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As caring model of cancer patients has shifted to family centered model during the pandemic
of COVID 19, it has caused immense increase in the needs of the caregivers. Thus, while
providing a holistic care for cancer patients we need to understand the specific alterations in
needs of caregivers due to pandemic. Thus, in this narrative review, we focus on addressing
different needs of cancer caregivers in context of the on-going pandemic and preparedness
strategy to meet those unmet needs.

Introduction

World is facing presently a pandemic due to outbreak of novel corona virus (COVID-19) infection.
The world health organization (WHO) has declared it as a global pandemic on 11th March, 2020
[1]. This has tremendously strained our health care delivery systems in various sectors. Standing in
the middle of the pandemic, we need to prepare ourselves for maintaining the continuity of our
services to special groups of patients who are more vulnerable. Cancer patients have been
identified to have a higher risk of COVID-19 infection [2] and thus their caregiving needs special
attention amidst the pandemic. Care for advanced cancer patients is a holistic approach.
Caregivers are integral part of this holistic approach of care. Caregiving to cancer patients is an
extremely demanding job as it needs full time attention throughout the trajectory of the disease.
The intricacies and multiplicities of the needs of caregivers depend upon type of disease, stage, and
treatments of diseases. The initial 6 months after diagnosis of cancer is usually the most stressful
period for the caregivers [3]. Perception of the job also varies from person to person. While some
caregivers find the job extremely gratifying, some feel extremely burned out physically,
emotionally, economically and socially [4]. Support system of the caregivers also influences the
needs of the caregiving. Female spouse, lack of support from other family members has been found
to have increased needs for caregivers [5-6]. Communication process between caregivers, patients
and health care professionals is also quite challenging and needs specific attention [7]. The
community supports, access to health care facilities are the most useful aids to meet these unique
needs of the caregivers [8].

During pandemic, the restriction of mobility, social distancing norms and lockdown is expected to
strain the conventional support systems of the caregivers significantly. Thus, in view of the on-
going pandemic, the different needs of caregivers should to be reviewed. There are only a few
literatures which addresses the specific changes in the caregiver needs of cancer patients amidst
the era of a pandemic. In this narrative review we have focussed on the specific needs, barriers and
solutionsfor the caregivers of cancer patients in context of the on-going COVID-19 pandemic.

B. Specific needs and solutions for caregivers of cancer
patients amidst the pandemic
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During the pandemic, a family and caregivers centered care model has become the major care
process for patients with chronic debilitating diseases [9]. Caregivers include any person (relative
or friends) who is significantly associated with providing assistance to the patients with a chronic
terminal illness [10]. Given et al. [11] described caregivers burden as “a multidimensional
biopsychosocial reaction resulting from an imbalance of care demands relative to caregivers’
personal time, social roles, physical and emotional states, financial resources, and formal care
resources given the other multiple roles they fulfill.” Thus, the needs of caregivers of cancer
patients, which are expected to be altered by the pandemic situation, are multifaceted and

summarized in Table 1.

Needs

Problem during pandemic

Intervention

Physical well being

¢ Protection from infection.

¢ Education of caregivers about DO’S
and Don'’ts, identify high risk caregivers
and provide them PPE for caring
infected person, wear homemade masks,
limited visitors entry, practice hand
hygiene.

* Decreased availability of social
support system increase duration of
caring

« Identify the potential social supports
and strengthen them. Caregiving in
rotation with other family members
decrease physical burn out, improve
sleep and rest pattern.

Social well being

¢ Lack of social support system for
transportation, daily activities,
psychological support due to social
isolation.

« Identify potential source of social
support, e.g. Peer group, other family
members, NGOs etc well in advance.

*Social stigma for infection.

* Use online digital platforms, social
media for strengthening peer support
and social support.

Economic well being

* Loss of job

* Reassure and communicate with
empathy.

* Inadequate coverage by insurance

¢ Information about Government
schemes and institutions, NGOs
forfinancial aid for cancer treatments.

Psychological well being

* Fear of infection acute precipitate
anxiety and depression.

» Follow the principles of “psychological
first aid” (SFA)

¢ Sudden death of loved ones creates
complex grief reaction.

¢ Compassionate communication, Refer
to web based resources to overcome
challenges of communication during
pandemic.

¢ Inadequate preparation may produce
chronic posttraumatic stress disorders

« Identify high risk patients for
psychological distress, address and
acknowledge their concerns in a
personalized manner, prepare them for
the inevitable deaths way before.

