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Constraints of the Palliative Care Patients during Pandemic
— A Cross-sectional Study

Mageshwari M', Kannan R?, Bhanu Pratap Singh Gauré, Kuzhandai Velu V*

Background : The challenge faced by Palliative care patients is vast even in the absence of a pandemic. COVID-
19 is anticipated to surpass the capacity of the Healthcare system including Palliative care services.

Aim : To address the challenges faced by the palliative care patients during COVID-19 pandemic.

Setting and Design : This cross-sectional study was conducted in a Cancer institute.

Materials and Methods : This study was conducted among patients receiving Palliative care services in a Cancer
Institute between September and October 2020 using semi-structure questionnaire.

Statistical Analysis Used : Independent and dependent variables were expressed as percentages. Analysis was
done using IBM SPSS Version 20.0.

Results : The quantitative analysis revealed that 66% of the Palliative care patients were unable to access the
health care facility, 41% had delay in diagnosis and 83% of them were unable to apply insurance schemes.

Conclusion : Accessibility of Healthcare facility, delay in diagnosis, and application of insurance schemes are the
most common challenges faced by palliative care patients which led to the postponement of treatment, privatization of
the health sector and increased hospital stay. Government should necessarily recognize the integration of Palliative
care with various health schemes and digital Healthcare may support Palliative care to patients living in remote areas.

[J Indian Med Assoc 2023; 121(6): 29-32]
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Palliative care which is also known as supportive
care is defined according to the World Health
Organization (WHO) as “an approach that improves
the quality of life of patients and their families facing
the problems associated with life-threatening illnesses,
through the prevention and relief of suffering by means
of early identification, impeccable assessment and
treatment of pain and other problems, Physical,
Psychosocial and Spiritual”’. Since the proportion of
elderly increases in India, the burden of non-
communicable diseases increases leading to the
drastic increase in need of Palliative Care Services.
A survey done at Villupuram district in Tamil Nadu
stated that the prevalence of people in need of Palliative
care is around 4.5/1000 population®3. The highest
proportion of adults in need of palliative care at the
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Editor's Comment :

B Palliative care patients finding difficult to access centre
facilities, diagnosis and application of insurance schemes.

B Digitalization of health care system by the government will
improve the accessibility for the palliative care patients,
increasing more centres.

end of life is from low- and middle-income countries.
As per the World Health Organization- Global Health
estimates, around 54.6 million deaths occurred
globally and among those deaths, 66% were due to
Non-communicable diseases. The trend in India is as
such similar.

The coverage of Palliative care services is very
sparse in our country. According to the recent
estimate, only <2% of people have access to any type
of Palliative care*®. The Role and Response of Palliative
Care and Hospice Services in Epidemics and
Pandemics: A Rapid Review to Inform Practice during
the COVID-19 Pandemic mentioned that the hospice
and palliative services have an essential role in the
response to COVID-19 by responding rapidly and
flexibly; ensuring protocols for symptom management
are available and training non-specialists in their use;
being involved in triage; considering shifting resources
into the community; considering redeploying volunteers
to provide psychosocial and bereavement care;
facilitating trust and adopting measures to deal with
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stress; using technology to communicate with patients
and carers; and adopting standardized data collection
systems to inform operational changes and improve
careb.

A study done in 2020 stated many challenges to
provide high-quality advance care planning during
COVID-19. Professionals and Healthcare providers
need to ensure advance care palnning is well-founded
for individuals and genuinely tailored to their values
and priorities and attuned to their ethnic, cultural, and
religious context. Policymakers for health and social
care need to consider carefully how high-quality ACP
can be resourced and normalized as a part of standard
Healthcare ahead of future pandemic waves’.

A review article on “ldentifying needs and improving
palliative care of chronically ill patients: a community-
oriented, population-based, public- health approach”
concluded that the challenges are promoting early
interventions that extend to all patients, in all settings,
and to integrate Palliative care program with public
health8.

Hence, little is known about the challenges faced
by Palliative care patients even in the absence of a
pandemic. COVID-19 pandemic is anticipated to
surpass the capacity of the healthcare system
including Palliative care services. Therefore this study
aimed to address the challenges and the solutions for
the Palliative care services among patients during
COVID-19.

MaTteriALs AND METHODS

After obtaining clearance from Institutional Human
Ethical Committee we have conducted a mixed-
methods study among patients (>18 years of age)
receiving palliative care services in a Cancer Institute
at Cuddalore for a duration of 2 months. The subjects
were recruited based on the inclusion and exclusion
criteria and informed written consent was obtained.
The study was conducted using a pre-tested, semi-
structured interview schedule. The sample size was
calculated as 92 patients based on the prevalence.

Inclusion Criteria :

e Patients (>18 years of age) who are receiving
Palliative care services in Cancer Institutes were
included in the study.

