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COVID-19 pandemic caused due to SARS-CoV2 has disrupted the spectrum of health care.
The wide arrays of supportive and palliative care needed for patients with ailments were
grossly neglected, due to the diversion of resources and healthcare professionals in COVID
management. This deficiency was further exaggerated by extended lockdown and closure
of outdoor patient care services resulting in unprecedented crisis in disease management.
Further, COVID-19 has been associated with increased risk of morbidity and mortality arising
from associated risk factors in geriatric subjects and those with other high risk co-morbidities
like hypertension, COPD, diabetes and cancer. North East Indian states and the adjoining
regions seem to have suffered substantially during the COVID-19 crisis due to their pre-
existing vulnerabilities and under developed health care infrastructure and logistics. This
deficiency, however, seems to have been fulfilled substantially by the participation of NGO
(Non-Government Organizations) and other volunteer services who has actively participated
to provide basic healthcare and other life support to cancer patients in this crisis.
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INTRODUCTION 400,000 lives in over 200 nations worldwide.® Several cohort

North east has been a hub of outgrowing Cancer patients,
and Outbreak of Covid-19 has brought the mixed
association of psychological distress and the fear of
exposutre to COVID-19 in Cancer Patients.®

COVID-19 caused due to Severe Acute Respiratory
Syndrome-CoronaVirus-2 (SARS-CoV-2), a member of
beta Corona virus has become a worldwide threat and a
major healthcare concern.” It has proved to be a pandemic
by affecting over 6.9 million people and claiming more than

studies suggested that patients with active malignancy or
history of it might be at increased risk of engaging to
COVID-19 infections and complications precipitating to
medical emergencies (intensive care unit admission, invasive
ventilation, ARDS* and death).*%?

India with a population of more than 1.3 billion people
turned out to be the new epicenter of COVID-19.%
Nine percent of deaths in India have been reported due
to Cancer."” As such, this selected group was in highest
risk of being infected during COVID-19 pandemic.
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The projected national cancer incidence burden in 2020
for India estimated to be 98.7 per 100,000 populations
with highest being observed in the North eastern region
(6 PBCRs* for males and 4 PBCRs for females)." This
percentage of increase was almost 7 fold in comparison
to the patients registered during NCRP (2006-08) for NE,
as described in Table 1.'"'* The reasons for this highest
number although unclear a complex combination of several
factors, including food habitats, lifestyle, occupation, and
genetic predisposition seems to be responsible for the high
prevalence.'” Lack of the required specialized infrastructutre
with multilevel- primary, secondary and tertiary approach
is also one of the reasons for low survival rate with higher
proportion of recurrence and distant metastasis.”” This has
initiated the co-dependency of the patients to other states
with multidisciplinary facilities that included travelling
substantial proportion of cancer patients from NE.'*!®

With no vaccination or therapeutic drugs, Non-
pharmaceutical interventions (NPIs) were aimed at reducing
contact rates in population during COVID-19.'%'7 As such,
lockdown was imposed with the concept of “mitigation”
for implementing social distancing and preventing
community transmissions of the virus in India." However,
the traditional oncology treatment significantly disrupted
this social distancing strategy since it involved engagement
of continuous clinical visits surgical incisions and stays,
sessions of infusion, radiation planning phlebotomy visits
for laboratory tests, and radiographic imaging studies which
required planned hospital visits accompanied by family
members."” Although necessary, this sudden lockdown
preceded with psychological effects - post-traumatic stress
symptoms, anger, and confusion. The situation worsened
for cancer patients with their uncertainty of irregularity
in their conventional therapeutics protocols, more with
those from poor socio-economic background.”” Along with
cancer-associated stress, mental agony and physiological
distress considerably multiplied even for cancer patients who
are/were COVID negative, more for eldetly, women and
juveniles. % The stressors were infection fears, long term
quarantine duration, boredom, inadequate knowledge and
information, financial loss; insufficient food supplies and
stigma.””® This was alarming and demanded appropriate
intervention by mental health professionals to deal with.”

Thus, this imposed lock-down seemed to have profound
adverse influences, with increased suicidal cases, changed
behavior patterns and life styles of the peoples.”**+**!