* Limited access to conventional death
rituals and bereavement support

* Refer and involve spiritual leaders.

 Start early advanced care planning.

» Bereavement care for distressed
caregivers through digital technology or
personalized letters.

Table 1: Different Needs, Problems and Solutions for Cancer Caregivers During Pandemic.

These factors are interdependent and often one is influenced by another (Figure 1).

Figure 1: Interdependent Needs of Cancer Givers During Pandemic.
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They are described as follows:

1. Support for physical care of the patients.
2. Support for social assistance

3. Support for economic distress.

4. Support for Psychological impacts.

5. Support for protecting themselves from infection.

Support for physical care of the patient

Terminal cancer patients need assistance from caregivers for managing many of their physical
symptoms [12]. Caregivers take part in providing medications to the patients, dose adjustments,
tube feeding, monitoring of symptoms and side effects of treatments and managing stress and
anxiety of the patients. They also do act as a coordinator for home care between physician and
patient and also take part actively in decision making about treatment. This process needs a
thorough guidance and education of the caregivers, without which it can rather negatively affect
the symptoms management of the patients [13]. But, in an era of pandemic this education and
providing assistance may be quite challenging as conventional access to the health care systems
are restricted. Due to infection control strategies of the hospitals, it is desired to decrease frequent
hospital visits by caregivers. Thus the most feasible solution to this is integration of digital
technology.

A face to face teleconsultation visits can be arranged for personalized training of caregivers. Video
demonstration and monitoring of the caregivers during the process of care, e.g. wound care, giving
medications and feeding etc may improve the outcome of care and confidence of the caregiver.
With invent of new technologies and mobile based applications (e.g. Tapcloud) this process of
assistance to caregivers has become more dynamic, even at remote locations [14]. The only
limitation for real time assistance to caregivers is a limited access of technology to rural areas,
especially in developing countries. In that case, a caregiver module should be designed addressing
the common assistance needs for symptoms management and should be dispensed among them,
whenever they do visit the hospital [15].

Support for social assistance

A social support is a form of emotional, physical or informational support system that can be
provided by any family members, neighborhood, friends or community [16]. The supports can be
actually received or even being simply perceived to be available at the time of need. For caregivers
of cancer patients social support is an indispensible part of their journey. The impact of availability
of social support is directly related with the stress, psychological well-being and ultimately physical
health of the caregivers [17]. Some of the major social supports the caregivers need while caring
their patients is: transportation, managing daily activities and psychological support by family
members and peer groups.

The current pandemic tends to break this social support system of caregivers due to the social
distancing norms. Social isolation can generate feeling of loneliness and disconnectedness from
rest of the society and thus significantly decrease their quality of life. Moreover, social stigma is a
major contributing factor for lack of social support during the pandemic. Family with a member
who has recovered from COVID-19 infection, a person with cough due to other medical condition or
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a family having a frontline worker as a member often face rejection by rest of the society [18]. The
key to maintain continuity of social support for cancer caregivers are educating about the myths
and facts about the COVID-19 disease, creating an advanced plan and generate alternative
platforms for social support. Family members should maintain physical distancing instead of social
distancing. Mobiles and digital technologies are quite useful to keep the family members strings
attached with each other. A caregiver should identify their potential supports from social group way
ahead and communicate them to avoid last moment hassles. Peer support group meeting on a
digital platform, web based networks, digital information centers and social media are the useful
alternative platforms to access both the perceived and actual social support [19].

Support for economic assistance

Economic strains have been one of the major concerns for caregivers during pandemic. Raising the
cost of cancer treatment is a significant financial burden for the cancer patients [20]. During the
pandemic several people tend to lose a job as a result of global economic recession [21]. Moreover
previous health insurance may not give coverage to this new illness of COVID-19. All these impose
several economic burdens on the caregivers, which impact their psychological and physical well-
being. Acknowledging their concern and assurance can decrease their anxiety and may improve the
strains. They should be provided with the information about the different government aided
organizations, schemes and non-government organizations (NGO) for cancer patients, which may
provide some economic assistance to them [22]. Use of telemedicine should be maximized for them,
as it will reduce the cost of transportation and pay cut due to absence from job.

