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In late August, BIAMD staff attended the Home and Community Based Services (HCBS) Conference in 

Baltimore, MD. It was exhilarating to learn about cutting-edge programs from around the country and connect 

with other professionals doing important work in the traumatic brain injury, disability, and older-adult 
communities.  

Among the collection of thought-provoking presentations, Dr. Jean Accius, Vice President of the Long-
Term Services and Supports and Livable Communities Group within the AARP Public Policy Institute,  
presented a study he co-wrote, Home Alone Revisited: Family Caregivers Providing Complex Care. Dr. 

Accius’s new study expands the landmark Home Alone (2012) study, which was the first national study 
documenting how family caregivers are managing medical/nursing tasks – such as administering medications, 

changing dressings, and other tasks usually performed by medical professionals. Upon its release, Home Alone 
(2012) evoked strong responses from family caregivers, who began actively campaigning for the Caregiver 
Advise, Record, Enable (CARE) Act. Additional impacts of the 2012 study included collaborations with the 

National League for Nursing (NLN) and American Journal of Nursing as well as inclusion of complex tasks in 
the National Academies of Science, Engineering and Medicine’s study of family caregivers. 

Through BIAMD’s toll-free hotline, staff receive thousands of calls each year from TBI survivors, 
family members, caregivers, and professionals who are looking for information and resources about TBI. Many 
calls are from family members and caregivers who are struggling with the complex task of caring for someone 

with a TBI. Given BIAMD’s constant communication with family members and caregivers, attending Dr. 
Accius’s presentation was of particular interest to our case management team.  

Home Alone Revisited affirmed the findings of the 2012 study and built additional insight. It highlighted 
diversity issues by gathering multicultural data and exploring generational differences. Preparing special diets, 
managing incontinence, and controlling pain were added to the tasks explore. While the new multivariate 

analysis did not draw conclusions about trends, it did determine prevalence of caregiving issues and paid greater 
attention to resources, social isolation and outcomes. Here is a summary of the major findings: 

 
Finding #1: Today’s caregivers provide intense and complex care, including medical/nursing tasks and 

managing multiple health conditions that are often accompanied by pain. 

Half of family caregivers report performing medical/nursing (M/N) tasks for individuals with physical, 
cognitive, and behavioral health challenges. This care is a huge time commitment and responsibility, as they 

spend more than twice as many hours per week providing care than caregivers who do not perform these tasks. 
Those who perform M/N tasks are three times as likely to spend more than 20 hours per week, and more than 
twice as many hours providing care per week. Over two thirds of family caregivers who perform M/N tasks face 

the practical and emotional strain of managing pain. Additionally, most caregivers reported having to teach 
themselves these M/N tasks. 

 
Finding #2: Today’s caregivers are diverse and so are their experiences. 

Family caregiving is increasingly impacting millennials, as they make up 1 in 4 family caregivers. The 

age of the family caregiver predicts the unique challenges that they face as well as their outlook on these 
challenges. For example, Millennials (born between 1981 and 1996) and Generation X (born between 1961 and 

1981) caregivers are more likely than older generations to worry about making a mistake, paying for care, and 
communicating with care staff. By contrast, Boomers (born between 1944 and 1964) are more likely than 
younger generations to feel performing medical/nursing (M/N) tasks eases their worries about their family 

member’s condition. More Boomers and Generation X caregivers than Millennials feel they are making an 
important contribution to their loved one’s life. Millennials and Generation X caregivers are more likely than 

the Silent Generation (born between 1925 and 1945) to feel that performing these M/N tasks offers them new 
skills they can apply to other areas of their life.  



Caregivers are also culturally diverse. Non-white family caregivers are more likely to experience strain 
and worry about making a mistake, regardless of income. While they perform M/N tasks at similar rates to 

whites, the impact of income and emotional strain differs greatly by race and ethnicity. For example, non-white 
family caregivers are more likely to worry about making a mistake, regardless of their income, while white 

family caregiver levels of worry decrease as their income increases. 
 
