhausted by 
decisions and transitions still may not be as pre-
pared as desirable for the last set of decisions 
they may have to make for their loved one [ 50 ]. 
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        Hospitalization 

    They fall asleep in a world they know and wake up 
in a world of pink coats and green coats, bright 
lights and unfamiliar faces  

   Hospitalization can be a frightening time for both 
the person with dementia and their caregiver. 
Often it is not the Alzheimer’s symptoms that 
bring a person with dementia to the hospital. 
People with dementia can have many comorbid 
conditions that often result in hospitalization 
[ 51 ]. It has been documented that hospital staff in 
general are not educated about the special needs 
of people with dementia during hospitalization. 
Table  5  shows results of a small but recent study 
examining the preparedness of hospital staff to 
meet the special needs of the patient with demen-
tia. As indicated in the table, even though the 
staff report that more than 32 % of their patients 
have dementia, the majority of staff have had no 
specifi c education about how to meet these spe-
cial needs. As caregivers, it can be challenging to 
understand the complex and often chaotic world 
of the hospital. Staff may not recognize the 

 persons’ dementia and then may not initiate 
 contact to update information and communicate 
appropriately with caregivers in addition to the 
primary “patient”. This leaves families feeling 
uniformed and helpless.

   There was no one around. I couldn’t even leave 
mom long enough to go to the bathroom.  

    Families may expect hospital staff to be 
knowledgeable about dementia and appropriate 
approaches toward care. The discrepancy between 
the perceptions of the family caregiver and the real-
ity of hospital staff skills is clear. Consequently, 
hospitalization for the person with dementia, and 
their care partners is extremely stressful. While 
staff education is essential to shifting this para-
digm, families can engage as advocates for their 
loved ones. Caregivers want to understand their 
role at the hospital. Most are the primary caregiv-
ers and feel responsible 24/7. So, now that their 
loved one is in the hospital: What is their role? 
There are many questions inherent to hospitaliza-
tion. Families often wonder about when they are 
allowed to be present, about restraints, medication 

J. McGillick and M. Murphy-White



209

changes and about changes in the patients’ level of 
independence. They may not feel empowered to 
address questions or concerns with health care pro-
viders such as hospitalists or know ways to make 
hospitalization more successful. Caregivers are so 
focused on trying to get current medical informa-
tion that they may be slow to ask questions about 
what kind of care of care they need to provide or 
coordinate when their loved one leaves the hospi-
tal [ 51 ]. Returning home can be an area of concern 
and stress on a family caregiver dependent upon 
the changes that the person with dementia experi-
enced during hospitalization. Carers may question 
and worry about whether the hospitalization has 
moved them closer to needing nursing home care 
for their loved one. Hospitalization ideally may be 
an opportunity for families to gain greater insight 
onto their loved ones needs, current medical infor-
mation and support for making short term and 
long term arrangements for care. as hospitals place 
greater emphasis on transitional care planning.

      Family Participation in Dying Process 

 The demands of caregiving may intensify as peo-
ple with dementia approach the end of life. In the 
year before the person’s death, 59 % of caregivers 
felt that they were “on duty” 24 h a day, and many 
felt that caregiving during this time was extremely 
stressful. One study of end of life care found that 
72 % of family caregivers said that they experi-

enced relief when the person with dementia died 
[ 52 ]. Consequently, preparing for this stage of the 
disease is essential. In a caregiving journey that 
can last 8–12 years, most carers are depleted in 
many realms by this stage of the disease. 
Preparing for death of a person with dementia is 
variable amongst caregiving families. Family 
members may be dealing with a loved one who 
has given consideration or made explicit plans 
about their end of life wishes. According to   www.
conversationproject.org    , 60 % of people say that 
making sure that their family is not burdened by 
tough decisions is “extremely important”. Yet, 
56 % have not communicated their end of life 
wishes [ 53 ]. Care partners of someone in the very 
early stages of Alzheimer’s disease ideally make 
it a priority to have that diffi cult conversation 
while the person is still able to express their 
wishes. As the person declines, it can be a great 
comfort to the person with dementia and their 
care partners to know that their wishes regarding 
end of life care are clear and will be respected. 
Advance directives are the legal document that 
once signed and witnessed, express the details of 
what a person wants at the end of life. While 
forms can be free and are easily accessible online, 
families should have them reviewed by an elder 
law attorney. Unfortunately, many people miss 
the opportunity to know or understand the wishes 
of their loved one with dementia. There are still 
ways to prepare for end of life decisions. 
Caregivers can consider the things they know 

