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Introduction

Research shows that young people often assume care-
giving responsibilities for chronically and terminally ill
family members, yet these young caregivers (ages 18 to 40)
are an under-researched population.1 Though caregiving re-
search has focused primarily on caregivers in midlife, re-

cent data from the National Alliance on Caregiving [NAC]
and the AARP Public Policy Institute indicate that 24% of
all caregivers are ages 18 to 34, 23% are 35 to 49, and 86%
of those informal caregivers are relatives.2

In addition to age, we know that gender is also a decid-
ing factor in terms of who takes on the caregiving in fami-
lies. Although men can and do assume the role of caregiver,
research shows that more often, women become caregivers,
with approximately 60% of caregivers being female.2 How-
ever, due to shifts in social demographics, more men are
becoming caregivers.2,3

While age and gender are important in understanding
the experience of caring for relatives with chronic and ter-
minal illness, caregivers’ culture is also worthy of attention.
Recent reports indicate that prevalence of caregiving varies
by racial/ethnic group and is highest among Hispanics
(21%), followed by African Americans (20.3%), Asian
Americans (19.7%), and Whites (Non-Hispanic) (16.9%).2 

Asians are a fast-growing and diverse minority group
in the US and this case focuses on the experience of one
family from South Asia. The 2010 Census reported 3.8
million South Asians living in the US and more than 80%
of these South Asians are of Indian origin.4,5 A critical, yet
often overlooked factor impacting the relationship be-
tween the health care provider and the patient, caregiver
and family is the family’s culture. We believe that health
care providers should embrace a more culturally bound
view of caregiving, which offers valuable insights into a
fuller spectrum of the caregiving experience. Attending
to individuals’ cultural background more fully allows
health care providers to engage with and support family
caregivers who differ in things like their reactions to care-
giving, their attitudes towards clinical intervention and
outside help, and their ways of coping with stress. 

We conducted searches in EBSCOhost using a variety
of terms and combinations. South Asian Indian plus care-
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giver yielded no academic journal article results. South
Asian plus caregiver, and South Asian American plus care-
giver each yielded one academic journal article. Our search
using Indian American plus caregiver yielded only results
focusing on First/Native Americans. Given the paucity of
research on young, male, Asian Indian caregivers, this case
report represents a small, but significant step in building
literature to inform culturally responsive health care for this
population. Of note, we collected the data for this case
study as part of a larger project exploring the experiences
of young adults in family caregiving roles. Further details
from this larger project are available elsewhere.6 

Materials and Methods

Ravi (pseudonym) was a 33-year-old Asian Indian
caregiver who, along with his wife, lived with his parents
in their home outside a major eastern metropolitan city.
Ravi’s sister, age 28, resided a significant distance away,
in the southeastern U.S. with her husband and children.
In September 2015, Ravi gave verbal consent to be inter-
viewed once via telephone using an interview guide. (In-
terviewed by NDP; see Appendix). We digitally recorded
his interview and had it professionally transcribed, result-
ing in 47 pages of text. At the time of the interview, Ravi
and his wife, age 32, were about to celebrate one year of
marriage. Ravi’s parents had been married for nearly 35
years. Ravi’s mother had no health concerns, but she was
limited in her ability to speak and understand English, and
had always been dependent on her husband for functional
tasks such as driving. 

In 2012, at age 58, Ravi’s father was diagnosed with
early-onset Alzheimer’s with an additional diagnosis of
Parkinson’s disease one year later. Ultimately, physicians
diagnosed Ravi’s father with Normal Pressure Hydro-
cephalus (NPH) and he required 24/7 care. Although Ravi
admitted his dad had always had an aggressive streak, his
behavior worsened as the NPH progressed. Consequences
of his violent conduct were severe. Ravi’s father was ar-
rested multiple times for behaviors like entering other
people’s homes and urinating in public places. Ravi and
his family were evicted two separate times and at one
point, Ravi’s father spent six months in a psychiatric fa-
cility and there was an open case with Adult Protective
Services, which was initially opened after Ravi’s dad
physically attacked some neighbors and a police officer.