Exclusion Criteria :

e Patients with cognitive impairment who are in
the absence of care- givers.
e Moribund persons who were unable to answer.

Data Analysis :

The data was entered in EpiCollect® and analysis
was done using IBM SPSS software Version 20.0. All

the independent variables such as age, gender, monthly
family income, morbidity profile, place of diagnosis,
and treatment were expressed in frequency and
percentage. The dependent variables such as
constraints related to diagnosis and treatment,
insurance schemes were also expressed in frequency
and percentage.

ResuLTs

The study results showed 59% of the people were
above 60 years of age and 76% of them were females.
Most of them were Hindu and married with a monthly
family income of Rs.5000. There were 97.8% of people
with cancer among the subjects requiring palliative
care. Their place of diagnosis and treatment was the
Private sector with a duration of iliness of more than 6
months as per the characteristics given in Table 1.

Constraints of palliative care patients were divided
into sections like constraints of palliative care patients,
constraints in diagnosis and treatment, and insurance
schemes. The constraints of palliative care patients
were:

¢ Difficulty in travel (66%),

¢ Difficulty in crossing the check-post at the
borders of the state while assessing for treatment
(87%),

Table 1 — Socio-demographic details and morbidity profile of
study participant (n= 92)
Socio-demographic Data Frequency Percentage
Age < 60 years 37 40.22
> 60 years 55 59.78
Gender Male 22 23.91
Female 70 76.09
Religion Hindu 86 93.48
Muslim 5 5.43
Christian 1 1.09
Marital Single 1 1.09
Status Married 86 93.48
Widowed 2 217
Divorced 1 1.09
Separated 2 217
Monthly <5000 87 94.57
family 5000 — 10000 3 3.26
income 10000 — 30000 2 217
> 30000 0 0
Disease Cancer 90 97.83
condition  Trauma/injuries 2 217
Place of Government 37 40.22
diagnosis  Private 55 59.78
Duration of < 6 months 24 26.09
illness > 6 months 68 73.91
Place of Government hospital/
treatment Medical colleges 30 32.61
Private hospital/
Medical colleges 60 65.22
Home-based treatment 2 217
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e Constraints in insurance
schemes were expressed as 97% of patients had a
delay in the application of insurance scheme for
treatment, change in treatment plan due to non-
availability of schemes (83%), and change in financial
expenses (94) respectively as given in Fig 3.

Discussion

Based on the objective of the study which is to
address the challenges and the solution exploration
on the challenges faced by the Palliative care patients
during the Pandemic, our study showed 97.8% of
people with cancer among the subjects were requiring
Palliative care. Their place of diagnosis and treatment
was the Private sector with the duration of iliness of
more than 6 months.

Our study showed the
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Fig 1 — Constraints of palliative care patients (n=92)

challenges faced by patients and care-givers during
COVID-19” showed that in COVID pandemic, patients
and caregivers are left more vulnerable at this time. It
highlights on the physical and emotional distress due
to the lack of care, access to treatment and
interruption in treatment.

In our study, we captured the constraints in
diagnosis and treatment and segregated them into 5
divisions like difficulty in undergoing initial screening,
delay in treatment initiation, delay in initial
investigations, delay in diagnosis and change in the
treatment plan. We also captured the constraints in
insurance schemes and among them the majority of
patients had a delay in the application of insurance
scheme for treatment, change in treatment plan due

86

65
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Fig 2 — Constraints in diagnosis and treatment (n=92)



Vol 121, No 6, June 2023

Journal of the Indian Medical Association

32

to non-availability of scheme, and change in financial
expenses. “A study on Palliative care challenges and
strategies for the management amid COVID-19
Pandemic in India: Perspectives of Palliative care
nurses, cancer patients, and care-givers” showed the
similar results that the COVID-19 pandemic is
increasing day by day that makes the patients still
live with a fear of getting infected and compromised
family life. The lockdown has brought a lot of
challenges to the patient and family members to cope
with the difficult situations. Adequate resource
allocation can make a significant change in patient
care which would ensure safe and effective practice
for the nurses. Financial challenges and insurance
schemes were the more important component among
them.

Hence, our study findings mainly highlighted that
there are many constraints like difficulty in the
accessibility of health care facilities, delay in diagnosis,
and application of insurance schemes due to COVID-
19 which made the Palliative care patients postpone
their treatment and prefer the private sectors and to
increase their stay in hospitals.

CoONCLUSION

* Accessibility of health care facility, delay in
diagnosis and application of insurance schemes are
the most common challenges faced by Palliative care
patients during COVID- 19 pandemic.

¢ This led to the postponement of treatment,
privatization of the health sector and increased hospital
stay.

Recommendations :

e Government should necessarily recognize the
integration of Palliative care with various health
schemes.

* Digital health care may support Palliative care
for patients living in remote areas.

e With increasing needs, more Palliative care
center initiatives can be done at the community level
to increase awareness.
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