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ABSTRACT

Background: Homecare knowledge during chemotherapy is essential for a family caregiver
to provide proper care for the patient. The present study assessed family caregivers’ homecare
knowledge, their experiences of side effects and practices during the chemotherapy treatment
for the patient.

Methods: This cross-sectional study was conducted among family caregivers of cancer
patients from Thiruvananthapuram and Mumbai. The participants were selected through a
convenient sampling, and the data was collected using a structured questionnaire formulated
in the Kobo collect toolbox and analysed using IBM-SPSS statistics 25. The analysis was
mainly descriptive.

Results: A total of 217 family caregivers (Trivandrum-110; Mumbai- 107) participated in the
survey, and 83 percent were close relatives of cancer patients. From the list, more than six of
the 13 side effects and more than three of the seven infections were correctly identified by 82
percent and 42 percent of the respondents, respectively. The side effects mainly experienced
by the family caregivers were taste or smell change (74.2%), appetite loss (73.7%) and hair
loss (70%). The most common measures adopted by the family caregiver of cancer patients
were to give enough fluids, 5-6 small meals, plenty of water, boiled foods, protein and fibre-
rich foods, fruits and vegetables.

Conclusion: Caregivers are generally aware of chemotherapy side effects, but the awareness
regarding infections is relatively low. Disease and caregiving communication is crucial in
cancer care. If the disease and care-related communication are appropriately communicated

to the family caregivers, it will reduce the burden on patients and caregivers to some extent.



CHAPTER 1

INTRODUCTION AND REVIEW OF LITERATURE

1.1 Background

Cancer is a disease where cells are divided unconditionally due to genetic changes. These cells
hide from the immune system and ignore the signals of normal cell death. They grow and
invade nearby organs and spread through blood and lymph vessels. When the cancer cells
spread to another part of the body and form a tumour, it is called a metastatic tumour, and the
process of spreading is called metastasis. Blood vessels provide nutrients to the cancer cells,
which help them to grow fast. Generally, our body destroys the damaged or abnormal cells
before it turns into a cancer cell but along with the age body's ability to destroy the abnormal
cells goes down. External factors combined with genetic changes will lead to cancers. Ageing,
family history, smoking, alcohol, sunlight, ionizing radiation, organic and inorganic chemicals,
viruses and bacteria, hormone therapy, diet and obesity, and air and water pollution are some of

the external factors that increase the risk of different types of human cancers (Parsa, 2012).

Worldwide, in 2020 an estimated 19.3 million new cancer cases and almost 10.0 million cancer
deaths occurred. The Globocan cancer statistics of India show that in 2020, in India, there were
1.3 million new cancer cases and 0.8 million cancer deaths. The top five cancers in India are
as follows: breast, oral cavity, cervix uteri, lung and colorectal cancer (IARC, 2020b). Cancer
cases come with the burden of home caregiving for the family caregivers. A family caregiver
generally faces physical, emotional, economic and social burdens. According to recent
descriptive surveys and qualitative studies on caregivers conducted in India and Nigeria, 38.9%
of cancer caregivers reported depressive symptoms (Teixeira et al., 2018). According to one
study, 41 percent to 62 percent of caregivers of advanced cancer patients had a high

1



psychological burden, compared to 19.2 percent of the general population (Dumont et al.,
2006). Sleep difficulties, fatigue, cardiovascular disease, and poor immune functioning are
some physical burdens seen in caregivers. For example, Schulz and Beach found that
caregivers who reported burden had a 63% increased risk of mortality when compared with
non-caregivers (Teixeira et al., 2018). There is a significant and direct association between

caregivers’ burden and duration of care (Akpan-Idiok & Anarado, 2014).

Knowledge of the disease, lack of information, communication gap, challenges in navigating
the hospital facilities, finding accommodation, comprehending the diagnosis and treatment
pathway, and lack of awareness of the disease and health system are some of the common
barriers which increase the burden of family caregivers (Faruqui et al., 2019). Lack of
information may result in unnecessary hospital admissions and utilization of health resources
and economic, physical and emotional burden to the caregiver. According to a systematic
evidence-based review, some interventions improved caregiver medication knowledge and
showed an impact on clinical outcomes (Wagle et al., 2018). A meta-analysis reveals a
beneficial relationship between emotional issues such as depression and problem focus,

acceptance, and social-emotional support (Gilhooly et al., 2016).

Assessing the home healthcare knowledge is very important to reduce the burden on family

caregivers of cancer patients and the health system while undergoing chemotherapy.



1.2 Literature review

1.2.1 Global burden of cancer: The burden of cancer cases is increasing day by day.
Developed countries are showing an increased rate of cancer cases. Breast cancer has become
the most diagnosed cancer case globally, but cancer deaths are more for lung cancer (IARC,

2020b).

In 2020, the top 5 leading cancer sites diagnosed in males were lung, prostate, stomach, liver
and colon. Lung and prostate cancer have a big contribution to the cancer incidence in males.
In 2020, the top 5 leading cancers diagnosed in females are breast, lung, cervix uteri, thyroid
and colon. Breast cancer is the leading cause of cancer incidence among females. Lung cancer

is the leading cause of death among males and breast cancer among females (Sung et al., 2021).

Estimated age-standardized incidence and mortality rates
(World) in 2020, worldwide, both sexes, all ages
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Figure 1.1 Age Standardized incidence and mortality rates (World) in 2020

Source: (IARC CT, 2020)



1.2.2 Cancer in India

India is a developing country with over 1.21 billion people and over 2.7 million cancer cases
(IARC, 2020a). The cancer incidence and mortality per 100,000 person-years for the first 10

cancers in India are described in the following figure.

Incidence and mortality per 100,000 person years in 2020,
both males and females in India
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Figure 1.2 Incidence and mortality per 100,000 person-years among all males and females in

India
Source:(IARC, 2020a)

According to the incidence rate, the top 5 leading cancers among men are lip/oral cavity (14.8),
lung (7.8), colorectum (6.0), oesophagus and stomach (6.1), and prostate (5.5). Among women,
the top five cancers are breast (25.8), cervix uteri (18.0), ovary (6.7), lip/oral cavity (4.6), and

colorectum (3.7).

The Government of India has recognized 27 cancer centres as eligible for financial assistance

of up to sixty million rupees under the national cancer control programme to provide cancer



care services to patients (NICPR ICMR, 2022). Though this has become a very good initiative
by the government, it may not be sufficient to effectively provide services to the 2.7 million
cancer patients. Cancer centres are primarily concentrated in a few cities, forcing patients to

travel long distances from their homes (Yadavar, 2017).

1.2.3 Types of cancer treatments:

The planning of cancer therapy is based on the findings of different tests, which takes time,

and the actual treatment is a lengthy process that involves a number of procedures.

Cancer treatment is dependent on the location and stage of cancer. The treatment can be divided
into two categories based on the cancer site and stage: local and systemic. Breast surgery, for
example, is a localized treatment, whereas chemotherapy, in which cytotoxic medicines are
infused into the body to destroy cancer cells, is an example of a systemic treatment process

(American Cancer Society, 2022d; Types of Cancer Treatment - NCI, 2017).
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1.2.4 Chemotherapy:

The main goals of chemotherapy are to cure, control, and palliate the patient. The chemo doses
are selected depending on factors such as the body weight in Kg, body surface area(m”2), age,
nutritional status, obesity, blood cell counts, liver and kidney diseases, etc. Chemo drugs are
given in a cycle. In one cycle, one or more than one medicines are given, followed by rest for
recovery from the side effects of chemotherapy drugs (American Cancer Society, 2022c).
Chemotherapy is given in cycles for a specific period. Chemotherapy has various short term
and long-term side effects. In the whole cancer treatment, chemotherapy is the phase where
patients predominantly suffer from several adverse effects such as skin and nail changes,
nausea, vomiting, sore mouth and throat, infection, gum bleeding, mood swings, hair fall,
weight loss, etc. All of these may cause an emotional burden to the patient as well as the family
caregivers. Knowledge, information and proper communication regarding chemotherapy and

its side effects can reduce the burden on cancer caregivers.

1.2.5 Types of chemotherapy:

Intravenous (IV), injectable and oral chemotherapy are the broad headings of the types of
chemo. Under IV, there is IV push, IV infusion and continuous infusion (American Cancer
Society, 2022a). Other ways to give chemo are intra-tracheal chemo, intra-arterial chemo,

intracavitary, intramuscular, intralesional, intravesical (American Cancer Society, 2022a).

It is called oral chemo when the chemo is taken orally like any other drug. Oral chemo is mainly
taken at home (American Cancer Society, 2022b). Topical chemo is applied on the skin. It can
be cream, gel or ointment. Extra precaution should be taken for topical and oral chemo because
these are given mainly by the family caregiver at home. Precaution is needed for the patient,

caregiver and environment (American Cancer Society, 2022b).



1.2.6 Side effects of chemotherapy:

Chemo drugs kill fast-growing cancer cells as well as the normal cells, which cause side effects.
Blood forming bone marrow, hair follicles, oral cells, digestive tract, and reproductive system
cells are more likely to be affected. The severity of the side effects varies from person to person.
The common side effects are fatigue, hair loss, easy bruising and bleeding, infection, anaemia,
nausea, vomiting, appetite change, constipation, diarrhoea, sore throat, skin and nail changes,
weight loss, mood swings, changes in the libido, fertility problems, etc. (Chemotherapy Side

Effects, 2022).

Fever, unexpected bleeding, rash, allergic reaction, intense chills, unusual pain, breathing
difficulty, long-lasting diarrhoea and vomiting, bloody stool, and blood in the urine are the
alarming signs of side effects during chemotherapy. The cancer patient should take help from
the doctor if such symptoms exist (Chemotherapy Side Effects, 2022). In Orlando Regional
Medical Center in Florida, one study was conducted that focused on the emergency hospital
admission of cancer patients undergoing chemotherapy. The researchers found that caregivers'
knowledge does not affect the unplanned or emergency admission to the hospital during active
cancer treatment. Infection, fever, vomiting, and diarrhoea are the main reasons for hospital
admissions. The side effects of chemotherapy are not the only reason for emergency hospital
admission; pre-existing comorbidities also influence the admission process (Geddie et al.,

2016).

1.2.7 Precautions during chemotherapy:

Food safety, infection control, high calorie and high protein food and emotional support should

be given to the cancer patient during chemotherapy.

During chemotherapy, the cancer patients' natural body immunity is compromised. The

chances of getting an infection are more during this period of cancer treatment. The family



caregiver should maintain a healthy environment in the house. Caregivers' knowledge and
understanding of the situation play an important role here. Food choices, the timing of foods,
hand hygiene, cough etiquette, restrictions on the visitors, etc. should be handled by the family
caregiver. Dental health becomes essential during chemotherapy. The family caregiver should
take the patient to the dentist for checkups. Gum bleeding is one of the common side effects of
chemotherapy which may lead to severe oral infection. Maintaining oral hygiene and
consultation with a dentist is one important thing to do before starting chemotherapy treatment

(Chemotherapy Safety, 2022).