Support for psychological well-being

Cancer caregivers have a significant amount of psychological burden throughout the disease
trajectory. They have high incidence [23] of stress (66.1%), depression (68.8%) and anxiety
(72.3%). Female sex, extremes of ages, terminal stage of cancer, family functioning are predictor of
high incidence of psychological distress among cancer caregivers [5]. Thus, during pandemic
caregivers of cancer patients are expected to be more vulnerable for psychological impact than
general population. Social isolation and quarantine augment the feeling of detachment from patient
and other family members [24], who are the major social and psychological support system of the
caregivers. Social stigma, guilt of transmitting disease to the loved ones, lack of social supports for
transport, anticipatory fear of not being able to access the health care system in time of need, fear
of disease recurrence and progression can precipitate acute anxiety, frustration, guilt and anger in
the caregivers.

The world health organization (WHO) suggested the response strategy named as “psychological
first aid” (PFA) for psychological support in humanitarian crisis [25]. The basic principles of this
strategy can be adopted for cancer caregivers amidst pandemic. These include compassionate
engagement of the caregivers in a nonintrusive manner; ensuring safety and comfort; stabilize and
orient them emotionally; gather information to assess personalized needs of the caregivers;
strengthening social support including family, friends and social organizations; provide information
on stress reaction and coping strategies. Communication is the key to handle such distress of the
caregivers. Their efforts should be acknowledged. They should be reassured that they are doing
best possible thing for their loved ones in this extraordinary situation. Strengthening social support
and economic stability enhance the coping process with anxiety and depression. Teleconsultation
can be a useful to provide psychological assistance to the caregivers, providing them correct
information and maintaining the social bond among family members over technological supports
and social media is desirable. Web based groups for cognitive behavioral therapies can be useful to
relieve the anxiety and distress. Another major aspect is severe trauma due to illness and death of
loved ones during pandemic. As terminal cancer patients are immunocompromised and prone to the
infection, there may be acute detoriation of the patients. These sudden events can generate a
complex grief reaction and post-traumatic stress disorder (PTSD) in caregivers [26]. There may be
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inadequate preparation and discussion for death. Thus caregivers of end of life care patients need
special attention for grief management support. The grief can be anticipatory due to fear of death
or disenfranchised due to guilt of spreading infection [26]. Moreover they often don’t receive the
chance to mourn with whole family while being in isolation or quarantine. Mandating the social
isolation norms during post death rituals, restrict the family members to access the traditional
death rituals.

Managing this grief and providing effective bereavement support involves identifying the high risk
caregivers for psychological distress, early discussion about advanced care planning, adopting to
self-care and bereavement support strategies. There is no standardized questionnaire to assess the
caregivers’ ability to handle the psychological distress during pandemic. Still, there are some
validated tools that can be used to assess the caregivers at high risk of developing grief, e.g. Zarit
Burden Caregiving Screening Interview [27], the Cancer Suppor tSource -Caregiver Distress
Screening Instrument [28], Marwit-Meuser Caregiver Grief Inventory (MM- CGI) [29] etc. High risk
caregivers should receive personalized grief and post death bereavement support to prevent
development of PSTD [26]. Advanced care planning (ACP) should start early involving caregivers,
physicians and patients. Teleconsultation can be used to arrange such discussion. Communication
can be found difficult due to inadequate priming and acute worsening condition of the patient.
There are communication learning source on digital platform, which can be referred by the
physician to break the ice of communication [30]. Choice of spiritual and cultural aspects as per the
religion, ethnicity should be included in the ACP discussion. All the caregivers should be trained for
self-care strategies for coping with the psychological burden, e.g. relaxation techniques, staying
connected with other family members and friends via telephone technology, following didactic
digital platforms to stay informed, avoiding panic creating social media, taking help other family
members for caregiving in rotation to decrease burnout and take adequate rest, identifying the
social supports and peer groups for help in emergency situation.

Cultural and spiritual supports are integral part of psychological support. Psychological distress
produces hopelessness and frustration. Death rituals as per the ethical and cultural practices are
restricted during pandemic. The religious leaders of concerned community can be involved for this
process. Online spiritual sessions and reading religious materials should be accessed by the
caregivers. Death rituals according to the individual culture and ethnicity should be allowed
keeping the gatherings restricted among close family members only. Bereavement support is
essential for caregivers to prevent formation of post death complex grief [26]. Conventional death
rituals for mourning and bereavement meeting are truncated during pandemic. A bereavement
support by the health care workers can decrease the grief effectively. Thus, a bereavement family
meeting on digital platform with face to face interaction with health care workers involved in the
care of the patient can be arranged. Alternatively, a personalized bereavement letter for the family
can be a tool for providing the bereavement support (Table 2).

Prophylactic Measures Therapeutic Measures

1. Communication: listen, acknowledge and understand their [1. A bereavement evening with restricted gathering.
concerns and emotion empathetically.