When it became apparent that his father needed care-
giving that his mother was unable to provide, Ravi took
FMLA for six months. Ravi quickly realized that the sit-
uation was worse than he expected and that the caregiving
required was not temporary. Bound by cultural expecta-
tions, Ravi quit his full-time job about three years ago to
care for his father. He has since started a consulting busi-
ness to help meet the financial obligations of the family.
Ravi’s mother did not drive and although she spoke some
English, she was not able to communicate comfortably

with her husband’s hospice and palliative care providers. 
While Ravi reports spending about 80 hours a week

providing hands-on help to his father, he minimized the
care he provides. He described his 55 year-old mother as
the primary caregiver, indicating she spends up to 168
hours per week caring for her husband. He expressed,
There are months where she does not even leave the
house. At this point in their caregiving journey, Ravi ap-
peared more concerned with his mom than his dad. He ad-
mitted, Her life will be better after he’s gone as she has
been isolated from her local community, as well as her
family of origin in India.

In the past year, Ravi’s father’s health continued to de-
cline and at the time of this interview, he was receiving
hospice and palliative care services. His father’s weight
had dropped to only 88 pounds, he was in a wheelchair
full time, and he had lost the ability to speak. 

From his role as a family caregiver, Ravi derived a
meaningful part of his social identity and acknowledged
many positive aspects of the experience. Ravi’s family-
centered cultural norms provided a context for his positive
perceptions of helping care for his dad. By acting as trans-
lator for his mother, caregiver for his father despite their
difficult relationship history, and providing financial sta-
bility for his parents, Ravi found satisfaction in fulfilling
his expected role; it was in this way, that he honored his
parents and his family. 

Results and Discussion

Several factors in Ravi’s situation are worth highlight-
ing. First, his mother experienced linguistic isolation with
her limited English proficiency, restricting interaction
with her husband’s health care providers and the medical
community at large. Language proficiency has often been
denoted as one indication of acculturation and Ravi’s
mother’s limited medical literacy and inability to drive
prevented her from being the sole caregiver for his dad
with a serious medical condition.7 Often when only one
member of a family speaks English, health care providers
tend to focus their communication with that individual
and can ignore the needs of other family members. Espe-
cially in care for chronically and terminally ill patients,
efforts should be made to utilize interpreter services
and/or cultural brokers so as to fully evaluate for any dis-
tress non-English-speaking family members may have. 

Second, in contrast to traditional Western gender
norms where daughters become caregivers to aging par-
ents, in Asian Indian cultures, the oldest son is often the
one who cares for parents.8 As Ravi explained, In our cul-
ture, [families] tend to stay together….and it’s not like a
daughter has to be a caregiver. I think [sic] our culture,
the son really has to step up and do it. In Ravi’s case, his
younger sister was geographically distant thus preventing
her from assisting in her father’s care. Caregiving by the
eldest son can sometimes be only in name, with daugh-
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ters-in-law being the ones to provide the daily assistance,9
but in Ravi’s situation, he had left full time employment
and been caring for his father for about 18 months before
he met and married his wife. During the time of our in-
terview, however, Ravi remained at home with his parents
while his wife worked full-time outside of the home.

Ravi exhibited a strong sense of filial obligation re-
garding his father’s care, in spite of their relationship his-
tory. Ravi disclosed his father had a history of alcoholism
and he was often aggressive: Sure, my dad used to beat
people up…when I was little, he would beat me up, too.
Even so, Ravi asserted that he was raised extremely well.
He expressed a desire to reciprocate the love and sacrifice
his parents gave in raising him. Throughout his life, Ravi
had also observed his mother’s own filial obligation: You
see, she’s here taking care of my dad. She [also] took care
of his mother, my grandmother on my dad’s side. In con-
trast to Ravi’s strong sense of duty to care for his parents,
he explicitly stated that he did not expect his children to
maintain the same sense of filial duty. I tell my wife…I
say, what we’re doing for our parents today, we don’t
even expect a quarter from our kids down the line. Health
care providers should be aware of cultural norms and val-
idate, as in this case, the role of male family members in
the caregiving of patients with chronic and terminal con-
ditions. 

