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The first resolved clause of resolution 14-F19, Reviewing Literature on the Impact of Informal 2 
Caregiving on Healthcare Outcomes, was referred to the Health and Public Policy Committee 3 
for implementation with input from the Clinical Guidelines Committee (CGC) and the Ethics, 4 
Professionalism, and Human Rights Committee (EPHRC). The second resolved clause was 5 
referred to the Education Committee while the third resolved clause was referred to the Patient 6 
and Interprofessional Partnership Committee. 7 

RESOLVED, that the Board of Regents review the literature regarding family and 8 
informal home-based caregiving as it impacts health outcomes, and summarize the 9 
evidence regarding caregiver education and training, well-being, and the impact of 10 
findings on patient outcomes; and be it further 11 

RESOLVED, that the Board of Regents develop a strategy to inform and educate 12 
internists on the importance of and best ways to support family and informal caregivers, 13 
including existing certification programs and education; and be it further 14 

RESOLVED, that the Board of Regents develop guidance, best practices and tools for 15 
physicians to use in consultation with patients and their caregivers that aligns with 16 
patient and caregiver needs. 17 

BACKGROUND ON INFORMAL AND FAMILY CAREGIVING 18 

Informal caregivers can be defined as an individual providing some form of unpaid and 19 
continuous assistance completing activities required of daily life for someone with a chronic 20 
illness or disability.i Schulz and Tompkins identify three general types of informal caregivers: 21 
children with chronic illness/disability cared for by young adult parents, adult children with 22 
mental or physical disability cared for by middle-aged parents, and older adults cared for by 23 
spouses or middle-aged children.ii The average informal caregiver in the U.S. skews middle-age, 24 
female, college educated, employed, and averages more than 20 hours per week in unpaid 25 
care. Estimates find that roughly 43.5 million individuals provide informal care to an adult or 26 
child, with 34.2 million of them caring for someone age 50 or older. Those providing care are 27 
responsible for a variety of activities, including emotional support, managing and assisting in 28 
medical interactions, providing transportation, completing chores and errands, managing 29 
finances, coordinating nurses and aides, providing care and assisting with hygiene, and aiding in 30 
complex medical and nursing tasks, among others. The total value of informal care is about 31 
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$500 billion a year. With the growing senior population and resource constraints on the existing 32 
health and formal caregiving system, it is expected that the prevalence of informal and family 33 
caregiving will grow in the years to come.  34 

Family and Informal Caregiving and its Impact on Health Outcomes and Well-Being 35 

Vitaliano et. al conducted a meta-analysis of 23 studies to compare health indicators of 36 
demographically similar caregivers and noncaregivers, finding a marginally greater risk for 37 
health problems in caregivers.iii Another meta-analysis of 84 articles by Pinquart and Sörensen 38 
looked at perceived differences in stress, depression, general well-being, physical health, and 39 
self-efficacy between caregivers and noncaregivers.iv While caregivers had lower perceived 40 
statuses for all indicators, the difference in level of physical health was much lower than the 41 
others. Dimentia caregivers tended to have larger differences than general caregivers and the 42 
relationship of caregiver to recipient and age of caregiver also impacted the magnitude of 43 
difference. Pinquart and Sörensen expanded upon their original meta-analysis by considering 44 
176 studies looking at caregiver physical health.v Higher levels of care recipient behavior 45 
problems, older age, lower socioeconomic status, and lower levels of informal support were 46 
most strongly associated with poorer physical health. The impact of caregiving on health was 47 
most pronounced amongst, older caregivers, those psychologically distressed caring for 48 
dementia patients, and men.  49 

In addition to self-reported physical health status, several studies analyze differences in 50 
mortality rates in determining the impact of caregiving on health. Amongst elderly spousal 51 
caregivers experiencing mental or emotional strain, Schulz et. al finds that mortality risks were 52 
63 percent higher compared to noncaregivers, while those providing care but not experiencing 53 
strain did not have elevated mortality rates.vi Analyzing records of elderly Medicare enrollees, 54 
Christakis and Allison found that hospitalization of a spouse and the resulting caregiving was 55 
associated with higher mortality rates.vii 56 

