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As Rabbi Gerald Wolpe (2000), a bioethicist, reflects 
on his own experience of over fifteen years caring for 
his wife, who was left severely damaged and aphasic 
following the rupture of two brain aneurysms, he 
recalls the words of the former First Lady Rosalynn 
Carter, who said there are only four types of people 
in the world, “those who have been caregivers, those 
who are currently caregivers, those who will be 
caregivers, and those who will need caregivers”. He 

notes that this makes 
“caregiving a universal 
problem” (p.38). 

Rabbi Wolpe’s wife, a 
college administrator, 
who was not expected 
to live given severe 
brain damage, defies 
all statistics and lives 

on with valor but completely dependent on help. 
Still fully cognizant, but with severe aphasia, she is 
left unable to speak except for a few sporadic 
utterances of nonsense syllables. The only word the 
family can make out is “prison”. Rabbi Wolpe 
poignantly writes, “She was in a prison of verbal 
isolation. In many ways I was in that prison, a prison 
of existential horror that was not my choosing - the 
prison of caregiving” (2000, p.36). 

 Due to biomedical advances, the aging of post-war 
baby boomers, and changing immigration patterns, 
the numbers of those living in the U.S. ages 65 and 
older is projected to increase from 35 to 82 million 
(over 20% of the entire population) in the first half of 
the 21st Century (Angel & Hogan, 2004). These 
modern medical advances will allow many more 
people to live with chronic illness, thus significantly 
impacting the nature of caregiving. Furthermore, 

older adults are not only receiving care, they are also 
providing it. Approximately half of all people caring 
for elderly family members are themselves older than 
60 years (NAC/AARP, 1997). Thus, there are many 
pressing issues related to caregiving for social workers 
to understand and address.

Dramatic Growth and Diversity

People of color (widely defined as American Indian/
Native Alaskan, Asian, Black or African American, 
Latino or Hispanic, and Native Hawaiian/Pacific 
Islander) constitute a greater proportion of the 
population than ever before, and are the fastest 
growing segment of the older population. By 2050, 
approximately 40% of older Americans are projected 
to be people of color and nearly 18% will be Latino 
(FIFAS, 2006). Given the dramatic increase in 
diversity, we will need to understand the impact of 
ethnicity and culture on help-seeking and caregiving 
processes. 

Disparities in Access to Care

Older adults are more 
likely to be poor than 
those under 65, and 
minority elders have 
a greater chance of 
living in poverty than 
older whites. Low 
socioeconomic status 
is associated with 

poorer health across ethnic groups (Nazroo, 2003), 
but older people of color (in particular Blacks and 
Latinos) consistently have worse health outcomes 
than white elders (Bulatso & Anderson, 2004). This 
translates to more intense and complex care for 
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extended periods, often provided by family 
members.

Caregiving Burden

In the 21st century, caregiving is typically no longer a 
short-term situation. On average in the U.S. 
caregiving lasts 4.3 years and, for a large number of 
f a m i l i e s c a r i n g f o r s o m e o n e w i t h a 
neurodegenerative chronic illness, spans many more 
years (Family Caregiver Alliance, 2007). While 
family caregivers are a diverse group, including 
families caring for those with developmental 
disabilities or severe mental i l lness, and 
grandmothers raising grandchildren, the majority are 
middle-aged adult children and older spouses/
partners caring for someone unable to function 

independently. However, compared to white 
caregivers, non-white caregivers are less likely to be 
a spouse and more likely to be an adult child, 
friend, or other family member. African American 
elders are also more likely than whites to rely on 
friends or fictive kin for support and care (Johnson, 
1999).

 As our population ages and lives with more 
chronic illness, the healthcare industry has, in its 
drive to contain costs, placed pressure on families to 
provide increasingly complex care at home, care that 
at one time was managed in hospitals. Care is 
prohibitively expensive, delivered in fragmented 
ways, and largely lacking in cultural and linguistic 
competence, thus often leaving caregivers to fend 
for themselves.
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 Despite the growing reliance on family caregivers, 
they are typically only viewed by health care 
providers as peripheral and as a resource for the 
person diagnosed with the chronic illness. The 
neglect of the caregiver, brought about by a myopic 
view of the impact of chronic illness, is seen in the 
deterioration of both their health and mental health. 
Caregivers experience serious mental and physical 
health effects from the chronic stress of caring for 
relatives, including increased rates of depression 
and other psychological distress, role stress, family 
conflict, poorer self-rated health, alterations in 
immune functioning, and even increased mortality 
(Haley & Bailey, 1999; Ory et al., 2000; Schulz et 
al., 1990, 1995; Schulz & Beach, 1999). Minority 
caregivers may face even greater challenges, due to 
lower socioeconomic status, greater functional 
disability requiring greater levels of care, and lack of 
access to and knowledge of formal services. 