Assam although with six cancer treatment hospitals, six
radiotherapy facilities, eight palliative care centres, nine
cancer patient welfare schemes and providing better “set
of multidisciplinary services” had patients who sought
treatments outside home state."* A mental health assessment
conducted during this lockdown period to understand
COVID-19 pandemic lockdown impact in Assam’s
population concluded that the level of DASS-21* was
quite high in the population of Assam in comparison to
the findings obtained during the National Mental Health
Survey of India, 2016.” This lockdown thus seemed to
impose tension on the cancer patients who were in Assam
and required to avail treatments either inside or outside
the state. In such a case, decisions regarding regular cancer
therapy initiations became increasingly complex and the
oncology community faced unprecedented challenges
because of the sudden lockdown. Many non-COVID
hospitals were reluctant to take any new cases of new
patients ranging from heart disease, lung kidney problems,
diabetes, COPD and even minor ailments in the fear of
acquiring COVID-19 infection.” Under these conditions, the
medical ethics team and the Oncologist relied on three vital
points for management of cancer as well as patients with co
morbidities— (i) Non-abandonment of a patients who were
dependent on investigational treatment (if) Make an effort on
flattening the COVID-19 curve by minimizing unnecessary
exposure to suspicious environment (iif) To emphasize on
psychosocial support to the patient amidst this outbreak.”
A significant concern and a mammoth challenge were thus
managing patients during this crisis. With OPD (outpatient
departments) closed and transportation under seize, it was
a staggering task to carter the medical, psychological and
financial need of these patients. The effects were even
morte in NE India, which otherwise has one of the country
least per capita income and febrile job opportunities.
Most, patients hailed from families who were engaged in
unorganized sector, and sudden lockdown affected them
economically. Not only that nationwide lockdown resulted
in economics downfall, leading to job loss and massive
unemployment, a mass exodus of migrant labor workforce

NCRP (2006-2008) NCRP -2020 (2012-2016
Male Female Total % of Cancer patients Male Female Total % of Cancer patients
in NE States in NE States
Rest of India 72,830 70,097 142,927 13% 171,594 176,289 347,883 20%
NE States 9,399 8,704 18,103 36,818 32,450 69,268
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was also witnessed as a fall out of this effect .It also resulted

in colossal effect on healthcare facilities as well. To address

these problems during this long term quarantine as well as
lock down period the specific points were important to be
implemented as described by Brooks et al in details®:-

e Information is the key; quarantined people need to
understand the importance of the situation, and their
family members/neighbors need to be educated about
the taboos related to the fear of infection through
scientific outlook.

e Communication is essential which requires to be rapid
and effective
Both general and medical supplies need to be provided
Most of the adverse effects come from the imposition
of a restriction of liberty; voluntary quarantine is
associated with less distress

e Public health officials should emphasize the altruistic
choice of self-isolating.

Faced with these uncertainties, many Non Government
Organizations (NGOs) came forward to join hands with
the government to fight through these situations. Even, a
pilot project entitled, “COVID-19-Sentinel” was initiated.
The collaboration was in between an NGO service called
Pratishruti Cancer and Palliative Trust and Assam Police
to monitor the quarantined population including Cancer
patients in Assam’s Dhemaji District. A team of 140
volunteers from qualified backgrounds were associated
with this initiative. Proper training was provided to the
volunteers regarding both crisis intervention skills and
COVID-19 pandemic related knowledge. This service
was Initiated based mainly on online and hotline service
protocols for both psychological and health related medical
services to be provided public emergency interventions.””*
Even, helpline numbers were launched and published
by MyGovAssam (government of Assam) in its social
media handles (https://twitter.com/mygovassam/
status/1245544420130189313) for wider dissemination
to the public where the dos and don’ts for cancer patients
at home and people in general amid the current lockdown
due to COVID-19 pandemic wete spelled out.”

The main agenda and doctrines of the groups were:

e DPublic participations to address large affected
populations;

e DPublic awareness about the expected psychological
impact and reactions to trauma

e Digital Platforms and web based approach to address
mental health and psychiatric support (Pratishruti
Telemedicine Group and Kavi-Krishna Translational
Medicine Centers —for both Quarantine as well as
Cancer Patients). The mode of communication for
telemedicine was conducted by various apps, video
on chat platform skype/face time etc.), audio (phone,
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VOIP, apps etc.) and text based (WhatsApp, Google
hangouts, Facebook Messenger, Asynchronous like
email/fax etc.). Red Cross Society, Helping Hands
foundation for food and medicinal supply.

About 1500 quarantined peoples along with their family

members were monitored during this lockdown with

significant and positive outcome and active patticipation
from local health care providers and ASHA* workers
who actively participated in this crisis. Seeing this
success, a similar protocol is now implemented in other

NE Indian districts engaging the local populations

to support the cancer patients in palliative and

psychological care along with other ailments.

*  ASHA:- (accredited social health activist) are
community health care workers instituted by
the government of India’s Ministry of Health
and Family Welfare (MoHFW) as a part of the
National Rural Health Mission (NRHM) serving
as volunteers

Patients were supervised through Telemedicine by

Pratishruti and Kavi Krishna Telemedicine centet.

