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Abstract

Purpose Cancer patients and their caregivers are overwhelmed with features of uncertainty, fear, shock, worry, anxiety,
sadness, and grief. To add on to their misery, the COVID-19 pandemic has severely afflicted the cancer care delivery. The
study was conducted to observe the challenges faced by cancer patients and their caregivers and to formulate strategies for
oncological setups to overcome those challenges.

Methods After obtaining institutional ethical clearance, a descriptive cross-sectional study was conducted to observe the
challenges faced by patients and their caregivers at the level of various domains (physical, logistic, psychological, socioeco-
nomic, and spiritual) who visited the outpatient and inpatient department of cancer pain and palliative care unit. The results
were expressed in absolute numbers.

Results Major challenges encountered were suffering from physical symptoms like pain, nausea, vomiting, dyspnea (90%),
postponement of cancer treatment (80%), fear of contracting COVID infection due to hospital visit (93.5%), lack of accom-
modation (70%), and lack of spiritual clarity and hope (50%).

Conclusions Major challenges faced by patients were in physical and psychological domains, and those by caregivers were in
socioeconomic domains and handling physical symptoms of their patients. It is imperative to recognize and be cognizant of
the challenges faced by cancer patients and their caregivers. Health care setups should formulate strategies to alleviate these
challenges and provide holistic care to cancer patients. These strategies will hold in good stead for future pandemics also.
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Introduction has impacted every country on various fronts including
economic, social, and political [2]. On the health front, the

The Coronavirus disease 2019 also known as “COVID-  cancer patients and those with underlying comorbidities

19” which was first detected in China and later on declared
a pandemic by WHO on March 12, 2020 [1], has created
havoc all over the world in a very short span of time. It

Key message The study highlights the challenges faced

by cancer patients and their caregivers during COVID 19
pandemic at the level of various domains—physical, logistic,
psychological, socioeconomic and spiritual. Thus, it is
imperative to recognize these challenges and frame strategies for
providing holistic care for future pandemics as well.
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have an increased risk of admissions in intensive care units
[3, 4]. The estimated case fatality rate in cancer patients with
COVID-19 is 6%, [5] as compared to 1% among the general
population [5, 6]. There is a substantial number of cancer
patients in whom treatment delay will affect the survival
as well as quality of life. In India, the estimated number of
cancer cases is approximately 2.25 million; therefore, the
impact of this pandemic on cancer patients will be grave
[7]. To curb the COVID-19 menace, countries and health
care systems around the world have taken various measures
like nationwide lockdown, strict social distancing proto-
cols, and restriction of the healthcare facilities to patients
and their caregivers through triaging. It has been advised to
defer surgery, chemotherapy, and radiotherapy in patients
with chances of marginal benefit. All these steps have helped
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in preventing the spread of the disease to a large extent,
but at the same time, it has raised many hurdles and new
challenges. With this background, we conducted a descrip-
tive cross-sectional study on the challenges faced by cancer
patients and their caregivers on various fronts—physical,
logistic, psychological, socioeconomic, and spiritual.

Materials and methods
Study design

The descriptive cross-sectional study was conducted by the
Department of Onco-Anesthesia and Palliative Medicine
at Dr. BRA, IRCH, AIIMS, New Delhi. Permission was
obtained from the Institute Ethics Committee of AIIMS
Hospital, New Delhi, India IEC-448/22/05.2020).

Selection of the participants

The cross-sectional study was conducted from June 1, 2020,
to July 30, 2020, and included adult (> 18 years) out-patients
and in-patients along with their caregivers attending the can-
cer pain and palliative care unit and willing to participate in
the study. Those with an inability to understand Hindi/Eng-
lish and with features of influenza-like illness/severe acute
respiratory illness like fever, cough sore throat, and myalgia
were excluded.

Aims and objectives

The main aim was to assess the challenges and hardships
faced by the cancer patients and their caregivers during
the COVID-19 pandemic at the level of various domains
(physical, logistic, psychological, socioeconomic, and spir-
itual). The secondary objective was to assess the maximum
affected domain among patients and their caregivers.

