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Caregiver perceptions on intensive care: A qualitative study

from southern India
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ABSTRACT

Background. Admission of a patient to an intensive care
unit (ICU) can result in tremendous stress to family caregivers
not only because of the need to provide physical and emotional
support to the sick relative, but also due to the burden of
decision-making on behalf of the critically ill person. We
enquired about family caregivers’ perspectives on intensive
care, the challenges they faced with decision-making and their
perceptions on the nature of their interactions with healthcare
providers.

Methods. We used maximum variation sampling and enrolled
20 consenting caregivers for semi-structured interviews. Each
interview, based on an interview guide, took 30—40 minutes and
was conducted in a private place within the hospital premises. All
interviews were recorded, transcribed verbatim and entered
into a qualitative software (NVivo) for analysis.

Results. The three emergent themes of analysis were
(i) understanding about ICU, (ii) decision-making concerning
ongoing treatment; and (iii) relationship with healthcare-
providers. Some respondents saw the intensive care as an
expensive facility for seriously ill patients while others were not
so clear. The family’s relationship with the patient and their
financial status were seen as important deciding factors in
continuing treatment. Decision-making was a complex and
emotional issue and doctors were held in awe and seen as the
main deciding authority. The importance of doctors being
compassionate and communicative was stressed.

Conclusion. Our study highlights the problems faced by
family caregivers and of the need to improve their satisfaction
through clear and simple communication strategies.
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All overtheworld, family caregiversplay amajor rolein supporting
family members who are ill.*? Such support may extend to
activitiesof daily living. When acuteillnessleadsto admission to
anintensivecareunit (ICU), thepatient’ sdependencefor assistance
increases several-fold and much of thisburden fallson thefamily
caregiver. Inadditionto havingtodeal withthehealthcaresystem,
communicate with healthcare providers and manage their own
personal distress, family caregivers are also called upon to make
decisions on behalf of the patient. Such decision-making can be
extremely challenging for family caregivers and could seriously
impair their own sense of well-being.®4

Studies from devel oped countries have documented caregiver
experience and challenges associated with caring for a relative
admittedinan ICU. A study from the USAS described how family
caregiversof patientsadmitted to an | CU tended to belessmindful
of their own health, which in turn impacted on their ability to
adequately care for the patient. Another study from France®
underscored the critical need for both physiciansand | CU staff to
be supportive and to provide caregivers with all the necessary
information to understand the patient’ s condition so that they are
better equipped to participate in decision-making. Other quanti-
tative and qualitative studies have reported reduced anxiety,
increased satisfaction, improved coping mechanisms and greater
caregiver involvement whentimely and effectiveinformationwas
provided by healthcare workers in a compassionate and
understanding manner.’°

InIndia, traditionally familiesassumeamajor care-givingrole
because of the culture of interdependence that is instilled in
individuals early in life.l! Studies have documented how Indian
familiesdeal with caringfor achronically ill person, asinlooking
after the elderly and have reported issues concerning burden and
burn-out.™-'* However, there is paucity of data on perceptions of
Indian families about intensive care. This qualitative component
was thus done as part of alarger study that evaluated cost utility
of sick medical patientstreatedinan |CU.*®* Morespecificaly, the
qualitative component of the study attempted to understand
family caregivers' perceptions of what |CU care meant to them,
thechallengesthey faced with regardto decision-makingandtheir
perceptions on the nature of their relationship with healthcare
providersinwhose caretheir family membershad been entrusted.

METHODS

We did a study of caregivers of patients admitted to the medical
ICU of a2500-bed university affiliated, private teaching hospital
in southern India. A sub-set of caregivers from the main study?®
were approached and their consent was sought to participate in
semi-structured interviews (SSIs). Maximum variation sampling
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was used in selecting caregivers for the SSIs, which enabled
selection of caregiversfromdifferent socioeconomic/geographical
strata as well as those caring for patients admitted to the ICU for
avariety of health problems. The interview guide asked specific
guestions on their understanding of intensive care, issues
concerning caring for their ill relative admitted in the ICU,
challenges they faced with regard to decision-making and their
experiences with regard to the nature of communication they had
with their healthcare providers. The guide ensured that all issues
were discussed consistently in every interview.