Special care was taken for Cancer patients, for their

proper regular treatment protocols.

The protocol followed for the COVID-19 monitoring

was:

(a) Migrants travelling from different states by
different travel modes were taken to COVID
Isolation centers followed by proper verification.

(b) Preliminary examination was followed by naso-
pharangyl swab collection following which subjects
were sent either to Institutional Quarantine
centers or given home quarantine depending on
circumstances of travel..

(c) A list of the subjects whose samples had been
collected was sent to the IT sector of Police Head
Quarter under the surveillance unit of COVID-19
Monitoring Panel.

(d) IT sector distributed the list to Human Resource
(HR) section after proper verification. The lists
were further subdivided amongst ten volunteers
under each HR. Each Quarantine person was given
a specific code to maintain their privacy.

(e) Prior to list distribution online meetings were
being held by the HR team to synchronize the list
distribution and choose their team of volunteers.
Each HR was provided with two team leaders and
10 volunteers in each.

(f) The Quarantined Persons were kept under
continuous surveillance by the volunteers through
video or telephonic conversations. Proper advice
about Quarantine, Sanitization and Health were
given to them. For stress and anxiety relief they
were advised to perform some indoor co-curricular
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activities if possible. In case of any stress or anxiety
they were expected to call the volunteers.

(2) Within 48 hours the reports were sent to the
respective Quarantined people through Smart
Messaging Service (SMS). COVID positive
subjects were sent to Hospital Quarantine.
Amongst those with potential and life threatening
co-morbidities like COPD, uncontrolled diabetes,
asthma, chronic kidney disease and cancer shifted
were shifted to tertiary health care facility*.

*  tertiary heath care facility:- highly specialized
medical care usually over an extended period
of time that involves advanced and complex
procedures and treatments performed by medical
specialists in state-of-the-art facilities usually
for inpatients and on referral from a primary or
secondary health professional.

(h) After completion of Quarantine the home
quarantined people were asked to make a call
to their nearby police station or their respective
volunteers as a record.

(i) Emergency Helpline numbers were issued which
could be contacted at any time round the clock..

() The Psychological and Psychiatric Specialist team
readily reached out to any persons in times of need
on an emergency basis.

The protocol has been described in Figure 1.

Protocol for management of stress related issues in

quarantined people

(a) Quarantine being the restriction and inhibition of
movement of people who have been exposed to
contagious infection to ascertain their health wellness
and compliance with health policy rules, further
reducing the risk of infecting others as well.” Studies
showed that longer durations of quarantine were
associated with post-traumatic stress symptoms,
poor mental health, avoidance behaviors and anger
related issues as well.**” Those quarantined were
found to “be experiencing physical symptoms related
to this pandemic that initiated several psychological
setbacks. The confinement during quarantine led
to loss of usual daily routine with reduced physical
and social contact with others had impacts like
frustration, a sense of isolation from the rest of the
world that increased distress among the quarantined
people. Further, there was an exacerbation among
this group because of not being able to take part in
day-today services for basic necessities.”” To help these
quarantined peoples, the following initiatives were
taken:-Quarantined People with stress associated issues
were addressed directly by the Team Leaders who were
from Health Professional backgrounds (psychiatrist,

Oncologists, Radiotherapists, Medicine-specialists,
Endocrinologists, Psychologist, and Surgeons etc).

(b) Special care was taken for Cancer patients with other
ailments. In case of Cancer patients, responsibility was
given to Pratishruti Cancer and Palliative Trust. With
their well equipped medical and para-medical team they
provided ready to move in service. This group made
video calls to respective specialist who went through the
case thereby providing consultation of medication as well
as preliminary help provided under proper sanitization
protocols. It has been described in details in Figure 2.

() The home Quarantined people in distant rural areas were
provided with food and medicines in case of scarcity by
NGOs like Helping Hands Volunteers as well as North
East Police. Govt. Of Assam provided Helpline numbers
for providing of specific medicines for Quarantined
people. In case of unavailability the respective Volunteers
took in charge and managed the gap by providing the
necessary amendments to the people in need.

(d) Efforts were made that the Government aided schemes-
Atal Amrit Abhiyan and Ayushman Bharat could be
continued without any hindrance, as this would greatly
offer financial assurance to cancer patients during the
time of hardship due to the sudden lockdown.