Methodology

As there was no previous literature available regarding the
challenges faced by cancer patients and caregivers during
the COVID-19 pandemic, we designed our own question-
naire based upon the clinical experience of pain and pal-
liative care physicians at our center. The convenience sam-
pling approach was used to collect data. The adult patients
and their caregivers who attended the pain and palliative
care unit and were willing to participate in the study were
included. Patients with features of influenza like illness
or severe acute respiratory illness were advised to go to a
COVID screening facility and were excluded from the study.
To check the validity of the questionnaire, an information
sheet was prepared in excel for an expert group to grade
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each question based on relevance, simplicity, clarity, and
ambiguity of framed questions on a 4-point scale and was
mailed to five experts. Content validity was estimated using
the content validity index. All the five experts completed
the evaluation and grading. Questions raised by them were
sorted out, and an agreement was sought. After there was
hundred percent agreement among all the experts, the ques-
tionnaire was finalized. Two columns were made in the
questionnaire, one each for the patients’ response and their
caregivers’ response. In the hospital setup, few patients came
alone, few came with their caregivers, and in some cases
only caregivers came. The team of pain and palliative care
physicians asked the questions and noted down the basic
demographic information (age/gender/address). Diagnosis,
staging, ECOG (Eastern Cooperative Oncology Group) sta-
tus of the patient, and treatment received/ongoing were also
noted. Patients and their caregivers were asked questions
by physicians and had to respond in binary response form
(Yes/No) in various domains like physical, logistic, psycho-
logical, socioeconomic, and spiritual. If only the patient was
present, response was noted in the patient column; if only
the caregiver was present, response was noted down in the
caregiver column; and if both were present, responses in
both patient and caregiver columns were noted.

e Physical domain: one question was asked—whether
patients were suffering from symptoms like pain, nausea,
vomiting, constipation, diarrhea, and dyspnea.

e Logistic domain: four questions were asked—if was there
any difficulty in commuting to the hospital, if there was
any postponement of treatment and investigations, and
whether they encountered restricted medical delivery.

e Psychological domain: six questions were asked—if there
was any fear of progression of disease due to postpone-
ment of treatment and investigations, if there was any
fear of contracting infection or transmission of infection
to family members due to hospital visit, if they have any
fear of inability to afford the treatment cost due to finan-
cial loss during lockdown, and if they feel any lack of
emotional support.

e Socioeconomic domain: five questions were asked—if
there were any financial loss, social outcast by society,
lack of accommodation, lack of support system for daily
needs, and difficulty in maintaining social distancing
because of lack of proper space at home.

e Spiritual domain: three questions were asked—if there
was any lack of spiritual and religious devotion, lack of
spiritual clarity, and hope and feeling of fatalism.

Subsequently, three groups were formed for analysis—
one in which only the patient visited the hospital (group P),
one in which only the caregiver came (group CG), and a
third one in which both patient and caregiver were present
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(group P+CG). Groups were formed keeping in mind the
hardship and challenges faced by caregivers also. Caregivers
not only have to face the challenges themselves but also have
to deal with the hardship faced by their patients.

Statistical analysis

In the absence of any previous study, the convenience sam-
pling approach was used to collect data. Data were entered
in Microsoft excel sheet and analyzed by Stata 14 software.
For categorical data, standard descriptive statistics such as
absolute numbers and percentages were used. For compari-
son between the three groups with each other and for inert
group comparison, the chi-square test was used and a P value
of <0.05 was considered to be statistically significant.

Results

A total of 515 individuals coming to the cancer center were
screened. Fifteen individuals were excluded as they had
features suggestive of influenza-like illness/severe acute
respiratory illness. Out of the remaining 500 cases, in 310
(62%) cases both patients and caregivers (group P+ CG)
were present. In 140 (28%) cases only the patient was there
(group P), and in 50 (10%) cases only the caregiver came to
the hospital (group CG). A total of 175 (35%) patients had
undergone some form of treatment, either chemotherapy,
radiotherapy, or surgery; the remaining 325 (65%) patients
were under the category of ongoing treatment (Table 1).
At the level of the physical domain, in group P+ CG,
279 (90%) respondents mentioned that their symptoms like
pain/nausea/vomiting/constipation/diarrhea or dyspnea got
aggravated due to inability to procure medications (Fig. 1).

Fig.1 Challenges faced at the

There was no statistical significance when three groups were
compared with each other (P value =0.66).