Chemotherapy drugs are cytotoxic and toxic to the environment. There is a need to manage
these drugs carefully by the healthcare workers, family caregivers and the patients (Rudnitzki
& McMahon, 2015). Oral chemotherapy is a type of chemotherapy treatment where the drug

is administered orally, and its practice is increasing daily (Rudnitzki & McMahon, 2015).

Oral Anti-Cancer Drugs (OAC) administration must give value to caregiver protections,
proper storage, safe administration, spill management, and waste disposal to reduce the risk of
hazardous drug exposure (Huff, 2020). Most chemotherapy treatment is given in the outpatient
department; the side effects of the drugs have to be managed at home by the family caregiver
(Coolbrandt et al., 2016). According to one systematic review, when chemotherapy is part of
the treatment a patient feels more anxious, which increase family caregivers' emotional burden

(Lim et al., 2011).

1.2.8 Nutrition during chemotherapy:

Proper food and nutrition are essential before, during and after chemotherapy. Side effects of
cancer treatment can cause appetite loss, malnutrition and increased risk of infections. Chemo
drugs cause the immunocompromised states in the patient. Proper food and nutrition can act as

a savior to tackle this situation. Adequate food can help for an easy recovery. Food helps the



immune system to fight against cancer. The next few days after chemotherapy, the patient
should take 5-6 small meals instead of 3 large meals daily. Spicy, hard foods should be avoided
because, during this time, the patient may experience a sore mouth and sore throat, which
hinders swallowing hard foods (American Cancer Society, 2019). Despite showing food safety
awareness by the caregivers, the actual practice defaults in terms of temperature control, hand
washing, safe cooking, and adherence to use before the expiry date (Evans & Redmond, 2018).
A qualitative study conducted in the UK on online food-related patient resources suggests that
there is inadequate information about food safety for a cancer patient undergoing
chemotherapy. Patients and family caregivers are aware of immunosuppressive conditions
during chemotherapy; still they underestimate the food borne infection risks (Evans &

Redmond, 2017).

1.2.9 Caregivers of cancer patients:

A cancer caregiver is a person who provides care to a cancer patient with or without getting
paid for it. Cancer patients have two types of caregivers. Hospital-based formal caregivers
(e.g.: doctors, nurses, trained healthcare professionals, social workers of oncology department)
and informal family caregivers (e.g.: spouse, children, parents, friends, family member).
Caregiving is a crucial part of cancer treatment. From diagnosis to the end of treatment, care
is provided to the patient in every step. Cancer patients face various stigmas (Knapp et al.,
2014). For example, lung cancer patients may be assumed to be smokers. But lung cancer could
be developed for many other reasons like metastasis, pollution, occupational hazards, etc. Few
relate cancer as a result of sin. Patients in their 30s who underwent a modified radical
mastectomy of one breast may feel ashamed about it. It may impact their sexual life too. They
may become more conscious about their body image (Lovelace et al., 2019). During this time,

patients need more support from the family caregiver.



1.2.10 Family caregiver of a cancer patient:

The technological and medicinal advancements are helping the cancer patients to live longer,
which encourages changing the treatment focus from inpatient treatment to outpatient services,
where family caregivers play an important role (Knapp et al., 2014). Family caregivers are
those persons who are the family members or a friend who has chosen to support and give care
to the loved one who has cancer without any compensation. They spend most of the time with
the patient. They have complete control over the caregiving process. If there is any paid
caregiver present, the person who has recruited the caregiver or dictated the caregiver to do the
job will be considered the family caregiver (Thomas H. Murray, 2007). In the Indian context,
most of the time, in a home setup, the care is given by the family members of the cancer patient.

The spouse, children, parents, or immediate relatives may take responsibility of the patient.

1.2.11 Studies on cancer communication to patients and caregivers:

Various studies show that the caregivers are mainly female (Kilic & Oz, 2019; Shin et al.,
2015). It is a common practice or social norm in which we predict the lady of the household as
a caregiver for the sick. Compared to the less educated, the caregivers who have higher levels
of education communicate better with the healthcare providers and can meet the needs of the

patient (Gaugler et al., 2005; Géziim & Akgay, 2005; Kilic & Oz, 2019)

A study from the southern United States in the ambulatory treatment center of a major
comprehensive cancer center says that caregivers of leukemia patients who are receiving
chemotherapy need to learn about managing side effects, medications, managing nausea,
vomiting, fatigue, pain, dehydration, appetite, fever, emotional and psychological factors

(Tamayo et al., 2010).

Another study conducted at the University of Patras Medical School, in south-west Greece,

between April and August 2000 found significant evidence about the need for information,
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especially about the aftermath of chemotherapy, prognosis, how chemotherapy worked, how
to deal with an emergency, daily precautions and psychological support of the patient
(Iconomou et al., 2001). Further, they have found caregivers' satisfaction level is higher with
the information booklet than with verbal information, and caregivers were satisfied with the
compassionate nature of the doctors' but not with the information they gave (Iconomou et al.,
2001). Dissatisfaction with the provided information is a common complaint of the caregivers,
which is evident from various studies (Harrington et al., 1996; Iconomou et al., 2001; Ramirez

et al., 1998; Rees and Bath, 2000).

An interventional randomized control trial on spouses of female breast cancer patients reveals
a better outcome in terms of depressed mood, anxiety, cancer-related marital communication,
and spouse skills. It was a 30-60 minute session held every two weeks, with written and

interactive assignments (Lewis et al., 2019).

A randomized control pilot trial was conducted in Tucson, Arizona, USA, in which the
researcher introduced two interventions: cognitively based compassion training (CBCT) and
cancer health education (CHE). For eight weeks, the spouses in CBCT received a meditation-
based intervention. Cancer patients and caregivers are educated in CHE about cancer advocacy,
health through the lifespan, general nutrition, the importance of physical activity, the
importance of sleep, the effect of stress on health, social capital, the importance of mental
health, and social support. Finding the acceptance of CBCT was the objective of this trial. But
the topics mentioned in CHE intervention gave an idea about the need for information to make

positive changes in the quality of life of caregivers and cancer patients (Pace et al., 2019).

Another telephonic interventional study conducted among breast cancer patients and their
dyads in North America (Latinas) showed improvement in every dimension of their quality of

life (QOL). The study focused on emotional expression, interpersonal communication and
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relationships, social support, and cancer information (Badger et al., 2013). This North
American study shows culturally appropriate and relatively brief telephonic intervention can
improve the QOL of Latinas with breast cancer and their family caregivers (Badger et al.,
2013). Poor communication between healthcare providers and patients or family caregivers
affects their ability to cope with the adverse emotional situation of cancer, decisions after the
cancer diagnosis, therapeutic procedures, and adherence to the treatment (Cegala, 2003;

Greenfield et al., 1985; Hendren et al., 2010; Kaplan et al., 1989; Ruusuvuori, 2001).

A Korean study shows that 82 to 87 percent of patients want to be told about any types of side
effects (mild or severe) of cancer drugs, but oncologists are reluctant to share the information
about mild side effects with patients and family caregivers (Shin et al., 2015). The same study
describes that an oncologist preferred an oncology nurse, booklet or video, or the pharmacist
as a reliable source of drug side effects information, but patients and family caregivers do not

find it helpful and depend on the oncologist or other physicians (Shin et al., 2015).

Consultation with a doctor in a time constraint situation is a very tough job to accomplish.
That's why doctors prefer additional supplementary information sources apart from their pieces
of advice, but Korean patients and family caregivers do not value other sources. They want
trustworthy information rather than a list of side effects (GMC, 2022; Ledford, 2010; Luschin

& Habersack, 2014; Nair et al., 2002; Shin et al., 2012, 2015; Tarn et al., 2009).

1.2.12 Nurses led educational interventions:

Some papers discuss the nurse-led education classes in a cancer daycare center for
gynecological cancer cases where the intervention has sound output. After the initiation of
education classes about chemotherapy, nurses have found that the number of general phone
calls were reduced, and focused mainly on the management of chemotherapy drugs, side effects

of chemotherapy and appointments to the doctor (Dieperink et al., 2021; Jivraj et al., 2018).
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Patients have reported that knowledge of topics like chemotherapy and radiotherapy became
confusing and demanded separate specific knowledge interventions for the treatment process
(Jivraj et al., 2018). The nurse-led chemotherapy class increased the knowledge as well as
reduced the stress and anxiety in patients and their family caregivers (Jivraj et al., 2018). A
comparative study conducted at the outpatient clinic at the department of oncology, Odense
University Hospital, assessed the difference between the two groups. In the first group,
information was provided at the individual level and in the second group, information was
provided at the group level among breast cancer patients. They found that there is no significant
difference in the knowledge between the two groups, but both the groups have high

expectations for more information (Dieperink et al., 2021).

1.3 Rationale for the study:

There were several studies on informal caregivers' burden and coping strategies, but very few
studies have been done on the assessment of homecare knowledge of the family caregivers
during chemotherapy treatment. Adequate understanding of the disease and treatment, possible
side effects and signs of infections and managing the various conditions is essential during
chemotherapy treatment to reduce the family caregiver burden. This study aims to assess
homecare knowledge, experienced side effects and management strategies among family

caregivers of cancer patients undergoing chemotherapy.

1.4 Objectives
1) To assess the home care knowledge among family caregivers of cancer patients
undergoing chemotherapy.
2) To assess the experiences of side effects and the practices of family caregivers to

manage cancer patients undergoing chemotherapy.
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CHAPTER 2

METHODOLOGY

2.1 Study design

The current study is based on a cross-sectional survey among family caregivers of cancer

patients undergoing chemotherapy.

2.2 Study settings

The current study was conducted in Trivandrum, Kerala, and Mumbai, Maharashtra, from mid-
March to mid-May 2022. Trivandrum is the state capital of Kerala and Mumbai is the state
capital of Maharashtra. These cities have regional cancer centres, namely the Regional Cancer
Centre (RCC), Trivandrum and the Tata Memorial Centre (TMC), Parel, Mumbai. RCC
Trivandrum serves patients primarily from southern Kerala and Tamil Nadu. Tata Memorial
Centre receives patients from almost every Indian state, most hailing from West Bengal,
Odisha, Bihar, Uttar Pradesh, and the seven North-Eastern states, among other places. These
two study sites have cancer patient lodging centres where patients can stay with their family
members throughout treatment. For the present study, the lodging centres within the premises
of these two cancer centres were the source for identifying family caregivers of cancer patients

undergoing chemotherapy.

2.3 Study population:

Family caregivers of the cancer patients who are receiving chemotherapy treatment.

2.4 Sample size estimation

Assuming half of the family caregivers have adequate knowledge regarding caregiving during

chemotherapy(p=0.5), with an absolute precision of 7% (d=0.07) for the 95% confidence
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interval, the estimated sample size was 196. Further assumed a 10 percent nonresponse rate,

and the final sample size was rounded to 220, 110 from each location of centres.

2.5 Sample selection procedure

The official websites of RCC Trivandrum and TMC Mumbai were the primary sources to
identify the lodging facilities available near the hospitals in both centres. The principal
investigator (PI) contacted the management of the lodging centres through personal meetings
or telephone calls to get permission to contact the cancer patients or caregivers staying in their
lodging facility. In Mumbai, the PI wrote an application letter and submitted it to the lodging
facilities along with all the necessary documents for permission. After receiving approval, the
PI went to the lodging facilities and identified the eligible individuals based on the inclusion
criteria. In addition to the list provided on the website, a few lodging facilities in both places

were identified through the family caregivers.

