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The Demand for 
Informal Caregiving
SOME PROJECTIONS…



Population Aging—The Boomers
In 2010 Baby Boomers turned 46-64 years old

By 2030 all of the Boomers will be 65+

Some startling projections:

92.0 million: Projected population of people 65 and older in 2060. People in this age group 
would comprise just over one in five U.S. residents at that time.

2.4 million: Projected number of baby boomers in 2060. The youngest baby boomers will be 96 
years old.

2056: The year in which, for the first time, the population 65 and older will outnumber people 
younger than 18 in the U.S.



Boomers and Health
What will Boomers look like as they age?

◦ Healthier than previous age cohorts

◦ Longer life expectancy: 83 overall

◦ More chronic disease and conditions
◦ Lots of concern about morbidity…active life expectancy



Increasing Demand for Care
2000—10 million people >65 needed some assistance to remain in the community

◦ 2020—15 million

◦ 2030—21 million

30% of people over 65 will have activity limitations that require some assistance by 2030
◦ 20% of this group will have severe ADL limitations

These changes will require both formal and 

Quadagno 2011



Social Dimensions of 
Caregiving



Social Gerontology
Sociology is the scientific study of society. 

Gerontology is the scientific study of the biological, psychological, and social aspects of aging.  

Social gerontology is a sub-field of gerontology.
◦ We’re mainly concerned with the social, rather then the physical or biological, aspects of aging.

◦ How are caregiving social in nature? 

◦ How does caregiving matter for families, work, social relationships?



Informal Caregiving & Long Term Care
Unpaid assistance provided by family, friends, and neighbors in areas of ADLs and IADLs

Caregivers are parents, spouses, partners, sons, daughters, grandparents and other family 
members.

LTC are services to help people with chronic conditions compensate for functional limitations 
◦ Most often ADLs and IADLs, not intensive medical care

◦ Most long term care is provided by families



Families & LTC
Families provide 70-80% of in-home care for elder relatives with chronic impairments

75% of those 65+ w/ chronic disability rely on family and friends for ADLs and/or IADLs
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Quadagno, 2014



Who Are the Caregivers?
14% of the U.S. adult population provide unpaid care for an adult, or 34.2 million people

Caregivers are predominantly women (60%) and are on average 49 years old. Spend 50% more 
time caregiving than men do, on average.

Average 20 hours of care per week

Most care for a relative (86%), most often a parent (36%)

70% of caregivers care for someone over age 50

22% are caring for someone with Alzheimer’s or Dementia

14% provide care, over and above regular parenting, to a child with special needs

Caregiving lasts an average of 4.6 years

National Alliance for Caregiving & AARP, 2015



AD & Dementia Caregivers
About 15.7 million adult family caregivers care for someone who has AD or other dementia.

The economic value of the care provided by unpaid caregivers of those with AD or other 
dementias was $217.7 billion in 2014.

Primary family caregivers of people with dementia report an average of 9 hours per day 
providing help to their relatives.

Family and other unpaid caregivers of people with AD and other dementias provide an 
estimated 21.9 hours of care per week.

AD and dementia caregivers provide care on average 1-4 years longer than caregivers caring for 
someone with an illness other than AD. They are also more likely to be providing care for five 
years or longer.

Alzheimer's Association. (2015). 2015 Alzheimer's Disease Facts and Figures.



Gender & Caregiving
Women comprise over 60% of family caregivers to elders

Over 50% of all women provide such care at some point in the life course

40% of primary caregivers are men

In general, men tend to be secondary caregivers

Men and women feel equally obligated to care for their parents, but how they do caregiving is 
different



Employment & Caregiving
More than ½ of women caring for elderly relatives work outside the home.

◦ And nearly 40% are still raising children of their own
◦ The Sandwiched Generation

Financial challenges for many women workers/caregivers: lost wages from reduced work hours, 
time out of the workforce, family leave or early retirement



Caregiver Burden & Costs
Combining multiple roles.

◦ Benefits and difficulties?

◦ Consequences?

Caregiver burden relates to the management of caregiving tasks

Caregiver stress relates to the physical and emotional strain



Caregiving & Social Relationships
Caregiving impacts parent-child relationships

◦ Can be mutually rewarding

◦ Rewarding but also costs, tensions

◦ Few rewards, frequent costs

Caregiving impacts sibling relationships
◦ Tensions

◦ Possibility of both positive and negative effects

Caregiving impacts marital relationships
◦ Reduced time together, energy too. Positive outcomes too?