Lastly, Ravi’s parents were financially dependent on
him and his wife. His mom had never worked outside the
home and his dad has been retired for several years. Kalavar
and Willigan suggested that when older immigrants lose
their financial assets and material basis for power, they can
be treated as dependent guests rather than patriarchs and
matriarchs (p. 227),10 but in Ravi’s family, his mother re-
tained her status as the head of the family. As this is con-
trary to what would be found in American culture, Ravi’s
American friends have a difficult time understanding how
it could be that he makes the money, he runs the household,
and yet, his parents still make the decisions. Ravi navigated
the health care system, but still asserted that his mother was
the boss and the final decision-maker. For South Asian fam-
ilies, where the culture depends heavily on filial obligation,
as the son, Ravi may participate in health care discussions
and subsequent decisions, but in the end, the ultimate out-
come of the discussion is based on his mother’s opinion.
Again, health care providers need to have a keen awareness
of this cultural dynamic, which can affect not only medical
decision-making but also decisions about finances, funeral
plans, and grief management. 

Conclusions

Among all ethnic minority populations, satisfaction
with health care in the US is lowest among Asians.11-14

One study of employer-based health insurance (160,694
participants: 83% White, 8% Black, 6% Hispanic, 3%
Asian) sought to measure satisfaction with health care by

soliciting answers in these domains: receiving needed
care; receiving care quickly; doctor communication; help-
fulness of office staff; and customer service.11 Blacks, His-
panics and Asians reported lack of satisfaction with
different aspects of their health care. Asians had signifi-
cantly worse experiences, rated their care and their doc-
tors lower, and reported more issues with access to
healthcare compared to White participants.11 From the
doctors’ perspective, barriers to having effective end of
life conversations with diverse populations include cul-
tural differences in truth-telling and decision-making, and
while the reasons for this are varied, one important com-
ponent is the impact of culture on health and caregiving.
Maintenance of the patriarchal or in this case, matriarchal,
organization of this family, along with the cultural expec-
tations of filial obligation during caregiving, offers an im-
portant communication insight for health care
professionals and the medical community. Cultures offer
different perspectives in areas such as communication,
gender roles, organization of care, and decision-making.15
When interacting with health care providers, lack of
awareness of and attention to these cultural differences
can create additional stress for already highly strained
caregiver.15 Resources that exist to help health care pro-
fessionals build cultural awareness, especially self-aware-
ness, include Exploring One’s Community Map,16,17 the
Iceberg Analogy,16 and Cox Pie Charts.18

In Ravi’s case, although Ravi claimed his mother took
the lion’s share of caregiving for his father, it could also
be speculated that in order to maintain his mother’s posi-
tion as the matriarch of the family, Ravi downplayed his
contributions. While medical providers may communicate
most comfortably with a family member such as Ravi, the
most fluent English speaker, research has shown that this
type of communication can be problematic.19 Profession-
als could benefit from cultivating an awareness of and ac-
knowledgement of cultural norms in the organizational
structure of the South Asian family. In end of life care,
Periyakoil and colleagues found that limited knowledge
of patients’ cultures resulted in doctors’ (i) inability to em-
pathize with the ethnic patients’ cultural values that influ-
ence [end of life] decisions, and (ii) committing cultural
faux pas by discussing taboo topics which inadvertently
offended the patient/ family and undermined the thera-
peutic relationships (p. 9).20 A general knowledge of pa-
tients’ culture is not enough however, health care
providers should inquire of individual caregivers concern-
ing their decision-making processes and preferences and
try to accommodate these preferences. Through this type
of partnership building, caregiver burden can be reduced
and/or improved.21 In Ravi’s case, although he was the
most accessible family member due to his English flu-
ency, he was not the primary decision-maker. As his fa-
ther’s behavior spiraled out of control, not being the
decision-maker created additional stress for Ravi and it
would have been advantageous to have this type of part-
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nership support available to him through his health care
providers.21