The principal investigator approached 15 centres in both places and got permission from 11
and 10 centres in Trivandrum and Mumbai to collect phone numbers or conduct in-person
interviews with family caregivers of cancer patients. A list of the centres that provided

permission to approach patients or family caregivers is attached in annexure 16.

Inclusion criteria:

Family caregiver of adult cancer patients who completed at least one cycle of chemotherapy

and above 18 years of age.

Exclusion criteria:

Family caregivers of seriously ill cancer patients/children

Operational definition of family caregivers: Family caregivers are those persons who are the

family members or a friend who has chosen to support and give care to the loved one who has
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cancer, without any compensation. They spend most of the time with the patient. They have
complete control over the caregiving process. If there is any paid caregiver present, then the
person who has recruited the caregiver or dictated the caregiver to do the job will be considered

as the family caregiver.

Family caregivers of all cancer patients
(Trivandrum and Mumbai)

* Inclusion criteria: Family Caregiver of
adult patients who completed at least
Cross sectional study design “ one cycle of chemotherapy and above
18 years of age
* Exclusion criteria: Family caregivers of
seriously ill cancer patients/ Children

Convenient sampling method

Structured questionnaire

Family caregiver of chemotherapy patients 251 (FTF =66, Tel = 185)

Participants Non Participants
FTF =61 (25 TVM + 36 BOM) FTF=5(1TVM +4BOM)
Tel =156 (85 TVM + 71.BOM) ‘ Tel =29(10TVM +19B0M )

Informed Consent form

Sample Size =217 Methodology FTF = Face-to-face Interview
TVM- 110; BOM -107 Tel =Telephonic Interview

TVM = Trivandrum
BOM = Mumbai

Figure 2.1 Selection of family caregivers
2.6 Data collection process

Data was collected by PI over two months, from mid-March to mid-May. Participants who met
the eligibility criteria and agreed to the face-to-face interview provided written informed
consent after explaining the purpose of the study were included. A telephonic consent was

obtained in case of a telephonic interview.
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Initially, PI contacted the lodging centres to obtain permission to conduct face-to-face
interviews and collect phone numbers from family caregivers for telephonic interviews. After
receiving verbal permission from the lodging centres in Trivandrum, PI began conducting face-

to-face interviews, followed by phone number collection of the family caregivers.

PI approached 26 family caregivers for face-to-face interviews, with one terminating the
interview in the middle. So, from Trivandrum, 25 face-to-face data collection sessions were
conducted. Following the inclusion criteria, we collected 86 phone numbers from family
caregivers of cancer patients receiving chemotherapy. Ten phone numbers were incorrect,

invalid, out of reach, or out of service.

When PI contacted some family caregivers, they were busy, so PI scheduled an appointment
for the structured interview at their convenience. In Trivandrum, 85 telephonic interviews were
conducted. Since the principle investigator is not a native speaker of Kerala, another

Malayalam-speaking person was trained and conducted the interviews in Malayalam.

PI took a similar approach in Mumbai as we did in Trivandrum. There were 36 face-to-face
interviews and 71 telephone interviews. There were some refusals in Mumbai mainly due to
the suspicion about signing the consent form, being too busy to care for their patients,

approaching them at the wrong time, and not receiving any monetary assistance.

2.7 Data collection tool for selected family caregivers

A structured interview schedule was developed in English and translated to Malayalam and
Hindi. Most of the questions were closed-ended. The tool consists of four sections. The first
section included the demographic details of the patient and the family caregiver, as well as the
diagnosis and treatment details of the patient. Information like the caregiver's relationship with

the patient and report on comorbidities was also captured.
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The second part consists of an assessment of knowledge conceptualized in the following
elements: a) Knowledge of chemotherapy side effects, b) Knowledge of infection, and c)
Knowledge of food items to be given to a cancer patient undergoing chemotherapy treatment.
The questions of this section were developed according to the information from the American
Cancer Society resource guides. As per the information collected from the resource guide, we
listed the side effects of chemotherapy, the signs of infection and the food items. In this section,

we also included questions for those who received oral and topical chemotherapy.

The third section included questions to assess the practices of the family caregiver in managing
the patient undergoing chemotherapy. In section three, PI took all the general side effects and
asked the caregiver whether or not the cancer patient had experienced it. If a patient
experienced the symptom, then only PI had proceeded to the sub-questions. In section four, PI
looked for the sources of information and the preferences of family caregivers for accessing

the knowledge of cancer caregiving.

2.8 Data processing and analysis

Kobo Collect was used to enter the data, and after data cleaning, the extracted data were
analysed using IBM-SPSS statistics 25. The study objectives were mainly descriptive, so the
categorical variables were summarised as frequency and percentages. For exploring
associations, cross-tabulation was done and the Chi-square test was used to test the significance
of associations. A binary logistic regression was used to estimate the odds ratios and confidence

intervals.

2.9 Ethical consideration

The Institutional Ethics Committee of Sree Chitra Tirunal Institute for Medical Sciences and
Technology, Trivandrum, Kerala, had reviewed the study and gave clearance to conduct the

study (SCT/IEC/1825/JANUARY-2022). Written informed consents, and telephonic consents
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were obtained from all the study participants before administering the interview schedule. The
participants were free to refuse participation at the outset or during any stage of the study.

There was no anticipated risk for participants by participating in this study.
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CHAPTER 3

RESULT

This chapter briefly describes the outcome of data analysis in concordance with the study
objectives. A total of 217 family caregivers (Trivandrum-110; Mumbai- 107) participated in
the survey. Section 3.1 describes the background details of family caregivers and patients. The
assessment of homecare knowledge of family caregivers is explained in section 3.2. In this
section, family caregivers’ knowledge regarding the type of chemotherapy received by the
patient, their answers to the question on why the patient gets chemotherapy as part of their
treatment, the food items to be provided to cancer patients during chemotherapy and awareness
about possible side effects and signs of infections during chemotherapy are included. Section
3.3 describes the family caregivers’ responses regarding the side effects of chemotherapy and
their practices to deal with the side effects experienced by the patient. Section 3.4 describes the
sources of information the family caregiver receives on patient management during

chemotherapy.

3.1 Background details of family caregivers and cancer patients

The background details of family caregivers are provided in Table 3.1. Of the 217 respondents,
37.8% were the cancer patient's husband or wife, followed by son or daughter with 24%. Most
(more than 80%) of family caregivers are close relatives of cancer patients between the ages of
31 and 60 years. In terms of overall numbers, male caregivers (53.9%) outnumber female
caregivers. Among family caregivers, graduates (51.6%) are more in number. Students account
for 10% of family caregivers. Patients are mostly having BPL ration cards (51.2%). The lowest
age of the respondent is 19 years, and the highest age is 76 years. The mean age of the

respondents is 41.65 years, with a standard deviation of 12.1.
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Table 3.1 Socio-demographic-details of Family Caregivers

Variables Overall Trivandrum Mumbai
n=217 % n=110 % n=107 %
Respondent’s Relationship with
the patient
Husband/Wife 82 37.8 31 28.2 51 47.7
Father/Mother 46 21.2 35 31.8 11 10.3
Son/Daughter 52 24.0 18 16.4 34 31.8
Other 37 17.1 26 23.6 11 10.3
Respondent’s age category
18-29 39 18.0 17 15.5 22 20.6
30-39 69 31.8 41 37.3 28 26.2
40-49 51 23.5 27 24.5 24 22.4
50-59 36 16.6 19 17.3 17 15.9
>60 22 10.1 6 5.5 16 15.0
Sex of the respondent
Male 117 53.9 45 40.9 72 67.3
Female 100 46.1 65 59.1 35 32.7
Highest level of education of the
respondent
No formal education 3.2 0 6.5
Primary school level (1-7th STD) 3.7 1.8 5.6
High school level (8-10th STD) 52 24.0 34 30.9 18 16.8
Higher secondary level (11-12th 38 17.5 20 18.2 18 16.8
STD) and Diploma level
Graduate level, post graduate level 112 51.6 54 49.1 58 54.2
and above
Working status of the respondent
Working in government sector 14 6.5 12 10.9 2 1.9
Working in private sector 50 23.0 28 25.5 22 20.6
Student 23 10.6 10 9.1 13 12.2
Other(self-employed/housewives) 130 59.9 60 54.6 70 65.4
Ration card
APL 89 41.0 38 34.6 51 47.7
BPL 111 51.2 71 64.6 40 37.4
No ration card 7 3.2 0 0 7 6.5
Don't know 10 4.6 1 0.91 9 8.4

*STD = Standard
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In Mumbeai, half of the family caregivers were the husband or wife of the patient, and 67%
were males, and in Trivandrum, 65% had a BPL ration card. About 67 percent of the

participants in Trivandrum and 71 percent in Mumbai had above plus two levels of education.

The majority of cancer patients were above 40 years old. Cancer patients in this survey have
mostly completed high school, and 55 percent were males. Cancer patients are mostly self-
employed or homemakers. Patients' age and sex distribution were similar across the two study

areas (Table 3.2).

Table 3.2 Socio-demographic details of patient

Variables Overall Trivandrum Mumbai
n=217 % n= % n= %
110 107
Patient’s age category
18-29 21 9.7 13 11.8 8 7.5
30-39 37 171 19 17.3 18 16.8
40-49 50 230 23 20.9 27 25.2
50-59 64 295 32 29.1 32 29.9
>60 45 20.7 23 20.9 22 20.6
Sex of the patient
Male 120 553 61 55.5 59 55.1
Female 97 447 49 44.5 48 44.9
Education level of the patient
No formal education 15 6.9 3 2.7 12 11.2
Primary school level (1-7th 22 10.1 10 9.1 12 11.2
STD)
High school level (8-10th 70 323 49 44.5 21 19.6
STD)
Above high school 109 502 47 42.7 62 57.9

Occupation of the patient

Working in government sector 15 6.9 5 4.5 10 9.3
Working in private sector 31 143 19 17.3 12 11.2
Student 24 1.1 15 13.6 9 8.4
Other (self- 147 67.7 71 64.5 76 71.0
employed/housewives)

*STD = Standard
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Table 3.3 describes the information on the primary cancer site of the patients. Among the
family caregivers, 215 (99.1%) reported the primary cancer site of the patients. As per the
response of the family caregivers, we had a higher number of gastrointestinal cancers (27.1%)
in this survey, followed by breast (18.4%) and lungs (15.6%). Two of the 217 respondents
could not identify the primary site of cancer. Family caregivers of gastrointestinal and breast
cancer patients were more in Mumbai than in Trivandrum, but family caregivers of blood

cancer patients were high in Trivandrum.