There is a gap in the literature examining the presence of clinical psychiatric conditions arising 57 
from caregiving. However, Schulz et. al finds increased rates of self-reported psychiatric illness 58 
symptoms for caregivers compared to noncaregivers, as well as physical illness.viii A review of 59 
the literature on dementia caregivers finds higher levels of depressive symptoms, clinical 60 
depression, and expression and weaker elevated levels of self-reported health, illness, health 61 
care utilization, preventive health behaviors, and cardiovascular health.ix Poor psychiatric 62 
health was most associated with patient problem behaviors, income, self-reported health, 63 
stress, and life satisfaction. Psychiatric morbidity was associated with lower physical health, as 64 
well as patient problem behaviors, cognitive impairment, and social support.  65 
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Much of the literature pertaining to mental health examines the prevalence of depressive 66 
symptoms amongst caregivers. A review of the literature suggests that informal caregivers are 67 
more likely to report depressive symptoms and other psychological stressors than the general 68 
population.x Yates et. al finds that caregiving stressors, a factor of hours of care provided and 69 
overload, resulted in increased rates of depression for informal caregivers, which was partially 70 
mediated by the quality of relationship between giver and recipient, high levels of mastery, or 71 
emotional support.xi For caregivers of survivors of acute respiratory distress syndrome, health-72 
related quality of life was lower compared to noncaregivers after accounting for age. Emotional 73 
stress was associated with lifestyle interference, lower levels of mastery, and depressed 74 
recipients of care, while caregiver well-being was associated with personal gains from providing 75 
care, mastery, and social support.xii Schulz et. al found that depression, stress, and well-being in 76 
caregivers were impacted by care recipient behavior problems, physical ability, and cognitive 77 
impairment; duration and amount of care provided; age; relationship between caregiver and 78 
recipient; and sex.xiii Pinquart and Sörensen conducted a meta-analysis of 228 studies looking at 79 
the associating of care-related factors with burden and depressed mood.xiv Behavioral problems 80 
of care recipients was the most impactful factor and was stronger for spousal caregivers than 81 
adult children caregivers. A study of caregivers to family members with dementia found that 82 
while self-reported health was generally negatively associated with caregiving, those 83 
transitioning to heavy caregiving had more depressive symptoms and poorer health.xv  84 

Researchers have also looked at how caregiving impacts quality of life, which often stems from 85 
physical health and mental health. Metzelthin studied informal caregivers in a home and long-86 
term institutionalized care setting, finding that those providing care at home had a lower 87 
quality of life.

xviii

xvi Care recipients who were male, married, more morbidities/disability, and 88 
worse mental/physical health, and caregivers who were female, younger, living with the 89 
recipient, worse health, and more burden were associated with lower caregiver quality of life. 90 
Goetze et. al found that the magnitude of physical and emotional exhaustion of an informal 91 
caregiver to a palliative cancer patient increased over time and that those with financial burden 92 
as a result of the care had the highest magnitude.xvii This exhaustion was associated with 93 
psychological distress, quality of life, and sense of coherence. In a study of caregivers of 94 
patients with dementia, Takai et. al found that a caregiver’s quality of life worsened as the care 95 
recipients symptoms worsened and that quality of life was most impacted by depressive 96 
symptoms, burnout, and cognitive impairment of the patient.  Roth et. al studied quality of 97 
life amongst middle-aged and older adults, finding that caregivers reported a lower quality of 98 
life than noncaregivers and was associated with the level of caregiving strain.xix Those providing 99 
high-strain care reported worse emotional and physical health, as well as fewer social contacts 100 
while those providing no-strain care report a better quality of life than noncaregivers.  101 
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Burnout and diminished quality of life for a caregiver could translate to the care provided to the 102 
recipient. Wiglesworth et. al’s study on the abuse and neglect of dementia patients found that 103 
mistreatment was present in 47.3 percent of patients and found that mistreatment was 104 
associated with caregivers’ anxiety and depressive symptoms, social contacts, perceived 105 
burden, and emotional status.xx Similarly, Yan found that abuse of older persons with dementia 106 
by informal caregivers was associated with time spent together and caregiver 107 
depersonalization.xxiLitzelman’s et. al examination of the impact of caregiver’s well-being on 108 
perceived quality of care for cancer patients found that patients whose informal caregivers 109 
exhibited depressive symptoms and poor self-reported health were much more likely to report 110 
fair or poor quality of care.xxii  111 

While most of the literature on the health impacts of caregiving focuses on self-reported 112 
mental and emotional health, there is some work out there examining inflammatory burden 113 
and other biomarkers of poor health amongst caregivers. Excessive production of interleukin-6 114 
(IL-6) is associated with several age-related health conditions like cardiovascular disease, 115 
osteoporosis, arthritis, type 2 diabetes, certain cancers, periodontal disease, frailty, and 116 
functional decline. Gouin et. al found that dementia caregivers were more likely to experience 117 
stressors than noncaregivers, and that these stressors were associated with greater serum IL-6 118 
and C-reactive protein (CRP) levels.xxiii

xxvii

 Over a period of six years, Kiecolt-Galser et. al found that 119 
the IL-6 rates increased 4 times as much for caregivers of a spouse with dementia than for 120 
those who were not caregivers.xxiv Von Känel et. al similarly found that informal caregivers of 121 
patients with Alzheimer’s disease had higher mean levels of IL-6 and D-dimer than 122 
noncaregivers, while CRP levels were similar.xxv Gouin et. al find that the stress endured by 123 
elderly caregivers may lead to premature aging of the immune system and result in poorer 124 
response to vaccines, impaired control of latent viruses, and exaggerated production of 125 
inflammatory mediators at a level that may negatively impact health.xxvi Epel et al. found that 126 
caregivers reported significantly higher rates of stress compared to noncaregivers and that the 127 
duration of time spent as a caregiver and perceived stress were associated with indicators of 128 
cellular aging like shorter telomere length, lower telomerase activity, and greater oxidative 129 
stress.  130 