In the American medical model, the primary supposi-
tion is that the individual is responsible for the management
of his or her own health care decisions.22 However, to work
effectively with families of individuals with chronic or ter-
minal illness, particularly those whose culture differs your
own, we maintain that health care providers should con-
sider three strategies. One, health care professionals must
strive to build an effective rapport in order to join the family
system by familiarizing themselves with and then accom-
modate themselves to the social rules of the culture.23 Sec-
ond, care providers must seek to understand the family
hierarchy structure and determine who is (are) the decision-
maker(s) in order to jointly share the decision-making
process between physicians and other health care providers
and the patient and family.24 Ravi described his mother as
the mouthpiece of the family and although he helped make
decisions on behalf of his father, he denied having the au-
thority to make the final call. He said, When we deploy a
message to somebody, if there’s a last call, or if there’s a
decision, I don’t think I have the authority to say it. My
mother will say it. While matriarchal family structure will
not be the case for all South Asian patients, providers must
attempt to provide individualized care to accommodate
unique preferences and needs. After gaining the family’s
trust and identifying the decision-makers, the final step in-
volves making sure that medical providers ask the appro-
priate questions to obtain the desired response to facilitate
the best care options,25 as all the decision-making will be
informed by the family’s cultural beliefs.26 Mnemonic tools
such as ETHNIC(S) (Explanation, Treatment, Healers, Ne-
gotiate, Intervention, Collaborate, Spirituality) can help
medical providers understand how the patient’s culture
might affect their desires for treatment preferences at the
end life,27 and can help health care providers more inten-
tionally attend to issues of culture throughout the treatment
process to help foster trust with the patient and his or her
family.

Communicating cross-culturally can be challenging,
but not impossible. At its essence, intercultural commu-
nication is based on understanding the values, or what is
good, desirable, or beautiful, in a culture as well as the
norms or rules and expectations that instruct people’s be-
havior within a culture.28 This lack of attention to culture
in health care interactions has been documented exten-
sively in journal articles such as ours and books such as
The Spirit Catches You and You Fall Down (TSCYAYFD)
published in 1997.29 It says something about our attention
to this problem that twenty years later, academic scholars
are still writing and publishing about the importance of
intercultural training for health care providers. In
TSCYAYFD, Lia, a young Hmong child, was the center
of a perfect storm of the Hmong culture, the medical staff
that treated Lia, and the American medical culture. Once
Lia was diagnosed with epilepsy, she became the center

of an expressed struggle between her parents who pre-
ferred a combination of folk remedies and Western med-
icine and her physicians whose preferred treatment was a
large assortment of pharmacology.29 These profound cul-
tural differences and miscommunication exacerbated the
dissension between Lia’s parents and her physicians, re-
sulting in Lia losing all her higher brain functions at age
four.29,30 At the time this book was published, it received
lots of attention from the medical community,30 but have
they really taken the lessons learned to heart or better yet,
to the medical classroom? If health care providers were
trained to interact with different cultures appropriately,
Ravi, his mother, and his father’s experiences might have
been very different. 

We recommend that physicians and other medical
providers should strive to employ appropriate interper-
sonal communication skills, undertake formal training in
intercultural communication and/or employ interpreters
or cultural brokers, and focus on appropriate clinical ques-
tions to elicit the most accurate responses from the patient
and family. Use of the strategies mentioned furthers the
creation of a solid foundation based on mutual trust and
respect between the health care provider, patient, and fam-
ily caregiver, thereby laying the groundwork for a more
meaningful relationship.31 Implementing these strategies
should serve to strengthen the interaction between the
health care system and caregivers, such as Ravi, and ulti-
mately, serve the needs of the patient more effectively.
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