This lockdown and pandemic brought to surface the hidden
mental health fears and issues which were left untreated. But,
proper counseling and various innovative approaches were
introduced to help people cope up with their depressive states
through electronic media and under proper social distancing,
Volunteers helped the quarantined people by introducing
them to vatious indoor interactive activities like, proper day to
day routine followed by yoga and meditation. Extracurricular
activities like painting, reading were introduced and if required
proper counseling by trained professionals were also provided
to them. Thus, the psychological impact of Quarantine has
been found to be wide-ranging, with long term adverse mental
effects. Necessary measures were and in the near future are
important to be taken so that these mental feeds could be
handled profoundly. Further, the sudden lock down brought
the crisis of food and medicine for normal people as well as for
patients with various ailments. This challenge was overcome
by dedicated volunteers from different NGOS who risked
their lives to help. The major concern and one of the reasons
of psychological stress during this lockdown was inadequate
basic supplies (e.g:- food, water, clothes or accommodations),
since maximum people who were below the poverty range
are daily wagers.”® This soutrce of frustration associated
with anxiety and anger is still being continued in some cases
related to this issue. Moreover, the inadequacy of regular
medical care and prescriptions also increased problem in
some Quarantined people.” To help these people distribution
of food provided by the Government in collaboration with
medical health practitioners and various local NGO’ was
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Migrant workers/outstation people escorted and sent for COVID-19 test at
COVID-Teming Centre

N

People in groups sent to Isolation  Geriatic population and Patients
Centres

with various physical ailments were
sent home under 14 days home
protocol with regular telemedicine

with 7 days Quarantine protoce

Were sent Home and kept
under watch under 14 days
Quarantine with telemedicine

Figure 1: Protocol followed in COVID-19 Sentinel by the NGO’s through Telemedine protocol to reach out to the people in Quarantine

Geriatic:- Doctor who diagnosis and treat age related health condition

e e |
‘ For Timely Kept at
m Jheraputic » __Home |
process Quaranu ne —

! , l Kept under Constant

Telemedicine Watch with
Tralned doctor and

psychological
Incase of counselling whenever
nurses went to the
destined residents for

mergency necessary
providing therapeutic
timely protocols to the
patients

Cancer Patient

M

They were brought to designated hospital
under proper protocol

Figure 2: Protocol followed through Telemedine to help the Cancer
Patients in Rural Sections during the period of lockdown to continue
with their regular treatments

done almost after every 15 days following proper sanitization
and social distancing protocols. Telemedicine that literally
means “healing at a distance” was being used as one of the
very useful tools of communication between the doctor

t}‘)

and the patient.” Das et al., from Dr B. Borooah Cancer
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Institute, Guwahati, Assam, India aimed to conduct a study
in the utility of telemedicine during the lockdown period of
COVID-19 pandemic in North Fast India. The team made
a cross-sectional study among cancer patients present at their
center on follow up or ongoing treatment. Analysis of all the
data acquired from telephonic conversation with their patients
from 30" March, 2020 to 3* May, 2020. The study concluded
that telemedicine although can’t replace conventional method
of in treatment, but it proved to be a useful tool during the
COVID-19 pandemic for patient follow up and treatment
of cancer patients.”’ In a country like India, with more than
1.36 billion population where the doctor: patient ratio is
1:1456 the providing of health care has been a challenge and
that to in North east India where communication is added
to the above challenges.* One of the big advantages of the
telemedicine protocol followed was for the people in rural
India, which reduced the cost and logistic issues to reach
out specialist doctor. Telemedicine was able to cut down
the financial cost of consultation as well as inconvenience
of troublesome travel for obtaining referral services.'*
Further, this assurance of basic supplies (such as food, water,

119



Talukdar, et al.: The role of NGOs in Assam during Covid-19 lockdown

and medical supplies) when made available that reinforced
the sense of altruism amongst those tettified people.’ As
such, during this Covid-19 Pandemic the dedicated NGO’
worked restlessly and served as a backbone of the entire
health professional team and Government. Thus, these
NGOs and their volunteers were able to build bridge and
fill the gap by providing necessary aids to Quarantined as
well as normal people whenever necessary. Its goes without
saying the participations of NGOs to fill the gaps makes all
the differences between life and death in these periods of
crisis when the healthcare infrastructure and logistics are at
stake. NGO with their relentless selfless efforts to support the
patients as well as people during COVID times is remarkable
and this effort can surely be credited for low mortality rates
in Assam even under such an adverse crisis.

Abbreviations

* ARDS:- Acute Respiratory Distress Syndrome

* PBCR:- Population Based Cancer Registry

* DASS-21:- Depression, Anxiety and Stress Scale
(DASS-21)

* ASHA:- Accredited social health activist.

* COPD:- Chronic Obstructive Pulmonary Disease
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