Finding #3: Caregivers who are socially isolated or have no choice about caregiving are more at risk for 

experiencing difficulties with complex care. 
Social isolation compounds family caregivers’ difficulties with performing these tasks, regardless of 

their generation or cultural group. They experience more stress in coordinating with health care professionals, 
are more likely to feel the pressure of constantly watching, and experience more strain, depression, sleep 
disturbance, and poor health, among other issues. Despite the technical savvy of their generation, Millennial 

caregivers are the most isolated. When compared to other age groups, twenty percent of millennials do not see 
any friends in a given month. Across racial groups, African American caregivers are most at risk of social 

isolation and less satisfied with the quality of their social life.  
 Most family caregivers who perform medical/nursing (M/N) tasks feel they have no choice. About a 
third feel pressured from themselves, the care recipient, another family member, or a physician or nurse. 

Women were more likely to feel pressure from family members. Chinese caregivers were more likely to feel 
they have no choice and family pressure. Blacks/African Americans and Hispanics/Latinos were more likely to 

indicate culture or religion influencing their decision. The older the caregiver, the less they feel they have a 
choice. 
 

Finding #4: Caregivers performing more medical/nursing tasks experience both positive and negative 

impact. 

Almost half of family caregivers who perform complex care are afraid of making a mistake – reporting 
constant vigilance, greater stress, and navigating multiple professionals and suppliers. The more complex the 
task, the greater the emotional impact. Seventy five percent of caregivers’ experience aspects of strain 

sometimes or more frequently. Almost half of medical/nursing (M/N) caregivers feel down, depressed, or 
hopeless compared with one third of caregivers who do not perform M/N tasks. Higher caregiver strain is 

associated with being younger, being female, providing care to a parent or grandparent, and caring for an 
individual who has multiple conditions. The more M/N tasks they perform, the more caregivers feel they are 
keeping their family member out of a nursing home. Respondents also reported some positive effects on their 

quality of life – including the feeling of making an important contribution, being closer to the care recipient, and 
learning new skills. 

 
Finding #5 -Many family caregivers are still on their own and health systems should do more to prepare 

these vital members of the team. 

Caregivers are largely on their own in learning how to perform medical/nursing (M/N) tasks that they 
find difficult, such as managing incontinence and preparing special diets. Seventy five percent of family 

caregivers learned special diets independently, reporting challenges such as a high time demand and major 
adjustments in routine. Seventy five percent of family caregivers also learned to manage incontinence on their 
own. Incontinence was rarely discussed, rated more difficult than other tasks, and rated as embarrassing for both 

caregivers and care recipients. Three out of 5 caregivers whose family members were hospitalized in the past 
year report that they received instruction on how to perform M/N tasks, but more work needs to be done in 

identifying family caregivers and giving them timely notification of hospital discharge. 
 
Recommendations and a Call to Action 

 While the results of this study are sobering, they raise awareness about the impact of complex 
caregiving tasks on families. The writers conclude the study with recommendations for how all sectors of 

society can make a difference for family caregivers. Awareness of these issues must be shared among the 
general public, health care professionals, health care delivery systems, and policy makers. Updating assessment 
tools for family caregivers to include medical/nursing (M/N) tasks captures the complexity of care and provides 



an opportunity for these caregivers to be included in person-centered plans of care. Health care and social 
service professionals can better serve family caregivers by eliciting and responding to their concerns, offering 

them instruction, recognizing their diversity, and conducting proactive outreach. Professional education 
programs must prepare health and social service professionals to provide this increased level of care. 

Community-based organizations can also provide more targeted resources for family caregivers. Moving 
forward, further research is needed to generate evidence-based solutions for supporting family caregivers. 
 

Click Here to read the full report. For more information and questions, contact Dr. Jean Accius at 
jaccius@aarp.org 
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