   Table 5    Hospital staff education   

 Participants (540)  Mean 

 Age  45.7 

 Years of practice  17.6 

 % of Patients >65 years  66.9 

 % of Patients with Dementia  32.4 

  Staff reported amount of Dementia-related care education  

 None  176 

 <3 h  136 

 >3 h  58 

   Adapted from Alzheimer Dis Assoc Disord. 2010 Oct–Dec; 24(4): 372–379. 
doi:   10.1097/WAD.0b013e3181e9f829      
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from the past about the person with dementia. 
How have they handled other illness? What have 
they said, possibly to or about others, during con-
versations about death or dying? It is important 
for the caregiver to fi nd support, both personal 
and professional, during this stage of the disease.  

    Hospice 

 Hospice can be a positive option not only for the 
person with dementia, but also their caregivers. 
There are many cultural norms and beliefs sur-
rounding the use of hospice care by dementia 
caregivers. Some families believe hospice 
equates to “giving up on” the person with demen-
tia or hastening their death. Some may even 
equate the use of hospice as a death wish [ 54 ]. 
Other families believe, that because hospice is 

typically reserved for those with 6 months or less 
to live, it is not a viable option for their loved one 
with Alzheimer’s disease. It is important for care-
givers to talk with healthcare providers about 
hospice even before the need becomes evident. 
Families engaged in a hospice program report 
many perceived advantages to the program [ 55 ]. 
Other families refl ect that waiting until too near 
death may be a missed opportunity for the person 
with AD/related dementias to experience a digni-
fi ed death. The hospice focus on palliative care 
can be a great relief for caregivers as they see 
their loved one more comfortable. Hospice also 
offers caregivers signifi cant support through 
death preparedness and grief counseling. Many 
hospice programs offer unique services such as 
chaplaincy, music therapy, aromatherapy and pet 
therapy to aid in celebrating the dignity of the 
dying person with dementia. 

      

        Family as Advocates 

 Merriam-Webster defi nes an advocate as, one 
that supports or promotes the interest of another. 
Caregivers of a person with dementia are thrust 
into the role of advocate in so many ways during 
the entire course of the illness. At some stage 
people with dementia are no longer able to 
express their wishes. Caregivers, become the 
advocates to meet this need. 

 Advocacy on medical issues may start for the 
caregiver even before diagnosis. Caregivers are 
often helping the person with memory concerns 
manage existing chronic conditions and obtain an 
accurate diagnosis. This may require multiple 

long offi ce visits and being persistent to get the 
attention of medical personnel. As the needs of 
the person with dementia change, caregivers will 
advocate for appropriate medications, living 
arrangements and services. Possibly the most 
important medical advocacy comes at the end of 
life when a caregiver needs to make sure that the 
person’s wishes are upheld and respected. 

 Socially, caregivers play a big role helping the 
person with dementia maintain relationships and 
navigate the outside world. Social isolation is a 
common report of caregivers. Friends and other 
family members may withdraw from contact due 
to a lack of understanding or discomfort [ 56 ]. 
Yet, social interaction can be very good for a 
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 person with dementia and so caregivers may have 
to advocate by educating and making friends feel 
more comfortable around the person with demen-
tia. Additionally, it may not be apparent that a 

person has dementia simply by their appearance. 
Consequently, service staff at restaurants or gro-
cery stores may not understand the behavior or 
social limitations of the person with dementia. 