At the level of logistic domain, 250 (80.6%) respondents
(group P+ CG) mentioned that they had difficulty in pro-
curing medications. When the three groups were compared
with each other, there was statistical significance seen for
postponement of surgery, chemotherapy, and radiotherapy
(0.007), as well as for postponement of routine investigations
like CBC (complete blood count), LFT (liver function test),
KFT (kidney function test) and imaging like CT (computer-
ized tomography), MRI (magnetic resonance imaging), and
PET (positron emission tomography) scan leading to anxiety
(0.008). Statistical significance was also noted for postpone-
ment of surgery/radiotherapy/chemotherapy when group P
was compared with group CG (P value=0.010) (Table 2).

At the level of the psychological domain, 290 (93.5%)
respondents (group P+ CG) mentioned that they faced maxi-
mum challenge in fear of contracting COVID infection due
to hospital visits. When the three groups were compared
with each other, there was statistical significance seen in
all the challenges (Table 3) faced at the level of the psycho-
logical domain (P value <0.05). When group P+ CG was
compared with group P, there was statistical significance
for fear of transmitting infection to other family members
(P value =0.006 for adjusted P value <0.016, for multiple
comparison testing). Also, when group P was compared
with group CG there was statistical significance seen (P
value =0.006 for adjusted p value < 0.016, for multiple-com-
parison testing) for fear of the progression of disease due to
postponement of anticancer therapies, fear for postponement
of imaging leading to anxiety of progression of newly diag-
nosed cancer, fear of contracting infection by hospital visit,
and fear of inability to bear cost of treatment due to financial
loss: more in patients compared to caregivers alone.

Challenges at the level of physical domain

level of the physical domain 5T

u 279
250
200
150

100

50
31

P+CG

m 126

14
3
I .

P CG

mYes ®mNo

@ Springer



1550

Supportive Care in Cancer (2022) 30:1547-1555

Table 1 Distribution of cancer

‘ . Demographic parameters Number (%)
diagnosis
Patients
Types of cancer
Head and neck 105 (21)
Breast 100 (20)
Thoracic 15(3)
Gastrointestinal 60 (12)
Endocrine 25 (5)
Genitourinary 95 (19)
Musculoskeletal 25 (5)
Neurological 18 (3.6)
Skin 12 (24)
Hematological 45 (9)
Duration of diagnosis
<1 year/1-2 years/ > 2 years 225/215/60 (45/43/12)
Gender
Men/women 270/230 (54/46)
Age range
18-30/31-40/41-50/51-60/61-70 70/100/130/120/80 (14/20/26/24/16)
Stage
IV 100/200/130/70 (20/40/26/14)
ECOG status
1/2/3/4 90/300/60/50 (18/60/12/10)
Caregivers

Caregivers who came along with patient

Caregivers who came alone
Gender
Men/women

Age range

18-30/31-40/41-50/51-60/61-70

310 (86.1)
50 (13.9)

300/60 (83.3/16.7)

80/140/100/30/10 (22.2/38.8/27.7/8.3/12.7)

At the level of the socioeconomic domain, 217 (70%)
respondents (group P+ CG) mentioned that they faced
maximum challenge in the lack of accommodation. During
comparison of three groups with each other, there was sta-
tistical significance (P value < 0.05) noted in lack of accom-
modation, difficulty in maintain social distancing because
of lack of proper space at home, and financial loss because
of lockdown (Table 4). When group P was compared with
group CG, there was statistical significance (P <0.016, for
multiple-comparison testing) for lack of accommodation:
more in patients compared to caregivers alone.

At the level of the spiritual domain, 155 (50%) respond-
ents (group P+ CG) faced lack of spiritual clarity and hope.
During the comparison of three groups with each other,
there was statistical significance (P value <0.05) in lack
of spiritual clarity and hope (Table 5). During comparison
of group P+ CG with group P, statistical significance was
noted for feeling of fatalism (P value <0.0001 for adjusted P
value < 0.016, for multiple-comparison testing). Also, when
group P was compared with group CG there was statistical
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significance (P <0.016, for multiple-comparison testing) for
lack of spiritual clarity and hope—more in patients com-
pared to caregivers alone.