However, some studies indicate that not all of the impacts of caregiving on health and well-131 
being are negative, as Schulz et. al point out that roughly one-third of respondents tend not to 132 
report any strain or negative health effects.xxviii These respondents tend to report increased 133 
sense of self-worth from helping others, more meaning in their lives, strengthened 134 
relationships, and learning new skills. Brown et. al found that those providing support to 135 
friends, relatives, neighbors, or spouse had lower five-year mortality rates than individuals who 136 
didn’t help others.xxix In a National Study of Caregiving survey conducted by the U.S. 137 
Department of Health and Human Services and the Urban Institute, two-thirds of informal 138 
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caregivers reported substantial positive aspects from caregiving, citing certainty that the 139 
recipient is being well cared for and a deepened relationship between giver and recipient.xxx 140 
Only 10 percent reported substantial negative aspects ranging from exhaustion, strenuous 141 
workload, and lack of time. Those reporting negative aspects were more likely to also suffer 142 
from depression, anxiety, and diminished physical health.  143 

Additionally, there are several population-based studies finding improved health indicators for 144 
the caregiving population compared to noncaregivers. Brown et. al found that amongst elderly 145 
married couples over a seven year period, those who provided at least 14 hours of care per 146 
week to their partner had lower mortality rates compared to those couples who did not provide 147 
care after accounting for care recipient characteristics and other health and demographic 148 
factors.

xxxii

xxxiii

xxxiv

xxxi  Looking at stress in elderly women, Fredman et. al found that high-stress caregivers 149 
and noncaregivers had higher mortality rates than low-stress noncaregivers over the first three 150 
years, while these rates were similar in later years.  However, low-stress caregivers had lower 151 
mortality rates than noncaregivers. Similarly, a comparison of mortality rates for caregivers 152 
matched with noncaregivers with similar demographic and health characteristics found an 18 153 
percent lower mortality rate for caregivers over a 6-year period.  Longitudinal studies using 154 
national census data in North Ireland  and England and Wales both found that caregivers had 155 
lower mortality rates than noncaregivers.xxxv 156 

Informal Caregiver Education and Training 157 

There is a general gap in literature evaluating the needs and capabilities of informal caregivers. 158 
Without an understanding of caregiver training, knowledge of the disability/illness, care 159 
mastery, or competency in navigating the health care system, caregivers may be left 160 
unequipped to provide services appropriate to the needs of the recipient. Evidence suggests 161 
that access to training and resources better prepares caregivers to cope with caregiving 162 
challenges and monitor the recipient to appropriately assistxxxvi

xxxvii

 and that individualized and 163 
experiential training for informal caregivers, particularly for those caring for cancer patients, is 164 
feasible, relevant, and desired.  165 

Belle et. al conducted a study where over a period of six months, one group of caregivers were 166 
given 12 in-home and telephone sessions on addressing caregiver depression, burden, self-care, 167 
and social support and care recipient problem behaviors while the other group only received 2 168 
brief check-in calls.xxxviii

xxxix

 Caregivers in the intervention group experienced great improvements 169 
in quality of life compared to the control group, as well as a lower prevalence of depression. 170 
Another home-based occupational therapy study, which trained an intervention group of family 171 
caregivers to those with dementia in personally customized activities, found the trainings 172 
reduced behavioral symptoms and caregiver burden.  A randomized controlled trial 173 
conducted by Mittelman et. al offered counselling, support groups, and other training to an 174 
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intervention group of caregivers to a spouse with Alzheimer’s disease, which found that the 175 
intervention group had better self-reported health indicators and number of illnesses.xl 176 

The literature on evaluating caregiver performance in implementing skills received through 177 
training intervention, as well as their usefulness, duration of utilization, effectiveness, and 178 
quality, is lacking. In one exception, caregivers who received five home and one telephone 179 
occupational therapy sessions and were provided education, problem-solving, and adaptive 180 
equipment reported handling memory-related behaviors better, needing less assistance from 181 
others, and better affect.xli Another study provided an intervention group with training on 182 
infection prevention, pain control, nutrition, and other care issues, which resulted in increased 183 
self-efficacy in the intervention group.xlii  184 

There are some indications that training caregivers may have a positive financial impact on the 185 
health care system. Caregivers who receive training have also found to result in lower total 186 
health and social care costs for patients over one year compared to those who were not 187 
trained, largely due to decreased time spent in the hospital for the patient.xliii Caregivers who 188 
were trained were also found to have less anxiety, depression, burden, and a higher quality of 189 
life.  190 
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