Table 3.3 Primary cancer site of patients

Type of Cancers Overall Trivandrum Mumbai
n=217 % n=110 % n=107 Y%
Gastro intestinal 59 271 23 20.9 36 33.6
Breast 40 18.4 15 13.6 25 234
Lungs 34 15.6 19 17.3 15 14
Blood cancer 30 13.8 26 23.6 4 Sl
Sarcoma 17 7.8 9 8.2 8 7.5
Head and neck 13 59 5 4.5 8 =S
Lymphoma 9 4.1 7 6.4 2 1.9
Female genitalia 6 2.7 3 2.7 3 2.8
Urinary bladder 4 1.8 1 0.9 3 2.8
Prostate 2 0.9 0 0 2 1.9
Kidney 1 0.4 1 0.9 0 0
Respondent don't 2 0.9 1 0.9 1 0.9

know

The family caregivers reported that many of the patients were already diagnosed with other co-

morbidities such as diabetes, hypertension and heart disease. About 14.3 percent of patients

23



had diabetes, 18.4 percent of patients had hypertension, and 3.2% of patients had heart disease

(Table 3.4).

Table 3.4 Patients with other co-morbidities

Other disease Overall Trivandrum Mumbai
conditions
n=217 % n=110 % n=107 %
Diabetes 31 14.3 12 10.9 19 17.8
Hypertension 40 18.4 17 15.5 23 21.5
Heart disease 7 32 2 1.8 5 4.7
Any other disease 14 6.5 5 4.5 9 8.4
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3.2 Homecare knowledge of family caregivers

Among the family caregivers, only 44.2% knew about the cancer stage and 3.7 percent of

family caregivers had no idea how many cycles of chemotherapy their patient had received.

Table 3.5 Family caregivers’ responses regarding stage of cancer and the mode of

chemotherapy
Variables Overall Trivandrum Mumbai
n=217 % n=110 Y% n=107 Y%
FCG knew the stage of cancer 96 44.2 43 39.1 53 49.5
Chemotherapy have already
received
<5 114 52.5 52 473 62 57.9
6-10 69 31.8 45 40.9 24 22.4
>10 26 11.98 9 8.2 17 15.9
Not Known 8 3.7 4 3.6 4 3.7
Mode of Chemotherapy
Intravenous 194 89.4 102 92.7 92 86
Injectable 16 7.4 2 1.8 14 13.1
Oral 12 5.5 6 5.5 6 5.6
Don’t Know 2 0.9 0 0 2 1.9

Surgery and Radiation advised
before and after

Chemotherapy**
Surgery before chemotherapy 47 21.7 21 19.1 26 243
Radiation before chemotherapy 30 13.8 15 13.6 15 14.0

Surgery after chemotherapy 46 21.2 20 18.2 26 243

Radiation after chemotherapy 33 15.2 10 9.1 23 21.5

*FCG-Family caregiver; ** the total in this section will not add to 217
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Chemotherapy was identified as a destroyer of remaining cancer cells in the body by 67.3
percent of respondents. Nearly 8 percent of caregivers were unaware of the reason for the
chemotherapy (Table 3.6). There were variations in the responses between participants from

two places.

Table 3.6 Family caregivers’ responses regarding reasons of chemotherapy

Variables Overall Trivandrum Mumbai
(N=217) (N=110) (N=107)
n % n % n %
To shrink the tumour size 64 29.5 20 18.2 44 41.1
To reduce the spread of cancer cells 77 35.5 20 18.2 57 53.3
To destroy the remaining cancer cells 146 673 83 75.5 63 58.9
Other 5 2.3 4 3.6 1 0.9

Don't know why the chemotherapy is

. 18 8.3 10 9.1 8 7.5
given

More than 80% of family caregivers identified fibre-rich foods, boiled foods, citrus fruits, and
plenty of water as foods that cancer patients receiving chemotherapy should consume. Warm
drinks, strong-smelling food, substantial meals and plenty of fluids were identified more
frequently by family caregivers in Trivandrum than family caregivers in Mumbai. More family
caregivers in Mumbai identified 5-6 small meals and citrus fruits than family caregivers in
Trivandrum. It was noted that 44.6 percent of family caregivers in Trivandrum suggested
giving large meals to the patient, but only 11.2 percent of family caregivers in Mumbai said
the same. On the contrary, most participants in Trivandrum suggested providing warm drinks,

but only 38% in Mumbai reported the same (Table 3.7).
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Table 3.7 Family caregivers’ responses about the food items to be provided to cancer

patients during chemotherapy

Overall Trivandrum Mumbai

Variables (N=217) (N=110) (N=107)

Yes % Yes % Yes %

Hot, spicy foods 16 7.4 10 9.1 6 5.6
Warm drinks 136  62.7 95 86.4 41 38.3
Very sweet, sugary foods 22 10.1 16 14.6 6 5.6
Fibre rich foods 197  90.8 95 86.4 102 953
Foods with strong smells 17 7.8 15 13.6 2 1.9
Boiled foods 195 89.9 101 91.8 94 87.9
5-6 small meals 163  75.1 73 66.4 90 84.1
Citrus fruits 178 82 81 73.6 97 90.7
Large meals 61 28.1 49 44.6 12 11.2
Fatty, greasy or fried foods 16 7.4 11 10 5 4.7
Plenty of fluids 127 58.5 95 86.4 32 29.9
Plenty of Water 213 98.2 107 97.3 106 99.1

The awareness regarding side effects or infections were assessed based on a pool of 20 items
listed in the questionnaire and the answers were analysed side effect, infection, side effect or

infection, or don’t know (Table 3.8).
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Table 3.8 Family caregivers’ responses about side effects and infections

Side % Infection % Side %
effects effect

Conditions /Infection
Anaemia or Decreased blood cell 181 834 3 1.4 1 0.5
count
Appetite Changes 191 88 3 1.4 1 0.5
Bleeding gum 66 304 32 14.7 5 2.3
Burning, peeling or swelling
tongue and change in taste 2. 3 = 0 0
Constipation 162 74.7 12 5.5 1 0.5
Dry Mouth 133 613 9 4.1 3 1.4
Emotional Issues 165 76 2.3 1 0.5
Flu-like symptoms 90 41.5 91 41.9 33 15.2
Hair loss 206 94.9 2 0.9 1 0.5
Diarrhoea 119 548 42 194 13 6
Nausea and/or vomiting 191 38 7 39 1 05
Puffy face or leg 79  36.4 22 10.1 0 0
Inflammation of mouth (burning
sensation in mouth), Sore Mouth,
Sore Throat and Trouble 113k § 21 22 i0-1 3 -
Swallowing
Skin and Nail changes 167 77 9 41 ) 0.9
Fever: more than 100 F 30 36.9 116 535 34 15.7
Chills and sweats 108 498 43 19.8 12 5.5
Burning or pain with urination. 48 201 119 548 7 39
Unusual vaginal discharge or
irritation 37 17.1 123 56.7 7 3.2
Redness, soreness, or swelling in
any area, including surgical 36 16.6 115 53 5 23
wounds.
Pain or tenderness 78 359 39 18 8 37

Further, the side effects and infections were separated, and the family caregivers who correctly

identified a condition as a side effect or an infection are presented in Table 3.9 and 3.10,

28



respectively. Those who reported that the condition could be a 'side effect' (option 1) or 'side
effect or infection' (option 3) were considered that the family caregiver identified the condition
as a side effect. Similarly, those who mentioned 'infection' (option 2) or 'side effect or infection'
(option 3) for the conditions were considered as the family caregiver identified that condition

as an infection.

Table 3.9 Family caregivers’ awareness regarding side effects of chemotherapy

Overall Trivandrum Mumbai

(N=217) (N=110) (N=107)

Conditions Yes % Yes % Yes %
Anaemia or Decreased blood cell count 181 &34 87 79.1 94 87.9
Appetite Changes 191 88.0 92 83.6 99 925

Burning, peeling or swelling tongue and

. 179 82.5 95 864 84 785
change in taste

Constipation 162 74.7 8 773 77 720
Dry Mouth 133 61.3 85 773 48 4409
Emotional Issues 165 76.0 89 809 76 71.0
Flu-like symptoms 90 41.7 53 482 37 349
Hair loss 206 949 103  93.6 103 963
Diarrhoea 118 54.6 82 745 36 34.0
Nausea and/or vomiting 191 88.0 95 864 96 89.7
Inflammation of mouth (burning sensation in

mouth), Sore Mouth, Sore Throat and 113 523 59 536 54 509
Trouble Swallowing

Skin and Nail changes 167 77.0 87 79.1 80 74.8
Chills and sweats 108 49.8 55 500 53 495

Participants correctly identified more than 6

conditions as side effect 176 822 97 88.2 7 760

Almost all family caregivers identified hair loss as a side effect, followed by appetite change

and nausea/vomiting. Dry mouth and diarrhoea were more frequently identified by family
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caregivers in Trivandrum than in Mumbai. More than 80 percent of family caregivers correctly
identified more than six of the listed 13 conditions as possible side effects of chemotherapy

(Table 3.9).

Seven conditions of infections were listed in Table 3.10. The awareness regarding signs of
infections was low among family caregivers. Family caregivers of patients in Trivandrum
identified bleeding gum, puffy face or leg, and pain or tenderness more frequently than family
caregivers in Mumbai. But the conditions such as burning urination, vaginal discharge, redness
or soreness were more frequently identified by family caregivers in Mumbai than in

Trivandrum (Table 3.10).

Table 3.10 Family caregivers’ awareness regarding signs of Infections

Overall Trivandrum Mumbai

(N=217)  (N=110)  (N=107)

Conditions Yes %  Yes % Yes %
Bleeding gum 32 147 27 245 5 47
Puffy face or leg 22 101 22 200 O 0
Fever: more than 100 F 116 535 53 482 63 589
Burning or pain with urination 119 548 47 427 72 673
Unusual vaginal discharge or irritation 123 567 42 382 81 757

Redness, soreness, or swelling in any area,

: . : 115 53.0 51 464 64 598
including surgical wounds.

Pain or tenderness 39 18.0 33 30.0 6 5.6

Participants correctly identified more than

three signs of infection I 4l OhAadEeRDeT 47 439

Nearly 40 percent of the family caregivers could identify more than three signs of infections

from the list of seven.
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3.3 Experiences of side effects during chemotherapy and practices of family caregivers

The side effect reported mainly by the patients to their family caregiver were taste or smell
change (74.2%), followed by appetite loss (73.7%) and hair loss (70%), respectively. More
than half of the patients reported to their family caregiver, nausea (63.6%) and emotional issues
(50.7%). Constipation, sore mouth, sore throat, difficulty in swallowing, weight gain, and gum
bleeding were more frequently reported by participants in Mumbai than in Trivandrum. But

skin and nail changes were more reported in Trivandrum than in Mumbai.