Discussion

Cancer patients face tremendous hardships on various
fronts—be it physical, logistic, psychological, socioeco-
nomic, or spiritual. In our study, challenges faced by cancer
patients and their caregivers at the level of these various
domains during the COVID-19 pandemic have been high-
lighted. Major challenges faced by patients were in physical
and psychological domains, and those by caregivers were in
the socioeconomic domain and handling physical symptoms
of their patients. The COVID-19 pandemic exacerbated the
old challenges (e.g., fear of progression of disease, fear of
inability to afford cost of treatment, lack of emotional sup-
port, lack of spiritual clarity) and symptoms (e.g., physical
symptoms like pain, nausea, constipation, dyspnea) which
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Table 2 Challenges faced at the level of the logistic domain

Challenges Groups Yes No P value
Difficulty in to and fro transportation to the hospital Group P+CG 232 (74.8%) 78 (25.2%) 0.497
Group P 98 (70%) 42 (30%)
Group CG 35(70%) 15 (30%)
Postponement of surgery/RT/CT Groups Yes No 0.007*
Group P+CG 248 (80%) 62 (20%)
Group P 110 (78.6%) 30 (21.4%)
Group CG 30 (60%) 20 (40%)
Postponement of routine investigations like CBC, LFT, KFT and ~ Groups Yes No 0.008*
imaging like CT, MRI, PET scan leads to anxiety Group P+CG 245 (79%) 65 (21%)
Group P 100 (71.4%) 40 (28.6%)
Group CG 30 (60%) 20 (40%)
Restricted medical delivery system Groups Yes No 0.985
-Routine OPD Group P+CG 250 (80.6%) 60 (19.4%)
“Indoor facility o Group P 112 (80%) 28 (20%)
-Difficulty in procuring medications
-Difficulty in procuring Group CG 40 (80%) 10 (20%)

Group P+CG (N=310): patients who came along with their caregivers
Group P (N=140): patients alone
Group CG (N=50): caregivers alone

For comparison between three groups with each other: chi-square test was used

*P value of <0.05 was considered to be statistically significant

the patients and their caregivers were already facing. Also, it
led to the situation where the patients and caregivers had to
face new challenges (e.g., difficulty in commuting to the hos-
pital during lockdown, postponement of surgeries and inves-
tigations, fear of contracting COVID infection by hospital
visit, fear of transmitting infection to other family members,
social outcast by the society, and lack of religious devotion).

To strike a balance between managing cancer and pre-
venting the patients and caregivers from contracting COVID
infection, hospitals have adopted various policies including
triaging the patients, use of telemedicine facility, policies of
hand hygiene, and social distancing. Countries worldwide
enforced lockdown for months to prevent the spread of coro-
navirus infection. Studies conducted have suggested avoid-
ance of complex surgeries which require multiple transfu-
sions and prolonged intensive care unit stays [8, 9]. Palliative
radiotherapy in a single fraction has been recommended to
reduce the hospital visits [8, 9]. Systemic chemotherapy has
also been suggested to be deferred especially in patients with
chances of minimal benefit [10]. All this has aggravated the
problems for cancer patients and their caregivers.

At the level of the physical domain, patients reported
that they faced a lot of symptoms ranging from pain, nau-
sea, vomiting, bowel disturbances, and dyspnea which have
been aggravated due to inability to procure medications
because of logistic issues like difficulty of transportation and
restricted medical delivery system during lockdown. Symp-
tomatic management is important for all cancer patients and

even more so for patients who are in the advanced stage of
their disease. A high proportion of patients complaining of
inadequate symptom control highlight the poor quality of
life. Inability to control the physical symptoms was a major
challenge for the caregivers. They also felt helpless and did
not know how to help their patients in such a situation.

At the level of the logistic domain, due to the nationwide
policy of lockdown, patients and caregivers had trouble
reaching the hospital due to non-availability of the public
transport system. A major proportion of patients and car-
egivers reported that their routine blood investigations like
complete blood count, kidney and liver function tests, and
imaging modalities like PET scan, CT scan, and MRI were
getting postponed. Also, their scheduled dates for surgery,
chemotherapy, and radiotherapy got delayed. They found
it difficult to procure their medications, and many felt that
because of the restricted policy of seeing a limited number
of patients they could not meet their physicians in person.
Statistical significance was observed when group P was
compared to group CG in terms of postponement of surgery/
radiotherapy/chemotherapy. This implies that the patients
worried more regarding the progression of their disease, and
thus this challenge must be duly addressed by healthcare
system during pandemics.