 The multiple challenges raised in the field of 
family caregivers and chronic illness hold significant 
implications for social work interventions at every 
level of practice and research. Through research 
contributions and advocacy work towards 
responsive, culturally competent health care, social 
workers can help bring about profound system 
changes to improve delivery of care for chronic 
conditions, emphasizing interdisciplinary team care, 
family-centered services and support for family 
caregivers.

 Work being carried out by Dr. Caroline Rosenthal 
Gelman in the Alzheimer’s disease field and by Dr. 
Gladys Gonzalez-Ramos in the Parkinson disease 
field aims to address these challenges. 

 Lat inos const i tute the fas tes t g rowing 
subpopulation among the aged in the United States. 
Accompanying this tremendous growth will be a 
dramatic increase in the number of older Latinos 
suffering from Alzheimer’s disease (AD) and related 
dementias—from under 200,000 to as many as 1.3 
million by 2050 (Alzheimer’s Association, 2004). 
Caring for someone with AD can create a 
tremendous burden for families. Research indicates 
that Latino family caregivers face special challenges 
and may be particularly affected by caregiving. 
Thus, Latino family caregivers may have an 

especially strong need for interventions that support 
them in their caregiving role.

 Recent reviews of the literature indicate that 
interventions for caregivers generally are effective in 
producing clinically meaningful improvements in 
psychological well-being, and that multifaceted, 
individualized interventions have the strongest 
impact (for example, see Pinquart & Sörensen, 
2006). One such intervention is the New York 
University Caregiver Intervention (NYUCI) 
developed at NYU’s School of Medicine by Mary 
Mittelman and her colleagues. The NYUCI focuses 
on the entire family, and not just the individual 
caregiver, and offers on-going support and case 
management, intervention characteristics which 
may be particularly suited to the cultural value of 
familism as well as the significant psychosocial 
needs of many Latino caregivers. The NYUCI has 
demonstrated improved caregiver and care recipient 
outcomes, including postponed placement of 
patients in nursing homes and increased emotional 
and psychological well-being for caregivers. 
However, the NYUCI has been evaluated and used 
primarily with non-Hispanic white spousal 
caregivers. Because other ethnic groups experience 
different caregiving stressors and have different 
coping resources, coping styles and appraisals of 
caregiving burden, with funding from the Hartford 
Foundation Dr. Gelman is evaluating the NYUCI’s 
potential efficacy specifically for Latino caregivers 
in a community setting. This community agency, 
Fort Washington Houses Services for the Elderly, is 
one of our field placements, further reinforcing the 
collaborative partnership. 
 
 A pilot study of the NYUCI, also undertaken by 
Dr. Gelman, uncovered significant gaps in 
knowledge about AD and existing diagnostic and 
treatment services among Latino populations in 
NYC. Pairing with FWHSE, Dr. Gelman developed 
an innovative outreach and education program for 
which she is currently seeking funding. Through 
these multiple efforts the pressing issues 
confronting us in the area of caregiving --evaluating 
and implementing supportive services for caregivers 
tailored to their specific needs –are being 
addressed. 

 On a national level, Dr. Gladys Gonzalez-Ramos 
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works closely with the National Parkinson 
Foundation (NPF) both to increase the number of 
social workers who receive specialty training in 
Parkinson disease (PD) care, and to train 
physicians and allied health professionals in the 
complex needs, and state-of-the-art assessment and 
treatment of family caregivers and persons living 
with PD. The training uses both the frameworks of 
interdisciplinary care and a family-centered care 
model. The numbers of social workers now hired at 
National Parkinson Foundation Centers of 
Excellence is significantly increasing through both 
Dr. Gonzalez-Ramos’ work to educate medical 
directors about the role and skill sets of social 
workers, and NPF’s recommendation to its Centers 
to include a social worker on their Parkinson care 
team.

 On a more local level, NYU Medical Center 
opened a Parkinson and Movement Disorder 
Center in July 2007, with one of the School’s 
alumni, Amy Lemen, serving as Center coordinator 
and social worker. Plans are for this Center, which 
is closely connected to the NYU Silver School of 
Social Work, to become a hub for practice-based 
research where models of interdisciplinary, 
community-based wellness programs and services 
for family caregivers and persons living with PD are 
being developed. 
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