Procedure

The SSIs were conducted with consenting English- or Tamil-
speaking caregivers on any day during the patient’s stay in
hospital, whichwasconvenient for them. Eachinterview took 30—
40 minutes and was conducted in a private place within the
hospital premises. All interviews were recorded after obtaining
consent. The interviews were then transcribed verbatim and
entered in a qualitative software (NVivo) for further analysis.

Qualitative analysis

Weusedtheframework analytical approach'¢toanalyseinterview
data, which began with the process of data immersion. This
involvedrepeated readingsof eachinterview transcript for gaining
familiarity withthedata. It al so enabled identification of emergent
themes that best explained the research questions. The datawere
carefully sifted, quotes were selected which were then placed
under the appropriate thematic content, and interpretations were
drawn. Eachtranscript wascodedinductively. A coding framework
wasthen devel oped after coding fiveinterviews, which guided the
coding of theremaining interviews. New codeswere added asand
when new issues emerged while coding the transcripts. Once all
theinterviewswere coded, segments of text that seemed to relate
toacommon themewere pieced together and theemergent themes
were finalized.

RESULTS

Twenty family caregivers(15males, 5females), caringfor patients
admitted to the ICU for problemsranging from severeinfections,
chroniclung and heart diseasesto suicidal attemptsthrough using
organophosphorus pesticides, consented to participate in the
interview.

Of the 5 female participants, 2 were homemakers while the
remaining 3 were teachers. All the 3 teachers were daughters of
respective patients, 1 homemaker caregiver was a wife and the
other was a daughter. Two of the male caregivers were students
whiletherest barring 1, who had retired, were currently employed
inodd jobs (Tablel). Interms of their relationship to the patient,
the most common were son (n=5), husband (n=4) and brother
(n=2). Apart from 4 participants who had minimal to no literacy,
all otherswere educated. The emergent themes of analysis were:

— Understanding about the ICU
— Decision-making concerning ICU treatment
— Relationship with healthcare-providers.

Under standing about the ICU

Respondents had varied opinions about the ICU. Most perceived
it as a place where emergency treatment was given and believed
that it was particularly needed for patientswho were extremely ill
and struggling for life. Some also said that because the ICU was
asterile place, serioudly ill patients were kept there so that they
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TasLE |. Demographic characteristics of patients' caregivers

Interview  Age(in Gender  Relationship  Occupation

number years) to patient

1 50-60 Male Son Business

2 20-30 Male Son Student

3 30-40 Female  Daughter Teacher

4 40-45 Male Son -

5 15-20 Male Son Student

6 35-40 Male Son Employee of apublic
sector undertaking

7 25-30 Female  Daughter Homemaker

8 >50 Male Brother-in-law  Government clerk

9 45-50 Male Husband Bank officer

10 35-40 Male Brother Coolie

11 40-45 Male Son-in-law Bank officer

12 >50 Male Husband Coolie

13 40-45 Male Husband Teacher

14 40-45 Femae  Wife Homemaker

15 ~50 Male Father Unemployed

16 30-40 Female  Daughter Teacher

17 50-55 Male Husband Headmaster

18 40 Male Brother Coolie

19 35 Female  Daughter Teacher

20 >60 Male Father-in-law  Retired

would be protected from infections. Respondents commonly
reported that patientswith seriousheart conditi ons, poi son/accident
cases, patients suffering from kidney failure and other complex
illnessesrequired |CU care. However, afew respondentswerenot
clear astowhat an|CU wasfor. Apart frombeing awarethat it was
in the hospital, they were not able to say what an ICU meant or
what illnesseswarranted |CU care. A few saw the ICU asaplace
where patients in the last stage of their illness were kept, from
which survival wasdifficult. They thuslooked uponthel CU with
fear.