The word cancer itself instills fear in the mind of people.
On the top of it, patients now also have to cope up with the
possibility of contracting coronavirus infection because of
their debilitated immunity. At the level of the psychological
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Table 3 Challenges faced at the level of the psychological domain

Challenges Groups Yes No P value
Fear of the progression of disease due to postponement of anticancer therapies Group P+CG 279 (90%) 31 (10%) 0.000%*
Group P 126 (90%) 14 (10%)
Group CG 35 (70%) 15 (30%)
Postponement of imaging like CT, MRI and PET scan leads to anxiety of progres- Yes No 0.000%*
sion of newly diagnosed cancer Group P+CG 270 (87.1%) 40 (12.9%)
Group P 120 (85.7%) 20 (14.3%)
Group CG 32 (64%) 18 (36%)
Fear of contracting infection by hospital visit Yes No 0.004*
Group P+CG 290 (93.5%) 20 (6.5%)
Group P 130 (92.8%) 10 (7.2%)
Group CG 40 (80%) 10 (20%)
Fear of transmitting infection to other family members Yes No 0.002*
Group P+CG 280 (90.3%) 30 (9.7%)
Group P 110 (78.5%) 30 (21.5%)
Group CG 40 (80%) 10 (20%)
Fear of inability to afford cost of treatment because of financial loss Yes No 0.03*
Group P+CG 260 (83.9%) 50 (16.1%)
Group P 120 (85.7%) 20 (14.3%)
Group CG 35 (70%) 15 30%)
Lack of emotional support Yes No 0.002*
Group P+CG 250 (80.6%) 60 (19.4%)
Group P 100 (71.4%) 40 (28.6%)
Group CG 30 (60%) 20 (40%)

Group P+ CG (N=310): patients who came along with their caregivers
Group P (N=140): patients alone
Group CG (N=50): caregivers alone

For comparison between three groups with each other, chi square test was used

*P value of <0.05 was considered to be statistically significant

domain, majority of patients and their caregivers reported
fear regarding the progression of their disease due to post-
ponement of their treatment and scheduled imaging. Patients
were worried that they may contract the COVID infection
because of the immunocompromised state by their frequent
hospital visits, and caregivers were stressed out thinking
that they may carry the infection back home if they visit
the hospital [11, 12]. When group P was individually com-
pared with group CG, fear of postponement of treatment and
contracting infection was more. This implies that patients
had more psychological challenges when compared to their
caregivers. Also, fear of transmitting infection was sta-
tistically significant in the group of patients alone versus
when patients had the support of caregivers with them. This
implies that the patients who had support of their caregivers
were better equipped to deal with their psychological chal-
lenges. Literature also supports the fact that cancer patients
who have a constant support of their family members and
friends return to their coping strategies within 1-2 weeks
[13]. Support of caregivers helps in better psychological
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adjustment compared to patients who are all alone [14].
Bonding of patients with the community, family members,
and their own spiritual or religious belief system is impor-
tant for healing and important component of overall cancer
treatment [15].