Table 3.11 Experiences of side effects of chemotherapy-response from the family

caregiver
Experienced Conditions Overall Trivandrum  Mumbai
(N=217) (N=110) (N=107)
n % n % n %
Taste or smell changes 161 742 90 81.8 71 664
Appetite Loss 160 73.7 80 727 80 74.8
Hair loss 153 705 75 682 78 729
Nausea 138 63.6 65 591 73 682
Emotional issues 110 50.7 53 482 57 533
Constipation 108 498 43 39.1 65 60.7
Skin and nail changes 101 46.8 62 569 39 364
Dry Mouth 85 392 39 355 46 43
Sore Mouth 59 272 16 145 43 402
Vomiting 57 263 26 23.6 31 29
Weight loss 53 244 32 291 21 19.6
Sore throat and trouble swallowing 19 8.8 4 3.6 15 14
Weight gain 14 6.5 1 0.9 13 12.1
Gum bleeding 4 1.8 0 0 4 1.8
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Table 3.12 summarize the time when the patient first experienced the side effect. More than

80% of patients experience appetite loss, constipation, dry mouth, and taste or smell changes

within the first three days of chemotherapy. More than 70% of patients reported to their family

caregiver, nausea and difficulty in swallowing within the first three days. More than half of the

patients reported to their family caregiver, gum bleeding, skin and nail changes, and hair loss

after seven days of chemotherapy. More than half of the patients experienced vomiting within

the first three days of chemotherapy.

Table.3.12 The initiation of side effects noticed by the family caregiver

Experienced Conditions On the same  Within 1-3  Within 4-  After 7
day of days 7 days days
chemotherapy

n o n % n % n %
Taste or smell changes 15 9.3 130 207 16 99 0 0
(n=161)
Appetite Loss (n=160) 8 5.0 141 881 10 63 1 0.6
Hair loss (n=153) 3 2.0 40 265 11 73 97 642
Nausea (n=138) 34 24.6 102 739 1 0.7 1 07
Emotional issues (n=110) 10 9.1 83 755 14 127 3 27
Constipation (n=108) 5 4.6 95 88.0 6 56 2 1.9
Skin and nail changes (n=101) 0 0 35 347 14 139 52 515
Dry Mouth (n=85) 7 8.2 71 835 6 7.1 1 1.2
Sore Mouth (n=59) 1 1.7 26 441 16 27.1 16 27.1
Sore thr.oat and trouble 1 53 14 737 2 105 2 105
swallowing (n=19)
Gum bleeding (n=4) 0 0 1 25.0 I 250 2 50.0

*Weight loss and weight gain were excluded since we cannot ask when the family caregiver

first noticed it.
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The most common measures adopted by the family caregiver of cancer patients were to give
enough of fluids, 5-6 small meals, water, boiled foods, cut foods in small pieces, high protein
foods, fruits and vegetables, high fibre foods, and avoid fried foods. Medicines mainly were
used to treat constipation (71.2%), nausea (68.1%), vomiting (64.9%), sore mouth (59.3%),
sore throat and trouble swallowing (10.5%), appetite loss (1.2%), dry mouth (1.1%). For taste
and smell changes only, few people took any measures. The majority of family caregivers
(more than 80%) were able to control the nausea, hair loss, appetite loss, constipation, weight
loss, weight gain, skin and nail changes, dry mouth, sore throat and trouble swallowing, gum

bleeding; however, few were successful in controlling changes in taste and smell.

Table 3.13 Measures taken by the family caregivers to manage side effects (among those

who experienced side-effects)

Side effects n %
Taste or smell changes (n=161)
Food that looks and smell good 27 16.8
Sweet foods 3 1.9
Straw for drinking 1 0.6

Appetite Loss (n=160)
Protein powder 117 73.1
Plenty of fluids 142 88.7
5-6 smaller meals 131 81.8

Milkshake, yogurt 87 54.7
Medicine 2 1.2
Hair loss (n=153)

Cooling cap 5 33
Avoiding hair dryers, etc. 151 98.7
Soft bristle hair brush 6 39
Washed hair less often 16 10.5
Pat hair with soft towel 15 9.8
Cut the short 94 61.4
Shaved head 110 71.9

Wig 1 0.7
Scarf 71 464
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Table 3.13 Measures taken by the family caregivers to manage side effects (among those

who experienced side effects) (continue...)

Side effects n %
Nausea (n=138)

Easy on stomach diet 96 70
5-6 small meals 115 83.3
No meal skip 119 86.2
Liquids taken throughout the day 129 93.4
Food provided whenever the patient asked 132 96.3
Rest after ameal 133 96.3
Avoid strong smell food 111 81
Medicine 94 68.1
Emotional issues (n=110)
Relaxation methods 21 19.1
Listen music, etc. 58 52.7
Encourage to speak with people 83 75.5
Went for small outings 49 44.5
Constipation (n=108)
Plenty of fluids 98 90.7
Warm drinks 60 56
High fibre foods 92 85.1
Small walk 61 56.4
Medicine 77 71.2
Skin and nail changes (n=101)

Quick shower 8 7.9
Patted dry 19 18.8
Moisturizing soap 8 7.9

Not use perfume etc 90 89.1

Kept face clean and dry 95 94.1

Avoided direct sunlight 46 45.5

Used long sleeve dresses 26 25.7

Dry mouth (n=85)

Water 84 98.8
Avoid sweet foods 55 64.7
Easy to swallow foods 59 69.4
Lipbalm 13 15.2

Medicine 1 1.1
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Table 3.13 Measures taken by the family caregivers to manage side effects (among those

who experienced side effects) (continue...)

Side effects n %
Sore mouth (n=59)

Boiled foods 37 62.7
Cut foods in small pieces 42 71.1
Small amount of food 45 76.2
Medicine 35 59.3
Vomiting (n=57)
ORS, Water 40 70.1
5-6 small meals 45 78.9
Asked doctor for medicine 28 49.1
Medicine 37 64.9
Weight loss (n=53)
Food given according to schedule 45 84.9
5-6 small meals 42 80.8
High protein foods 49 92.5
Milkshakes, juices 23 43.4
Sore throat and trouble swallowing (n=19)
Boiled foods 16 84.2
Cut foods in small pieces 16 84.2
Small number of foods 19 100
Medicine 2 10.5
Weight gain (n=14)
Fruits and Veggies 13 92.9
High fibre foods 13 92.9
Less oily and fatty foods 11 78.6
Avoided fried foods 14 100
Less food 9 64.3

Reduce the salt intake 2 14.3
Daily simple exercise 1 7.1
Gum bleeding (n=4)
Soft toothbrush 1 25
Gentle brushing 4 100
Barred for toothpicks or dental floss 4 100

35



Family caregivers washed their clothes separately from the cancer patients’ garments in more

than 70% of cases. Visitors were allowed for 30% of patients (Table 3.14).

Table 3.14 Hygiene practice by the respondents and management of visitors

Overall Trivandrum Mumbai
(N=217) (N=110) (N=107)
n % n % n %
Washed patients’ garments 158 72.8 80 72.7 78 72.9
separately
Visitors permitted 68 31.3 36 32.7 32 30.2

A total of 8.3% of patients received assistance from a family member with a medical
background, and 10.6% of patients received assistance from non-medical background

professionals, both within and outside the family during chemotherapy period.

Table 3.15 Family caregivers received assistance from others

Overall Trivandrum Mumbai

(N=217) (N=110) (N=107)

n % n % n %

Help from family member with 18 8.3 14 12.7 4 3.7
medical background

Help from non-medical 23 10.6 15 13.6 8 7.5

background professionals
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3.4 Sources of information regarding patient management during chemotherapy

Overall, the family caregivers received information from the doctor, nurse, or caregivers of
other patients. Trivandrum had a higher percentage of family caregivers who obtained
information from a doctor, oncologist or nurse than Mumbai. In Mumbai, the family caregivers

sought more information from the internet than in Trivandrum.

Table 3.16 Family caregivers’ responses about source of information

Sources of information from the hospital

Variables Overall Trivandrum Mumbai

n % n % n %
Oncologist 170 78.3 99 90 71 66.4

Pharmacist 1 0.5 1 0.9 0 0
Nurse 129 59.4 80 727 49 45.8
Family and friends 12 5.5 10 9.1 2 1.9
Internet 36 16.6 10 9.1 26 24.3
Fellow cancer patients 41 18.9 15 13.6 26 243
Family caregiver of another patient 91 41.9 15 13.6 26 24.3
Other 68 31.3 44 400 47 43.9

As a source of information, most family caregivers favoured face-to-face communications.
Family caregivers in Trivandrum preferred pamphlets or brochures, whereas cancer-related

websites in Mumbai were more popular.
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Table 3.17 Preferences for sources to get information regarding patient management

during chemotherapy

Preferences for information sources

Variables Overall Trivandrum Mumbai
n % n % n %
Face-to-Face meeting 210  96.8 104 945 106  99.1
Pamphlet/Brochure 71 32.7 46 41.8 25 234
Cancer related website 25 11.5 7 6.4 18 16.8
Family caregiver of another patients 17 7.8 5 4.5 12 11.2
Video 9 8.2 9 8.2 0 0
Telephone 6 2.8 6 5.5 0 0
Family and friends 4 1.8 3 2% 1 0.9
Other 2 0.9 1 0.9 1 0.9
Email 1 0.5 1 0.9 0 0

The results based on the specific objectives were presented in sections 3.1 to 3.4. Additional
analysis was performed to explore the variables showing association with the awareness of side
effects and signs of infections and the experienced side effects. Analysis was done using all

participants (N=217), and the results were described in section 3.5.
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3.5 Factors associated with awareness and experiences of side effects

Eighty percent of respondents of both sexes were aware of more than six side effects from the
list of 13. A higher proportion of highly educated and employed participants correctly
identified more than six side effects from the list as compared to family caregivers with low

level of education, and students, respectively.

Table 3.18 Background details of family caregivers versus awareness of side effects

Identified more than six side effects

Variables N p-

n (%) value UOR 95% CI

Sex of the respondent
Male 116 95(81.9) 0.885 Reference 0.52-2.13
Female 98 81(82.7) 1.05
Respondents’ age
<=50 163 136(83.4) 0.414 Reference 0.32-1.58

>=51 51 40(78.4) 0.72
Respondents’ education
No formal education/Primary 14 9(64.3) 0.031 Reference
Secondary to high school 52 40(76.9) 0.34 0.52-6.59
Higher secondary/diploma 37 28(75.7) 0.41 0.45-6.51
Graduate and above 111 99(89.2) 0.01 1.31-15.94
Respondents’ working status
Government employee 14 13(92.9) 0.040 3.84 0.48-30.66
Private employee 50 47(94.0) 4.63 1.34-15.99
Student 23 18(78.3) 1.06 0.36-3.11
Other 127 98(77.2) Reference

P-value derived from Chi-square test for associations.

Male respondents identified more signs of infection than female respondents. About 40 percent
of respondents in both age groups identified more than three signs of infections. Those with
graduation and above level of education, more often identified more than three signs of

infections than the other groups.
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Table 3.19 Background details of family caregivers versus awareness of signs of

infections

Identified more than three signs of infections

Variables N p-
n (%) UOR 95% CI
value

Sex of the respondent
Male 117 56(47.9) 0.056 Reference 0.33-1.01
Female 100 35(35.0) 0.05
Respondents’ age
<=50 165 69(41.8) 0950 Reference 0.54-1.91

>=51 52 22(42.3) 1.02
Respondents’ education
No formal education/Primary 15 1(6.7)  <0.001 Reference
Secondary to high school 52 16(30.8) 6.22 0.75-51.45
Higher secondary/diploma 38 13(34.2) 7.28 0.85-61.66
Graduate and above 112 61(54.5) 16.74 2.12-131.71
Respondents’ working status
Government employee 14 5(35.7)  0.309 0.91 0.29-2.89
Private employee 50 26(52.0) 1.79 0.92-3.46
Student 23 11(47.8) 1.51 0.62-3.69
Other 130 49(37.7) Reference

P-value derived from Chi-square test for associations.