| don’t know what they’ re doing inside... But, fromtheir side,
they are doing their work. Even then, we don’t know anything
and we' rewondering, and we don’t know whether they are doing
it properly or not. That's how people think. (Male, spouse,
number 13)

When the patient is going for ICU treatment, relatives will
worrywhether the patient will surviveor not. Thisdoubtisalways
there, wedon’t know whether the doctorsare aware about thisor
not, but the public hasthisfear. (Female, daughter, number 19)

The ICU was also seen as an expensive care facility. Various
specialized equipments that were used in the |CU combined with
the medicines that were provided to sick patients contributed to
the overall cost. Most respondents were not clear what exactly
happened inside the ICU and felt that little information was
provided to them by the ICU staff regarding the condition of the
patient. The majority opinion was that any individual requiring
ICU care must be given it irrespective of his’her age and stage.
They believed that familiesin general wanted their ill relative to
recover and would mostly go all out to help that person.

Thereis no age limit like that; no oneiswilling to lose their
relatives. There are daughters of elderly patients aged over 85
yearswho areall sitting outsidethe | CU waiting for their father’s
improvement. No one will think like this, ‘anyhow heisold, what
isthe point in [hig] living'. (Female, daughter, number 19)
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Decision-making

Decision-making about ICU care was an extremely complex and
emotional issue for families. The most important thing for them
wasto seetherecovery of their il relative. Therefore, making sure
that the patient had access to good care was crucial. To thisend,
many reported going all out to raise the money required, even to
theextent of going into debt. Having thefinancial capacity to meet
such expenses was thus considered a great help. One participant
said:

Emotionally, you're so attached, you just cannot decide. We
always have hope and we always pray for miracles to happen.
Like, they'll improve. It’'s the human tendency to think that way.
(Female, daughter, number 3)

However, afew were more selective and went on to say that if
the patient was elderly, over 80 years of age, the chances of such
a person making a full recovery were slim. Therefore, in such
cases, keeping thefinancial status of thefamily in mind, they may
withdraw or decide against placing theindividual inthe CU. The
financial statusof thefamily wasthusakey elementindetermining
the length of ICU care and aso its requirement. Families which
lacked financial resourceswere obviously at adisadvantage. The
relationship of the family caregiver with the sick person was
another factor that was reported by many caregiversto influence
the amount of resources the caregiver was willing to spend. In
cases where this relationship was a close one, intense fears and
concerns about the prognosis and health of their ill relative wasa
dominant emotion that coloured their every waking thought,
thereby contributing to much emotional trauma among family
caregivers. However, al respondents emphasi zed that eventually
it was the doctor who was the main deciding authority and that
decision was what all families respected and abided by.

It isa professional decision. | don’t think it has got anything
to dowith the patient or patient’ srelative... Definitely, monetary
aspect is there... But the patient or the family member cannot
decide whether somebody needs to be in intensive care unit. |
think it hasto beleft to the doctorswho are professionals. (M ale,
spouse, number 11)

| did not want my mother to suffer. That’ swhat | thought. God,
you should save my mother... If you give back my mother, God
please give her without any pain. Don’'t give me my mother with
pain. That'show | prayed. My friends scolded me and said don’t
talk like a child. | said | cannot tolerate to see her suffering so
much. They poke her here and there and there' sno blood. | don’t
want to see her in pain. (Female, daughter, number 16)

When it came to decision-making and cost of care, some
respondentsbelieved that asthe chancesof survival improved, the
cost of care would reduce. They felt that as the patient got better,
the amount of resources required to sustain the patient would
becomeless (i.e. |ess expensive medications, |ess dependency on
expensive medical equipment). Others said that deciding on ICU
care or continued stay in an ICU should not be at the cost of the
‘family’s future’ particularly if the patient’s prognosis was not
good. Another opinion was that keeping a patient in ICU beyond
20 days was pointless. Thiswas an unnecessary drain on family
resources. Thus, if the patient did not recover within that time, it
was best to withdraw the patient from the ICU. A few spoke in
termsof percentagesurvival and saidthat if apatient wasgivenan
80% survival rate, |CU treatment could be stopped because there
wasastrong likelihood that such apatient had madeit through the

worst part of theillness. However, if apatient was reported to be
having a30%—40% chance of survival, then such apatient needed
to be placed in an ICU which would hopefully aid in his/her
recovery.