      

    Political advocacy is essential to educating the 
regulators and policy makers about dementia and 
the needs of those with the disease [ 57 ]. Many 
organizations work at the local and federal levels 
to meet with politicians to gain fi nancial support 
for research and services. Caregivers have a per-
sonal story to share with these law makers that 
can impact future care and fi nding a cure.   

    Refl ections on Burden Versus 
Privilege of Caregiving 

 Caregivers of persons with dementia vary in their 
perceptions of burden versus privilege based on 
the many factors mentioned in this chapter. This 
includes long held views on reciprocity, ethni-
cally infl uenced values, culturally accepted prac-
tices and the pre/post disease relationship to the 
affected individual. The ability to resolve, com-
partmentalize, integrate, and respond to, what 
may be a 20 year journey with a confusing dis-
ease process, may differ based on social, fi nan-
cial and spiritual resources available to caregivers. 
Many studies have shown that Alzheimer’s dis-
ease and related disorders’ caregivers, suffer 
from depression and other adverse physical and 
psychological repercussions. There have been 
encouraging studies on the effects of comprehen-
sive support programs on depression in caregiv-
ers. A myriad of psychosocial and educational 
intervention programs (as will be explored in 
subsequent chapters), can support the primary 

caregiver and family members over the entire 
course of the disease in ways that ameliorate the 
potential negative effects of caregiving. Models 
include individual and family counseling avail-
able 24/7, enrollment and participation in 
research trials, socialization programs and sup-
port group participation. Programs pioneered by 
Alzheimer’s Associations and Alzheimer’s 
Disease Research Centers across the United 
States, for affected individuals and their family 
members, have been shown to positively impact 
the excess burden associated with caregiving. 
Studies have shown that caregivers engaged in 
these interventions were signifi cantly less 
depressed than those in the not so engaged in 
similar services,. These results suggest that 
enhancing long-term social support can have a 
signifi cant impact on negative consequences of 
caregiving. Factors infl uencing caregiving 
experiences in the future include the availability 
of normalization and socialization opportunities 
for caregivers to share with their loved one, cre-
ative use of technology to support safety and 
societal acceptance of memory impaired persons. 
The social isolation and stigma experienced by 
caregivers even a decade ago, is being replaced 
with a more accepting attitude toward cognitive 
impairment. Normative experiences with neuro-
logical diseases are now shared among “Baby 
Boomers” and the availability of more person- 
centered and dignifi ed care settings to care for the 
memory impaired, may remove some of the guilt 
associated with using long term care options. 
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 It usually takes time and refl ection for families, 
in the throes of physical caregiving, to integrate 
the emotional experience and accept the entirety 
of the caregiving experience as a privilege. When 
this acceptance occurs caregivers report positive 
feelings of re-engagement with a parent in a new 
and different way; a sense of fi delity toward a 
spouse or the ability to celebrate the newly found 
skills living in the moment with a memory 
impaired loved one. Families express gratitude 
for the strengths they were able to tap to take care 
of someone living with dementia and express 
pride in the lesson the situation served for future 
generations and younger members within the 
family. An indicator of this is the burgeoning lit-
erature written by caregivers about their experi-
ences. The attitudes toward the caregiving 
experience are, as one would expect, largely infl u-
enced by pre-existing life views and life’s stories 
as well as the need family member have to repay, 
reward or resolve their prior familial relationship 
with the person with dementia. Caregiving 
remains rich investigative territory for gerontolo-
gists, social and health care researchers in decades 
to come as the “Boomers” experience and engage 
in the “Age of Dementia” and await long antici-
pated cure.  

    Discussion Questions 

     1.    Are family members better equipped to assume 
caregiving roles?   

   2.    Is caring for a person with dementia any dif-
ferent than any other caregiving role?   

   3.    What are some of the most promising 
resources caregivers can utilize to create an 
optimal quality of life caregiving experience?         
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