The experiences of side effects were analysed across cancer site, sex and age group of patients
(Tables 3.20 to 3.24). More than half of cancer patients reported appetite loss, nausea, changes
in taste or smell, and hair loss. Blood and lymphoma and breast cancer patients experienced
more appetite loss and taste or smell changes than other types of cancers. Sarcoma patients had
the least appetite loss and taste or smell changes. Hair loss was high among breast, lung and
sarcoma patients, but gastrointestinal cancer patients had the least hair loss. Constipation, sore
mouth, and weight gain were more common in breast cancer patients than in other
malignancies. Less number of patients with lung cancer experienced vomiting. More patients

with gastrointestinal, blood and lymphoma cancers experienced dry mouth. Patients with head
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and neck cancer had more difficulty in swallowing than others. Weight loss is more common
in cases of blood and lymphoma and head and neck cancer. Emotional problems were reported
by 50 percent of blood/lymphoma, gastrointestinal, breast, and head/neck cancer patients. More

patients with blood or breast cancer had changes to their skin and nails (65%).

Table 3.20 Side effects experienced by the patients with different cancers

Type of cancer (Primary site)

. Head
Experiences Sarcoma 5’ loodhand 1 (ias:-r 0 1 Lung Breast and Other
ymphoma Intestina

a7 (34) (41) Neck
(40) (57) a3 (13)

Taste or n 10 36 37 22 34 8 12
smell
changes % 58.8 90.0 64.9 64.7 82.9 61.5 92.3
Appetite loss n 10 32 43 22 33 8 10

% 58.8 80.0 75.4 64.7 80.5 61.5 76.9
Hair loss n 14 24 32 28 37 10 7

% 82.4 60.0 56.1 82.4 90.2 769 538
Nausea n 13 26 31 19 30 9 9

% 76.5 65.0 54.4 55.9 73.2 69.2 69.2
Emotional n 4 21 32 15 24 8 4
issues

% 23.5 52.5 56.1 44.1 58.5 61.5 30.8
Constipation n 7 21 21 17 26 5 10

% 41.2 52.5 36.8 50.0 63.4 38.5 76.9
Skin and nail n 7 26 21 14 25 3 4
changes

% 41.2 65.0 37.5 41.2 61.0 23.1 30.8
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Table 3.20 Side effects experienced by the patients with different cancers (continue...)

Type of cancer (Primary site)

Head
Experiences Sarcoma Blogdiand Gast-r 0 Lung Breast and Other
Lymphoma Intestinal
a7 (40) (57) (34) (41) Neck
a3 a3

Skin and nail n 7 26 21 14 25 3 4
changes

% 41.2 65.0 37.5 412 610 23.1 308
Dry mouth n 5 18 24 13 16 5 3

% 294 45.0 42.1 382 390 385 23.1
Sore mouth n 3 9 17 4 15 6 4

% 17.6 22.5 29.8 11.8  36.6 462 30.8
Vomiting n 7 14 17 5 10 3 1

% 41.2 35.0 29.8 147 244 231 7.7
Weight loss n 1 13 16 9 4 4 5

% 59 32.5 28.1 26.5 9.8 30.8 385
Sore throat n 2 0 6 1 5 4 0
and trouble
swa]]owing % 11.8 0 10.5 2.9 12.2 30.8 0
Weight gain n 0 2 5 1 6 0 0

% 0 5.0 8.8 2.9 14.6 0 0
Gum bleeding n 0 0 3 0 0 0 0

% 0 0 53 0 0 0 0

Nausea, vomiting, sore mouth, emotional issues, skin and nail changes and hair loss were

higher among female patients than males (Table 3.21).
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Table 3.21 Side effects experienced by male and female patients

Experiences Sex of the patient p-value
Male Female

Appetite loss n 88 72 0.882
% 73.3 74.2

Constipation n 58 50 0.638
% 48.3 51.5

Nausea n 67 71 0.008
% 55.8 73.2

Vomiting n 23 34 0.008
Y% 19.2 35.1

Dry mouth n 47 38 0.999
% 39.2 39.2

Sore mouth n 25 34 0.019
% 20.8 35.1

Sore throat and trouble swallowing n 10 9 0.807
% 8.3 9.3

Taste or smell changes n 88 73 0.747
% 73.3 75.3

Weight loss n 30 23 0.826
% 25.0 23.7

Weight gain n 8 6 0.886
% 6.7 6.2

Gum bleeding n 3 1 0.424
% 2.5 1.0

Emotional issues n 56 54 0.187
% 46.7 55.7

Skin and nail changes n 51 50 0.203
% 42.9 51.5

Hair loss n 75 78 0.004
% 62.5 80.4

P-value derived from Chi-square test for associations.

In comparison to men as a reference group, women have 2 times higher odds of experiencing

hair loss, sore mouth, nausea, and vomiting, which are significant.

Table 3.22 Odds Ratios and 95% Confidence Intervals for the side effects experienced

by females as compared to males

Hair loss  Skin and Emotional issues Sore mouth Vomiting Nausea
nail changes
OR 24 1.4 1.4 2.0 2.2 2.1
95%CI 13-45 0.8-24 0.8-2.4 1.1-3.7 1.2-4.2 1.2-3.8
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Compared to older age groups, more patients in younger age groups reported hair loss, skin

and nail changes, and nausea.

Table 3.23 Experiences of side effects versus age group of patients

Experiences Patients age category p-value
18-39 40-59 60-79

Appetite loss n 44 83 33 0.909
% 75.9 72.8 73.3

Constipation n 29 57 22 0.991
% 50.0 50.0 48.9

Nausea n 43 70 25 0.118
% 74.1 61.4 55.6

Vomiting n 22 26 9 0.058
% 37.9 22.8 20.0

Dry mouth n 20 48 17 0.612
% 34.5 42.1 37.8

Sore mouth n 13 35 11 0.461
% 22.4 30.7 24.4

Sore throat and trouble swallowing n 6 12 1 0.219
% 10.3 10.5 2.2

Taste or smell changes n 46 85 30 0.344
% 79.3 74.6 66.7

Weight loss n 9 36 8 0.035
% 15.5 31.6 17.8

Weight gain n 5 8 1 0.397
% 8.6 7.0 2.2

Gum bleeding n 0 4 0 0.159
% 0 3.5 0

Emotional issues n 28 64 18 0.170
% 48.3 56.1 40.0

Skin and nail changes n 32 56 13 0.028
% 55.2 49.1 29.5

Hair loss n 47 77 29 0.113
% 81.0 67.5 64.4
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The younger age group have higher odds of having hair loss, skin and nail changes, and
vomiting than the older age group. The odds ratios for skin and nail changes were significant

for the younger age group compared to older patients.

Table 3.24 Odds Ratios and 95% Confidence Intervals for side effects experienced by

different age groups of patients.

Age group n (%) UOR 95% CI
Hair loss
18-39 47 (81.0) 2.357 0.962-5.777
40-59 77 (67.5) 1.148 0.556-2.372
60-79 29 (64.4) Reference
Weight loss
18-39 9 (15.5) 0.849 0.299-2.412
40-59 36 (31.6) 2.135 0.903-5.046
60-79 8 (17.8) Reference
Skin and nail changes
18-39 32(55.2) 2.935 1.281-6.724
40-59 56 (49.1) 2.302 1.094-4.847
60-79 13 (29.5) Reference
Vomiting
18-39 22 (37.9) 2.444 0.991-6.029
40-59 26 (22.8) 1.182 0.504-2.769
60-79 9 (20.0) Reference

UOR = Unadjusted odds ratio
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CHAPTER 4

DISCUSSION

The present study assessed family caregivers’ knowledge regarding home care during the
chemotherapy treatment for the patient. As part of homecare knowledge, the present study
evaluated the family caregivers’ awareness of the need for chemotherapy, possible side effects
and infections, and food items provided to their patients. Only a small percentage of family
caregivers did not know the reason for chemotherapy. Caregivers are generally aware of

chemotherapy side effects, but the awareness regarding infections is relatively low.

The present study also assessed the experienced side effects and how the caregivers managed
those side effects. The most experienced side effects were taste or smell changes, appetite loss,
hair loss and nausea, and the family caregivers had taken different measures to handle the side

effects.

4.1 The family caregivers and patients in the present study

Usually, the family caregivers are close relatives of cancer patients, and female caregivers
outnumber male caregivers in general (Douglas et al., 2016; Koerin & Harrigan, 2003;
Mcilfatrick et al., 2006; Thomas et al., 2002). In the present study, most home caregivers are
cancer patients' close relatives, but male caregivers outnumbered female caregivers. It may be
due to the convenience sampling used to select study participants. Another reason may be that
the distance of the cancer hospital is a barrier for many female family members to travel to
these places along with the cancer patients. When it comes to healthcare, distance matters

(SHRC Raipur, 2018).

Because most cancer patients are between the ages of 51 and 60, which corresponds to middle-
aged to senior adults, they often have comorbidities such as diabetes and hypertension.

Multimorbidity fits the pattern identified in previous studies. Cardiovascular and metabolic
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diseases were the most common comorbid conditions identified in Asian populations (Rajoo et

al., 2021). The present study observed a similar comorbid pattern among cancer patients.

4.2 Homecare knowledge of family caregivers:

Education of patients and family caregivers about potential chemotherapy side effects and post-
chemotherapy symptom management are all critical components of the chemotherapy process
(DeMille et al., 2006). Most of the respondents identified chemotherapy as a destroyer of
cancer cells. A similar perception of the need to fight the disease and maintain hope, coupled
with feelings of fear, was reported in another study (Mcilfatrick et al., 2006). Less than half of
family caregivers were aware of the cancer stage. The family caregivers' education may
influence the understanding of the details, such as the cancer stage. Often caregivers never
think about it or consciously do not want to know about the cancer stage. Sometimes, the person
accompanying a cancer patient to the hospital for treatment was involved in disease-related
communications with the healthcare provider. Perhaps to lessen the emotional burden, this

person purposefully withheld the cancer stage from the family caregiver.

Anaemia, hair loss, appetite changes, change in taste, nausea, vomiting, dry mouth,
constipation, skin and nail changes and diarrhoea are the most common side effects of
chemotherapy treatment (Chemotherapy Side Effects, 2022). Before starting chemotherapy,
the healthcare provider usually informs the patient or family caregiver about the potential side
effects or infections. In this study, we assumed that the family caregivers were informed about
the side effects or infections and assessed whether or not they were aware of those symptoms.
The assessment was based on a pool of 20 items, and the options for responses were side effect,
infection, side effect or infection, or do not know. For analysing how many family caregivers
correctly identified the side effects or infections, the pool was separated into 13 side effects

and seven infections. More than 80 percent of family caregivers accurately identified more than
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six of the 13 conditions as possible chemotherapy side effects, and approximately 40 percent

were able to recognise more than three of the seven signs of infections.