My personal opinionisthatinlCU, if themedical expensegoes
very high, then because of that the future of the family should not
be spoilt. Supposel spend ¥20 lakh; even after spending T20 lakh
if the patient dies, it isa burden on the future of thefamily. In that
case, we'll call it as ‘unnecessary expense' ... the family’ s future
should not be affected. (M ale, son, number 1)

Keeping [the patient] for more days in the ICU is really a
waste] of resourceg] . If they are okay within 10 days, no problem.
Itisvery difficult to keep the patient in the |CU for 20 daysor one
month. The patient may not survive; patientsrarely survive. If you
keep your patient in the ICU for so many days, the doctors will
also keeptrying. But really, it sawaste [ of resources|. (Female,
spouse, number 14)

The huge cost of care was seen asamajor challenge, whichin
turn influenced decision-making for families. A few respondents
were able to mention a clear amount that was within their
resources, which they felt they would be both willing and able to
spend to aid the recovery of the patient. A few others said it was
difficulttogivea‘cost for life' and were hard put to come up with
an amount. A few said that ICU costs at thisfacility were by and
largereasonable, considering theresources used and the efforts of
themedical team. Othersexpressed concernsabout being criticized
by society if they did not aggressively seek thebest quality carefor
their ill relative, which was irrespective of their financial
capabilities.

For buying something like a TV or computer, it costs around
<20 000. They might ask for ¥25 000, then we can bargain and
ask them to reduce [the cost]. How can we give a cost for life?
(Male, spouse, number 13)

People like me, and I’m saying in general, the middle class
really gets affected. Thereisthe prestigeissue. Local peoplewill
say, ‘seethey arein this position [to afford], but not taking care
of their father, if the father was given good treatment or 1CU
treatment or taken to a big hospital hewould have been alive. But,
hischildren didn’t take care of him.” So, many are worried about
what people will say. (Male, brother-in-law, number 8)

Relationship with care-providers

Most caregiverswanted doctorsto talk to them about the patient’ s
condition. Information provided by nurses were also valued but
the respondents preferred hearing it from the doctor and felt
satisfied only after the doctor had spoken to them and given them
the detailsof the patient’ scondition. Thistotal faithin thedoctor,
who was seen by most family members as being next to God, was
evident from their narratives. Leaving decision-making to the
doctor was the most commonly stated opinion.

My wife had TB spine which was diagnosed following a CT
scan. All doctors| saw earlier said shewill die. | then cametothis
hospital and asked Dr S, S, people are telling like this. Sheis
a mother of two children. My son is in 2nd standard and my
daughter is 2 months old. So, what are the chances?’ He looked
at meand said, ‘ You pray to God, we will also do our best.” That
was hisanswer. And | saw God in him. | tell you, onthethird day
after the surgery he made her walk. (M ale, son-in-law, number
11)
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My husband was taken to the ICU in the morning, at 6 a.m.
They said he had no pulse; he was alive because of artificial
respiration. They told usto pray to God, pray to Jesus. | prayed
that | get himback. Now also | believe Jesus. My husband wasin
a serious condition, but Jesus saved him. Without God thereisno
doctor and without doctorsthereisno God. Both of them should
be there. (Female, spouse, number 14)

No, | didn’t ask the doctor anything much about her condition.
After all who am | to ask the doctor? | do not feel it right to ask
questions; he may not like it. (M ale, father, number 15)