Caregiving can even impact relationships with grandchildren



The Caregiving Context
The extent to which caregiving is experienced as burdensome depends on:

◦ The extent of socioemotional support

◦ Possible co-residence

◦ The saliency of the role

◦ The timing in one’s life course

◦ Coping mechanisms used

◦ Sense of mastery

◦ Cultural values and beliefs



Dementia Caregiving



Sociological Approach to Dementia 
Social Determinants of Health Perspective—how social factors influence health over the life 
course

◦ Structural determinants and conditions in which people are born, grow, work and age

◦ Economic stability, education, neighborhoods, the build environment, health care, and social and 
community context

Dementia probably develops as a result of complex interactions among
◦ Age

◦ Genetics

◦ Environment

◦ Lifestyle 

◦ Coexisting medical conditions

Alzheimer’s Association, 2015, https://www.alz.org/alzheimers_disease_causes_risk_factors.asp



Dementia Caregivers: Challenges
Physical, financial, psychological challenges

◦ $10.2 billion additional annual health care costs (2015)

◦ 60% rate emotional stress as high or very high

◦ 40% suffer from depression

Alzheimer’s Association. 2016 Alzheimer’s Disease Facts and Figures.



Dementia Caregivers: Managing Burden
UNLV student research project—Al Huerta

Research question: How can informal caregivers of Alzheimer’s patients reduce their burden and 
maintain their family bonds? 

Methods: interviews with former and current caregivers, elder law attorney, social worker, 
memory care community director

Al Huerta, 2018



LMC Model for Informal Caregiving
Legal Planning—medical/financial power of attorney, living will/advanced directives, timeline 
for nursing/memory care

Proper Mindset—desire to assume caregiving role, understanding changing role between 
caregiver and patient, eagerness to experience life fully with patient

Coping Strategies—outreach to social agencies for referrals to programs/support, education 
about disease and methods for managing caregiving, communication with family/friends for 
help

Implications: Earlier discussion in families, openness with friends and family about diagnosis, 
education of primary care doctors, funding of awareness campaigns, proliferation of caregiving 
stories

Al Huerta, 2018



Are We Ready?
THE DEMENTIA PREPAREDNESS IN NEVADA PROJECT



Assessing Dementia Preparedness in 
Nevada
Collaborate with Cleveland Clinic, Lou Ruvo Center for Brain Health, Patient and Family Services 
Department

Two main goals:

Assess the sociodemographic characteristics of people with dementia and their caregivers

Assess the level of dementia care preparedness in the greater Las Vegas area



Demographics: 
Patient Characteristics (n=833)

All Women Men

Gender 460 
(55.2%)

373 
(44.8%)

Age (mean) 79.6 79.9 79.3

White 653 
(78.4%)

354 299

Black 79 
(9.5%)

46 33

Other 59 
(7.1%)

34 25

Missing 42 
(5.0%)

26 16



Patient characteristics 
G30.0 G30.1 G30.8 G30.9

Diagnosis Alzheimer’s 
disease with
early onset

Alzheimer's 
diseases with 

late onset

Other 
Alzheimer’s 

disease 

Alzheimer’s 
disease,

unspecified 

Women 40 147 14 259

Men 27 100 9 237

Total 67 247 23 496
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Patient’s ZIP code
Greater Las Vegas Legend
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Geographic Reach
Distance from good treatment facility

◦ Other possible barriers: economic, social, psychological 

Access to quality treatment
◦ Possible disparities 

◦ Socioeconomic Status 

◦ Rural/Urban



Assessing Dementia Preparedness: 
Individual Level
Preparedness has a protective effect for dementia caregivers

More “prepared” dementia caregivers experience…

Higher caregiver 
rewards, better 
mental health

Roll strain

Shyu et al. 2010. J Nursing Research
Yang et al. 2014. Int J Nursing Studies



Dimensions of Preparedness
Self-efficacy: confidence in ability to manage ADLS/IADLs prepared to take care of family 
member’s physical needs? 

Caregiving mastery: positive view of one’s ability and ongoing behavior during the caregiving 
process

Planning for future needs

Caregivers’ familiarity with formal services

Preparedness positively interacts with mutuality (caregiver/receiver relationship quality)

More preparedness +  more mutuality = less negative impact of high demand caregiving

Low preparedness + low mutuality = more negative impact of even low demand caregiving



Assessing Dementia Preparedness: 
State Level
Dementia Friendly America Initiative 

Need a valid assessment tool to measure preparedness

State-wide survey to understand current level of preparedness

Inform future research:
◦ How prepared are Nevadans?

◦ Any subpopulations at risk of low preparedness?

◦ Policy implications?
◦ Future caregiver education

◦ Resource allocations



Next Steps
Develop assessment tool

Implement it in Nevada using representative data, large scale survey