Overall, chemotherapy side effects were identified more frequently than signs of infections.
Hair loss was the most common side effect identified by family caregivers, followed by appetite
change and nausea/vomiting. In Trivandrum, compared to Mumbai, family caregivers more
commonly identified dry mouth and diarrhoea. The differences in outcomes between the two
study locations may be related to variations in hospital practices in providing information or
due to different types of cancers. Patients undergoing immunosuppressive chemotherapy are at
high risk of infection. Awareness of chemotherapy side effects and infection is essential, which
is lacking in this case, especially the awareness of infections. Perhaps the procedure for
providing information has a flaw, or the family caregivers did not adequately understand the

information.

Infection caused by neutropenia, or a decrease in white blood cell count, is a serious side effect
of chemotherapy (DeMille et al., 2006). Diet is thought to be protective in managing these
infections. Advising a diet chart, mostly a neutropenic diet for cancer patients, is a regular
practice. More than 80% of family caregivers identified fibre-rich foods, boiled foods, citrus
fruits, and plenty of water as foods, cancer patients receiving chemotherapy should consume.
These food items are part of the neutropenic diet for patients with weekend immune systems
(Ramamoorthy et al., 2020). Because there is no standard definition of a neutropenic diet,
dietary recommendations vary by hospital. Few institutions begin a neutropenic diet when
neutropenia is diagnosed, while others do so throughout the chemotherapy period and a few
just after cancer is diagnosed (Smith & Besser, 2000). In this study, we assessed the awareness

of these food items, and most of the caregivers identified the food items correctly.
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It has been observed that, after doctors and nurses, family caregivers of other cancer patients
are the third most important source of information in this study. Maybe in the lodging centres,
family caregivers observe other family caregivers' food practices and may adopt similar
practices. If they have any doubts, they ask the doctor about that food item during their next
visit. Due to varying hospital food item recommendations in practice and varying food item
availability at the two study locations, food item identification may vary. A reason could be an

area-based difference in food culture.

4.3 Experiences of side effects during chemotherapy and caregivers’ practices:

In the present study, more than half of the patients reported appetite loss, nausea, changes in
taste or smell, emotional issues, and hair loss. Among those who experienced side effects, more
than 80 percent experienced appetite loss, constipation, dry mouth, and taste or smell changes
within the first three days of chemotherapy. Within the first three days, more than 70% of
patients reported nausea and difficulty in swallowing. More than half of the patients reported
gum bleeding, skin and nail changes, and hair loss after seven days of chemotherapy, and more
than half of the patients started vomiting in the first three days of chemotherapy. Similar
experiences were observed in studies conducted in different places (Altun & Sonkaya, 2018;

Chan & Ismail, 2014; Coolbrandt et al., 2016).

Some of the side effects the patients experienced were different with respect to the type of
cancer. Patients with breast cancer experienced constipation, sore mouth, and weight gain more
frequently than those with other cancers. Vomiting was less common in lung cancer patients,
and dry mouth was more prevalent in patients with gastrointestinal, blood, and lymphoid
malignancies. Swallowing was more difficult for head and neck cancer patients than other
patients. In cases of head and neck cancer, lymphoma and blood cancer, weight loss is more

typical. Half of the patients with gastrointestinal, breast, head and neck, and blood or
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lymphoma cancers reported having emotional issues. Breast or blood cancer patients saw more

changes to their skin and nails.

Female patients are more prone than male patients to experience nausea, vomiting, sore mouth,
mental problems, changes to their skin and nails and hair loss. Women are more prone to
experience hair loss, sore mouth, nausea and vomiting than men. Maybe females are more
concerned about their experienced symptoms than males. It is more socially acceptable for
women to have long hair than to have no hair, and perhaps this societal expectation impacts
female cancer patients who are more concerned about hair loss. Compared to men, women are
more likely to experience emotional issues and changes to their skin and nails, but the

difference is not very significant.

Younger age groups reported more hair loss, nail changes, and nausea than older ones.
Compared to older age groups, younger age groups had increased risks of experiencing weight
loss and hair loss. Younger patients may have been more concerned than older patients about
their symptoms and reported them to their family caregivers or younger patients' family
caregivers may have provided more attention than older patients' caregivers. A qualitative
approach for further exploration of the context may warrant learning more about the changes

concerning males or females and younger and older patients.

The most frequent strategies used by caregivers for cancer patients at home included providing
enough fluids, 5-6 small meals, water, boiling foods, cutting up foods into little pieces, high
protein foods, fruits and vegetables, high fibre foods, and avoiding fried foods. The most
common ailments treated with medication were constipation (71.2%), nausea (68.1%),
vomiting (64.9%), painful mouth (59.3%), sore throat and difficulty swallowing (10.5%),
appetite loss (1.2%), and dry mouth (1.1%). Few people took action only for changes in taste

and odour. More than 80 percent of family caregivers were able to control the following

50



symptoms: nausea, hair loss, appetite loss, constipation, weight loss, weight gain, changes in
the skin and nails, dry mouth, sore throat, difficulty swallowing, and bleeding gums. However,

only a small percentage of caregivers were able to control the changes in taste and smell.

4.4 Strengths and Limitations:

The study explored the awareness and experiences of family caregivers during chemotherapy
treatment for their patients. Such studies from India are limited in the literature. However, there
are some limitations also to the present study. The generalizability of the findings is limited
due to convenience sampling. The present study identified the family caregivers through the
nearby lodging centres where they stay for cancer treatment. Also, obtaining permission from
the lodging centres and respondents' approach to participation differed between the two study
locations. However, this was the only possible way of identifying family caregivers since
finding cancer patients undergoing chemotherapy from the community was not ideal. Also, due
to the time restraint within the academic calendar, formal approval to approach the patients and

caregivers through the cancer hospitals was hard to obtain.

4.5 Conclusion and recommendations:

The present study reveals that the family caregivers were aware of common side effects but not
much about infections. Maybe they were just informed about possible side effects of
chemotherapy prior to treatment, but not about infections. Respondents' knowledge of side
effects and signs of infection were associated with their level of education. The experienced
side effects varied depending on the cancer site, age, and gender of the patients. Since
chemotherapy is an immune suppressive treatment, infection awareness is essential for family
caregivers. They should know about side effects, foods to administer, symptoms of infections,
how to manage the side effects, and when to seek health care, especially those without a formal

education.
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Disease and caregiving communication is crucial in cancer care. Appropriate information will
help to reduce the physical, emotional, social and financial burdens of patients and family
caregivers. Disease-related information should be communicated at different periods of cancer
treatment. It helps the family caregiver to decide on appropriate care for the patient. It helps
build trust between family caregivers, patients and healthcare providers, which is very

important during any disease treatment.

A cancer patient may experience panic and anxiety due to the frequently challenging, expensive
and complex treatments. It might be rather difficult to make choices regarding the patient's
care. A patient's quality of life and overall wellbeing can be enhanced through effective
communication between patients, family and medical professionals. Proper contact is essential
throughout the cancer treatment process, from the initial diagnosis to the end of treatment and
during follow-up. Providing information regarding appropriate care when there is a change in

treatment is also important.

Obtaining information sources becomes crucial. In this study, family caregivers, in general,
obtained information from the doctor, nurse, and other patients' family caregivers. Most family
caregivers preferred in-person consultations as a source of information. Family caregivers are
the link between cancer patients and healthcare providers. If the disease and care-related
communication are appropriately communicated to the family caregivers, it will reduce the

burden on patients and caregivers to some extent.
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Annexure 1: Check List (English)

ChecKk list

Assessing Home care knowledge and caregiving practices among family caregivers of

cancer patients undergoing chemotherapy

Slno

Respondent
name

Is this
the first
chemo
of this
patient
(yes/no)

If no,

Is respondent the
family caregiver
of the patient?
(yes/no)

If
respondent
is the family
caregiver,
whether
he/she
consented to
participate?

(yes/no)

If respondent is
not family
caregiver,
collect the
contact details
of family
caregiver if the
respondent is
willing to
provide

Note down the
name and
hospital number
of the patient (for
avoiding
duplication/to
avoid
interviewing
different
caregivers of the
same patient)
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Annexure 2: Information Sheet (English)

Achutha Menon Centre for Health Science Studies (AMCHSS)
Sree Chitra Tirunal Institute for Medical Sciences & Technology (SCTIMST)
Trivandrum

Assessing Home care knowledge and caregiving practices among family caregivers of
cancer patients undergoing chemotherapy

Information sheet

I, Dr. Sayan Roy, currently pursuing Master of Public Health course at Achutha Menon
Centre for Health Science Studies, Sree Chitra Tirunal Institute for Medical Sciences and
Technology, Thiruvananthapuram, Kerala. I am doing a study on “Assessing Home care
knowledge and caregiving practices among family caregivers of cancer patients undergoing
chemotherapy” as part of my course work.

Purpose of study:

To assess the home care knowledge among family caregivers of cancer patients undergoing
chemotherapy and to assess the practices among family caregivers to manage cancer patients
undergoing chemotherapy

About the study:

In this study, I will interview 220 primary family caregivers of cancer patients undergoing
chemotherapy. This study is being conducted by me as Principal Investigator (PI) under
supervision of Dr Jissa VT, Scientist C at Achutha Menon Centre for Health Science Studies,
Sree ChitraTirunal Institute for Medical Sciences and Technology, Thiruvananthapuram,
Kerala. The ethics approval for this study has been obtained from Institutional Ethics
Committee of Sree Chitra Tirunal Institute for Medical Sciences and Technology,
Trivandrum, Kerala.

What participation will be required from your side?

Participation involves answering some questions regarding the knowledge of chemotherapy
and caregiving practices among the primary family caregivers of cancer patients. I would be
asking the caregivers regarding their awareness of patient care knowledge during
chemotherapy, and the caregiving practices. It can take around 20-30 minutes time for the
interview. The information given by you will be documented. After the interview you may be
contacted again only if it is found that the information documented is either incomplete or
any further clarification is needed with your permission.

Benefits from the study:

Though there might not be direct benefit for you from this study, the information you share
will be useful to understand the chemotherapy treatment awareness and caregiving practices
among family caregivers and it may help to suggest policy recommendations regarding
homecare practices.

Possible harms from the study:
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Some of the questions will be of a personal nature which may make you uncomfortable. In
such case you are free to take time to answer or if you are not willing to answer, you can ask
me to skip the question. If still you are not willing to answer further, you will be free to
terminate the interview without any obligation.

Confidentiality of your data:

Whatever information you share will be kept highly confidential and will only be accessible
to me and my supervisor. All the information that is being collected will be used solely for
research. Your personal details will not be shared with anyone at any stage. The data other
than your personal identifiers will be used for analysis of the study. The results of the study
will be published and presented in public forums but neither you nor your patient will be
individually identified.

Withdrawal from the study:

Your participation in the study will be completely voluntary. You are free and have right to
withdraw during the interview at any time. There will be no penalty for withdrawal or not
participating in the study.

Is there any query or doubt you want to ask?

[ will try to clarify it to best of my ability.