Some respondents however did fedl that not much information
wasbeing giventothem. Oftenthey had to repeatedly ask thenurses
and other junior doctors before they got any information about the
hedlth status of the patient. They spoke of wanting detailed
information which they felt was necessary for them to both
understand the case and make necessary decisions. At the same
time, the patient too needed to be encouraged and reassured, which
according to them was best done by the doctor. Often, doctors had
very littletime to spare with the patient and with family members,
which was distressing to them. Conflicting information about the
patient’ sprogressinthel CU being given by different |CU staff was
anocther factor reported by some caregiversthat contributed to their
senseof confusion, evenfear. Inthiscontext, caregiversstressedthe
importance of doctors communicating the details of patient’s
illness in simple terms and being able to honestly answer the
questions posed by family members. Quite often the doctors were
held in such awe that many hesitated to even ask questionsfor fear
of offending them or for appearing rude. However, afew said that
they did not want to be burdened with too many details regarding
the patient’ s condition as thiswould only distress them more. The
doctor was most qualified and knew what to do and they believed
in entrusting their family member to the doctor’s care and simply
following doctor’s orders.

Nobody is telling us the condition of the patient [ doctors and
nurses) ... During visiting hour swe go and seethe patient, we ask
them, ‘How ismy son?’ They will say ‘as he wasin the morning,
the same condition he’ sinnowtoo’ . At other timesif weask them,
they say ‘please wait we will ask and tell [you]’, but then they
never tell [anything]. (Male, parent, number 15)

Only doctorsshould tell...That iswhat gives assurance. Even
if there are any negative issues, they only should convey them...
Whether it's the relatives or friends, who are with them [the
patients], should feel that ‘we need to give treatment’, ‘we need
to spend [money]’; Doctors should make them think like that.
(Male, spouse, number 13)

| feel the ICU staff and doctors should not give too much
information torelatives. | have been herefor 35 days. | have seen
family members crying...other people who are next to them will
ask the condition of the patient, and everybody will cometo know.
So, many times all thisinformation [ about the patient’ s status] is
not necessary, it only addsto the stress. (M ale, parent, number
15)

Doctors should follow professional ethics and should be
qualified enough to consider if the person should go to the
intensive care unit. They should have the ability to discuss [the
issues]. | cannot understand few technical terms. Some may not
under stand anything at all. So, doctor s should use somelanguage
that the patient/caregivers understand... ‘ If you keep himin the
ICU, thiswill be the extra cost or extrarequirement’, whatever it
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is.‘But, thiswill bethe outcome...” Nobody can predict other than
God, nobody can say if they are going to be alive or not? We can
say these are the advantages or disadvantages. | think that much
should be discussed. (M ale, son-in-law, number 11)

Patient’s relatives are concerned about the patient. If the
doctor speaksin a good tone and spends [ some] time with them,
they will be happy. If they [doctors] speak rudely, it will add to
their [relatives’] tension. (Male, son, number 6)

DISCUSSION

This qualitative study sought to understand family caregivers
perceptions about intensive care, the challenges they faced in
terms of decision-making and their relationship with healthcare
providers. Theuseof qualitativeresearchmethodswithitsemphasis
on the emic point of view is an excellent way of obtaining such
insights as it provides an understanding into the thoughts and
feelings of individuals; in this case, family caregivers.
Quialitative research methods have been increasingly used in
the ICU setting to examine issues such as communication with
families,*” end-of-life care®® and patient saf ety*® and to gain deeper
insightsintotheexperiences, beliefsand actionsof ICU clinicians,
patients and families. In this qualitative study in an Indian ICU
setting, it was evident that family caregivers experienced
tremendous stress, not just on account of the pressure of decision-
making on behalf of their ill relativeand of seeing them suffer, but
also on account of having to deal with the uncertainty of length of
stay and itsimpact on their strained financial resources. Added to
this were their concerns about possible societal criticisms being
levelled against them for not being proactive enoughin providing
caretotheirill relative. Thus, itisobviousthat family caregivers
carry ahugeburden. Inthelight of this, if healthcareprofessionals
are mindful of what families are experiencing and feeling and be
more communicative and empathetic, it would translate to
improved caregiver participation, increased satisfaction and
strengthen their role in enabling patient recovery.
Decision-making about continuing |CU care was fraught with
problems for caregivers. Despite leaving much of the decision-
making to thedoctor, family caregiversstill wanted to understand
the condition of their ill relative and to receive regular updateson
thepatient’ sprogressand thisiswherethey faced problems. Quite
often, the information they received was sketchy, or not easily
understood or confusing thereby adding to their stress. Thiswas
compounded by the fact that many family memberswere unclear
about the prognosis of their ill relative. Issues concerning the
spiralling cost of care, and their concerns about their financial
capability tomeet thosedemandswereaconstant stressor reported
by many family members. Their attempts to understand the
patient’ sconditionwereoften met with cursory or even conflicting
responsessometimesin alanguagethey found hardto comprehend.
While many were comfortable receiving the information on the
patient’s condition from nurses and other junior doctors, the
preference was to hear it all from the treating doctor. Mitnick et
al .2 stressed the importance of providing family caregivers with
adequate information and access to resources that would enable
them to be more effective in their roles as caregivers. They
stressed the value of physicians addressing the physical and
emotional needs of caregivers, thereby serving to recognize the
importance of their roles as caregivers. Medland and Ferrans®
described how family caregivers preferred receiving information
ontheir ill relative from asingle doctor in a personalized manner
as this would help avoid contradictions. The need for family