2. A personalized bereavement letter or memento.
2. Identify high risk caregivers for development of post death |3. Always involve the physician to provide post death

grief e.g. old age, alone in the family, already emotionally bereavement and condolences, who was involved in predeath
distressed, sudden death without adequate preparation etc. |care of the patient and already has a good rapport with the
caregiver.

3. Arrange personalized sessions and behavioural therapy for
high risk caregivers via web based portals.

4. Early discussion about goals of care and advanced care
plans.

5. Connection between caregiver and patient, other family
members should be kept intact with the use of virtual
mediums, e.g. mobile, smartphones etc.

6. Manage the symptoms at end of life; ensure dignity of
death.
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7. Inform the caregiver the restrictions and formalities to
arrange a funeral during pandemic and plan accordingly.

Table 2: Summary of the Bereavement Services for Cancer Caregiver.

Support for protecting the caregivers from infection

Caregivers are basically the first line health care workforce, who provide care to the vulnerable
patients for COVID-19 infection or sometimes suspected or confirmed cases of COVID-19 among
family members. Some caregivers are old age, have multiple comorbidities and high risk of
COVID-19 infection [31]. It is important to protect the caregivers from infection during a pandemic.
The World Health Organization (WHO) has issued an interim guidance for care of infected people at
home [32]. The high risk caregivers or caregivers with an infected family member at home should
be considered for distribution of personal protective eqipments (PPE) [33]. Rest all the caregivers
should use homemade masks and perform frequent hand hygiene [34]. Number of visitors should be
restricted at home. The infected person should not share the immediate space with other family
members. But it is important to remember that physical distancing should be the practice for
cancer patients than social isolation. Thus, caregivers should be connected to the patients and
others family members through digital communication, even during isolation or quarantine.

C. Preparedness for cancer caregivers: a “7S” strategy

Cancer has an unpredictable disease trajectory. Thus caregiving role for cancer patients has its
own share of challenges. Pandemic and nationwide lockdown has imposed more uncertainties to
that. Thus it is important to prepare the caregivers beforehand to handle a crisis situation
effectively. We propose a “7S” strategy to make them prepare for such crisis:

1. Stuff: Stockpile essential drugs for symptoms management at least for one month, e.g. opioids,
steroids, oral chemotherapy drugs etc.

2. Space:

- Make the house well ventilated and roomy as much as possible

- Plan how to use the rooms and available space if isolation and homequarentine is needed.
3. Skills:

- Prepare the caregivers for providing assistance to manage symptoms of the patients, e.g.
providing medicines, subcutaneous injection, feeding through tubes, wound dressing etc.

- Prepare caregivers with communication skills to discuss the care goals, advanced care planning,
communication skill with physician over telemedicine.

4. Staff:
- Plan with family members to care the patients in rotation.
- Identify social support sources beforehand and communicate with them.

- Identify sources of financial assistance, e.g. Government beneficiary schemes, nongovernment
organizations (NGO).

- Arrange for work from home, if possible.
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- Clarify coverage details of health insurances from company beforehand.
- Be informed about hospital helpline and teleconsultation numbers.
5. Social media:

- Be well equipped with the use of social media and other digital system to find social support,
psychological sessions and education regarding the COVID-19 infection.

6. Sensitization:

- Sensitize and educate the caregivers about myths and facts, do’s and don’ts about the COVID-19
infection prevention measures.

- Sensitize and prepare them about inevitable deaths with early discussion of advanced care
planning.

7. Self-care:

- Take good sleep, food and rest.

- Use leisure activities to rejuvenate themselves.

- Take treatments and manage their own comordities adequately.

- Stay connected with patients, family members and friends maintaining the norms of physical
distance. Use digital media as much as possible for that purpose.

- Take adequate preparation (e.g.: arranging masks, hand sanitizers etc.) for protecting themselves
from infection.

-Seek for help whenever needed.

In conclusion, acute surge of cases and less health care workforce availability during pandemic has
shifted the hospital based care model to the home based care model for cancer patients. So, caring
the caregiversis an essential part while planning for the care of cancer patients and related policy
formulation. Care of the cancer caregivers is a holistic approach which consists of social support,
economical support, psychological support, support for symptom management of the patients and
also protecting themselves from the infection. Overall wellbeing of the care givers are dependent
upon all these domains and often one domain influences the other. The caregivers need to be well
educated about their responsibilities, needs and possible resources to fulfill them. Telemedicine
and web based methods to address the needs with empathetic communication can reduce their
burden to a large extent effectively.
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