It was also reported that due to loss of jobs during lock-
down they incurred huge financial loss and may not be able
to bear the cost of the whole cancer treatment process. Even
though the policy of lockdown helped curb the spread of
infection, at the same time it has caused huge economical
loss to the countries. It becomes even more difficult for the
developing countries like India. At the level of the socioeco-
nomic domain, patients reported that they faced issues like
lack of accommodation more in comparison to their caregiv-
ers. Caregivers faced major challenges in this domain—Ilike
difficulty in maintaining social distancing because of lack
of proper space at home, encountered social outcast by the
society stating that they have a cancer patient at home, and
also incurred huge financial loss affecting the treatment of
their patient. In literature, also it has been observed that
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Table 4 Challenges faced at the level of the socioeconomic domain
Challenges Groups Yes No P value
Lack of accommodation Group P+CG 217 (70%) 93 (30%) 0.03*
Group P 110 (78.5%) 30 (21.5%)
Group CG 30 (60%) 20 (40%)
Difficulty in maintain social distancing because of lack of proper space at home Yes No 0.006*
Group P+CG 124 (40%) 186 (60%)
Group P 70 (50%) 70 (50%)
Group CG 20 (40%) 30 (60%)
Social outcast by the society during this pandemic Yes No 0.15
Group P+CG 93 (30%) 217 (70%)
Group P 30 (21.4%) 110 (78.6%)
Group CG 15 (50%) 15 (50%)
Financial loss because of lockdown Yes No 0.02*
Group P+CG 186 (60%) 124 (40%)
Group P 90 (64.3%) 50 (35.7%)
Group CG 40 (80%) 10 (20%)
Lack of support system for daily needs (groceries medical equipment etc.) because Yes No 0.09
of lack of support system GroupP+CG 190 (61.3%) 120 (38.7%)
Group P 100 (71.4%) 40 (28.6%)
Group CG 30 (60%) 20 (40%)
Group P+CG (N=310): patients who came along with their caregivers
Group P (N=140): patients alone
Group CG (N=50): caregivers alone
For comparison between three groups with each other, chi square test was used
*P value of <0.05 was considered to be statistically significant
Table 5 Challg}ges faced .at the Challenges Groups Yes No P value
level of the spiritual domain
Lack of spiritual and religious devo- ~ Group P+CG 124 (40%) 186 (60%) 0.302
tion during pandemic Group P 49 (35%) 91 (65%)
Group CG 15 (30%) 35 (70%)
Lack of spiritual clarity and hope Groups Yes No 0.000%*
Group P+CG 155 (50%) 155 (50%)
Group P 75 (53.6%) 65 (46.4%)
Group CG 10 (20%) 40 (80%)
Feeling of fatalism Groups Yes No 0.394
Group P+CG 31(10%) 279 (90%)
Group P 20 (14.3%) 120 (85.7%)
Group CG 5 (10%) 45 (90%)

Group P+ CG (N=310): patients who came along with their caregivers

Group P (N=140): patients alone
Group CG (N=150): caregivers alone

For comparison between three groups with each other, chi square test was used

*P value of <0.05 was considered to be statistically significant

the level of burden faced by caregivers of cancer patients
is much more than for caregivers caring for elderly patients
[16]. They not only have to deal with their own responsibili-
ties but also need to focus upon caring for their loved ones

[17]. Thus, it is equally important to address the challenges
faced by caregivers as seen in this domain.

The spiritual domain is also one more aspect which is
often overlooked but is extremely important for providing
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holistic care to the cancer patients [18]. Fifty percent patients
and their caregivers reported that they faced lack of spirit-
ual clarity and hope during the ongoing pandemic. But still
majority took out time for religious and spiritual devotion
and did not exhibit fatalism. Feeling of fatalism and lack of
spiritual clarity were statistically significant when patients
were alone as compared to when they had support of car-
egivers. Seema et al. in their study observed that signs of
transformation in spiritual credence during the pandemic
were evident in the form that majority could not attend their
places of worship and were having lack of spiritual clarity.
For coping with the stress and anxiety, majority resorted
to path of prayer and chanting at home, with few having
a belief in helping out others and participating in spiritual
community sessions to overcome their problems in life [19].

Limitations

The study has been conducted at a single tertiary care center
and thus would limit the generalizability of the study find-
ings. Thus, there is a need to conduct a multi-centric study
from different geographical locations to assess the chal-
lenges faced by cancer patients and their caregivers dur-
ing a pandemic. This would help to formulate strategies to
overcome the challenges and would be helpful in providing
holistic care to cancer patients during future pandemics.

Conclusion

Major challenges faced by patients were in the physical and
psychological domains, and those by caregivers were in the
socioeconomic domain and handling physical symptoms
of their patients. The COVID-19 pandemic exacerbated
the previous challenges and symptoms and also led to the
development of new challenges. It is imperative to recognize
and be cognizant of the challenges faced by cancer patients
and their caregivers. Now is the time that all the healthcare
experts, governmental, and non-governmental organizations
should come together, discuss the pertinent issues related to
challenges faced by cancer patients and their caregivers, and
formulate the strategies to mitigate those challenges so that
the damage caused by this pandemic could be minimized
and patients are provided with the holistic care. These strate-
gies will hold in good stead for future pandemics also.
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