KUMAR etal.. CAREGIVER PERCEPTIONSON INTENSIVE CARE: A QUALITATIVE STUDY FROM SOUTHERN INDIA 135

caregiversto receive effective and intelligible information clear
of any inconsistencies cannot therefore be over-emphasized.
Other studieshave highlighted the need of family caregiversto be
abletovisit theirill relative in the ICU, to obtain regular updates
on the patient’s progress and to be assured that the patient was
receiving the best care.> Azoulay et al.® underscored the need for
physicians to determine whether the information imparted to
family members had been adequately understood, and stressed
that the technical terms that physicians often tended to use
interfered with theability of family membersto comprehend what
was being conveyed, resulting in lowered satisfaction among
family members. They emphasized the need for physiciansto be
sensitive to cultura differencesin family members which could
contribute to gaps in them comprehending the information
provided.

Another important finding of our study, which is also typical
of our culture, was the immense faith that people in general—in
this context family members—reposed in the doctor. The doctor
was seen as next to God and therefore the one most empowered to
make decisions concerning the patient. Family caregivers often
felt diffident to ask questionsto thedoctor. Studieshavedescribed
that the most common reason for not asking questions to the
doctor were because of fears of appearing poorly in their eyes,
coupled with the belief that asking questions would annoy the
doctor, which in turn may affect quality of care for their ill
relative.? The authors describe that doctors accentuate these
beliefs by behaving as if they were ‘on a higher plane when
compared to the patient and thereby more empowered to make
these decisions'. Theimportance of doctors being compassionate
and kind and of being forbearing in addressing their concernswas
reiterated by most family caregivers. By virtue of their expertise
and knowledgeinthefield, doctorsindeed may bethebest persons
to shoulder the responsibility of advising family caregivers.
However, thisal soimposesonthedoctor thecritical responsibility
of being open and honest with the caregivers, thereby establishing
arelationship of trust. Such arelationship can best be achieved
through being compassionate and forbearing in addressing their
doubts and concerns and by spending adequate time with them.
Azoulay et al.® highlighted that by spending ‘sufficient’ time
with the family, doctors helped caregivers deal with and cometo
terms with the illness of their relative.

Some limitations merit attention. The interviews were
conducted only withthefamily caregivers. Perspectivesof doctors
and nurses in the ICU would have provided insights on barriers
and problemsfaced in dealing with patientsand family caregivers
and challengesin communicating highly technical informationin
asimplemanner. Further, our study did not explorespecific health
repercussions of ICU admission on the family caregiver. While
thereisabundant literatureon suchissuesfrom devel oped countries,
this has remained a relatively less explored field in India and
therefore provides scope for further work.

In conclusion, our study attempted to understand family
caregivers perceptionsonintensive care and has highlighted the
considerable financial, emotional and medical constraints they
face. The need to improve family caregiver satisfaction through
clear and simple communication strategies and through effective

psychological support would go along way in improving their
well-being and in enhancing their caregiver role.
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