Name of the Principal Investigator: Dr. Sayan Roy
Signature of Principal Investigator:

Contact No. of Principal Investigator: 9123624113

If you have any doubt/query on the authentication of this study, you may contact the
SCTIMST

Institutional Ethics Committee Member Secretary

Dr. Srinivasa G Contact Details: 0471 - 2524689
Are you willing to participate in the study? - Yes / No.

If yes — please fill up and give signature on the informed consent form provided

If no — can you please tell the reason for not participating in the study?
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Annexure 3: Consent form (English)

Achutha Menon Centre for Health Science Studies (AMCHSS)

Sree Chitra Tirunal Institute for Medical Sciences & Technology (SCTIMST),

Trivandrum

Consent Form

I--- have read/ heard and understood all the information provided in the
research information sheet. [ understand that my participation in this study is entirely voluntary.
By signing/ putting thumb impression I confirm my voluntary participation in this study. I
understand that I can withdraw my participation at any time during the interview without any
explanation and I also understand that my identity and personal information will be kept
confidential. I have been informed who should be contacted for further clarifications. I agree

to take part in this study.

Name of the Participant:

Signature of the Participant:

Thumb Impression (if unable to sign):

Date:

Serial number:
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Annexure 4: Telephonic consent form (English)

Telephonic Consent Form

Hello, my name is Sayan Roy. I am a student from SCTIMST, AMCHSS department of
Public Health. I am calling to invite you to participate in a research study about “Assessing
home care knowledge and caregiving practices among family caregivers of cancer patients
undergoing chemotherapy”.

Your participation in this study is completely voluntary. This means that you do not have to
participate in this study unless you want to. You are free to take your own time to answer the
questions and if you are not willing to answer any of the questions you can ask me to skip the
question. You have the complete right to withdraw your participation at any time during the
Interview.

The purpose of this study is to assess the home care knowledge among family caregivers of
cancer patients undergoing chemotherapy and the practices among family caregivers to
manage cancer patients undergoing chemotherapy.

I would be asking the caregivers regarding their awareness of patient care knowledge during
chemotherapy, and the management. It can take around 20-30 minutes time for the interview.

Though there might not be direct benefit for you from this study, the information you share
will be useful to understand the chemotherapy treatment awareness and homecare
management practices among family caregivers and it may help to suggest policy
recommendations regarding homecare practices. I assure you that all information you will be
sharing with me will be highly confidential and only used for research and publication
purposes. For any clarification regarding the study, you can contact me and for any queries

on the authentication of this study you can contact the Member Secretary, Institutional Ethics
Committee (IEC) of SCTIMST.

Do you have any questions?

If you have any additional questions about this study, you can contact me at 9123624113 and
sayan.011t2@gmail.com. If you have questions about your rights as a participant in this
research study you may contact Dr. Srinivas G, IEC Member Secretary, SCTIMST,
Institutional Ethics Committee that protects the rights of study participants. You can contact
him at 04712524689 (office) or by email to iec.mem.sec@sctimst.ac.in

I can email or send you a copy of all the information I just read to you if you would like.

Do you agree to be in this study? Or, Do I have your permission to begin asking you
questions?
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Annexure 5: Study tool (English)

Study tool

Assessing Home care knowledge and caregiving practices among family caregivers of

cancer patients undergoing chemotherapy

Serial number:

Interview Date:

Section1: Background details of patient and the family caregiver

Here, I am asking you some questions related to the basic details of the respondent and the

patient undergoing chemotherapy.

1. Respondent’s Relationship with the
patient

~N N kW

. Husband/wife

. Father/Mother

. Son/daughter

. Son in law/Daughter in Law
. Father-in-law/mother-in-law
. Aunt/uncle

. Others, specify.........

2. Respondent age in years

3. Sex of the respondent

. Male 2. Female3.Transgender

4. What is the highest level of education
you have completed? (Choose one
only.)

XN R DD

No formal education

Primary school level (1-7 STD)
High school level (8-10" STD)
Higher secondary level (11-12% STD)
Diploma level

Graduate level

Post graduate level and above

Others (Specify)........coevvnennn..

5. Are you receiving any medical help or
advices about homecare from your
relatives or friends who has medical
background?

1.Yes 2. No
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5.1 If yes then what is their profession?

1. Doctor
2. Nurse
3. Pharmacist

4. Paramedical

5. Other............. (ASHA, JPHN etc.)

6. Are you receiving any medical help or [ 1.Yes 2. No
advices about homecare from your
relatives or friends (who are not from
medical background)?

6.1 If yes then what is their profession?
7. What is your working status at present? [ 1. Home maker
2. Working in Government sector
3. Working in private sector
4. Self-
employed
5. Student
6. Retired
7. Coolie
8. MGNRE
9. Others specify...............

8. Which ration 1. APL 8.1 Colour of | 1.White 8.2 If no ration
card do you the ration card card, then put
have? 2. BPL 2.Yellow 99

3.Blue
4.Pink

9. Patient’s age in years

10. Sex of the patient 1. Male 2. Female, 3. Transgender

11. What is the education level of the 1. No formal education
patient 2. Primary school level (1-7" STD)

3. High school level (8-10" STD)
4. Higher secondary level (11-12" STD)
5. Diploma
6. Graduate level
7. Post graduate level and above
8. Others (Specify)
12. Occupation of the patient 1. Home maker
2. Working in Government sector
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Working in private sector
Self-employed

Student

Retired

Coolie

MGNRE

Others specify...............

XA bW

13. Do you know which part/organ of the I.Yes 2.No
patient is primarily affected with cancer

(Primary Cancer sitc)? If yes, please specify ...........ccooeiiiiniinis

If multiple sites are affected, please mention the

14. Do you know the stage at which the l.Yes 2.No 3.Notknown

cancer was detected? )
If yes, please specify.............ooeeeeenn..

15. How many cycles of chemotherapy has
your patient already gotten?

16. How many cycles of chemotherapy will | ...............

our patient get in total? X .
yourp & (Enter 99 if the caregiver doesn’t know the

answer)

17. What is the mode of chemotherapy for | 1.Intravenous

tient?

yout patien 2.Injectable
3.0ral

4.Topical (applied on skin)

18. Did the patient undergo any surgery as | 1. Yes 2. No 3. Don’t know
part of cancer treatment before
receiving chemotherapy

19. Did the patient undergo any Radiation | 1.Yes 2.No 3.Don’t know
therapy as part of cancer treatment
before receiving chemotherapy

20. Did your doctor suggest any other 20.1 Surgery: 1. Yes 2.No 3. Don’t know
treatments after completing this

chemotherapy cycles? 20.2 Radiation therapy: 1. Yes 2.No 3.

Don’t know
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21. Does the patient have any other 21.1 Diabetes 1.Yes 2. No
diseases/conditions listed below? 212 Hypertension  1.Yes 2. No
21.3 Heart disease ~ 1.Yes 2. No
21.4 Stroke 1.Yes 2.No
21.5 Blindness I.Yes 2.No
21.6 Psychiatric disorders 1.Yes 2. No

21.7 Others (Please Specify)

Section2: Knowledge regarding chemotherapy

Here, I am asking you some questions to assess your knowledge regarding chemotherapy

1. Do you know why your patient needs a) To shrink the tumour size
Chemotherapy? (put tick mark if the respondent b) To reduce the spread of
answers any of the following) cancer cells

c) To destroy the remaining
cancer cells
d) others, please

SpeCify...ooiiiiiiiiii

2. Here, I am providing a list of signs or symptoms. I will read them one by one. Can you identify
whether it can be the side effects of chemotherapy, or a sign of infection or both?

2.1 Anaemia or Decreased blood cell count A. Side effect l.yes 2.No 3.Don’t know

B. Sign of infection 1.yes 2.No 3.Don’t know

2.2 Appetite Changes A. Side effect l.yes 2.No 3.Don’t know

B. Sign of infection 1.yes 2.No 3.Don’t know

2.3 Bleeding gum A. Side effect l.yes 2.No 3.Don’t know

B. Sign of infection 1.yes 2.No 3.Don’t know

2.4 Burning, peeling or swelling tongue and A. Side effect l.yes 2.No 3.Don’t know

change in taste
8 B. Sign of infection 1.yes 2.No 3.Don’t know
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2.5 Constipation A. Side effect l.yes 2.No 3.Don’t know
B. Sign of infection 1.yes 2.No 3.Don’t know
2.6 Dry Mouth A. Side effect l.yes 2.No 3.Don’t know
B. Sign of infection 1.yes 2.No 3.Don’t know
2.7 Emotional Issues A. Side effect l.yes 2.No 3.Don’t know
B. Sign of infection 1.yes 2.No 3.Don’t know
2.8 Flu-like symptoms A. Side effect l.yes 2.No 3.Don’t know
B. Sign of infection 1.yes 2.No 3.Don’t know
2.9 Hair loss A. Side effect l.yes 2.No 3.Don’t know
B. Sign of infection 1.yes 2.No 3.Don’t know
2.10 Diarrhoea A. Side effect l.yes 2.No 3.Don’t know
B. Sign of infection 1.yes 2.No 3.Don’t know
2.11 Nausea and/or vomiting A. Side effect l.yes 2.No 3.Don’t know
B. Sign of infection 1.yes 2.No 3.Don’t know
2.12 Pufty face or leg A. Side effect l.yes 2.No 3.Don’t know
B. Sign of infection 1.yes 2.No 3.Don’t know
2.13 Inflammation of mouth (burning sensation in | A. Side effect l.yes 2.No 3.Don’t know
mouth),Sore Mouth, Sore Throat and Trouble . . i
Swallowing B. Sign of infection 1.yes 2.No 3.Don’t know
2.14 Skin and Nail changes A. Side effect l.yes 2.No 3.Don’t know
B. Sign of infection 1.yes 2.No 3.Don’t know
2.15 Fever: more than 100 F A. Side effect l.yes 2.No 3.Don’t know
B. Sign of infection 1.yes 2.No 3.Don’t know
2.16 Chills and sweats A. Side effect l.yes 2.No 3.Don’t know
B. Sign of infection 1.yes 2.No 3.Don’t know
2.17 Burning or pain with urination. A. Side effect l.yes 2.No 3.Don’t know
B. Sign of infection 1.yes 2.No 3.Don’t know
2.18 Unusual vaginal discharge or irritation A. Side effect l.yes 2.No 3.Don’t know
B. Sign of infection 1.yes 2.No 3.Don’t know
2.19 Redness, soreness, or swelling in any area, A. Side effect l.yes 2.No 3.Don’t know
including surgical wounds. B. Sign of infection 1.yes 2.No 3.Don’t know
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2.20 Pain or tenderness

A. Side effect

B. Sign of infection 1.yes 2.No 3.Don’t know

l.yes 2.No 3.Don’t know

3. Can a person with cancer undergoing chemotherapy be fed these food items?

3.1 Hot, spicy foods
3.2 Warm drinks

3.3 Very sweet, sugary foods
3.4 Fibre rich foods

3.5 Foods with strong smells
3.6 Boiled foods

3.7 5-6 small meals

3.8 Citrus fruits

3.9 Large meals

3.10 Fatty, greasy or fried foods
3.11 Plenty of fluids

3.12 Plenty of Water

.Yes 2.

.Yes 2.

.Yes 2.

. Yes 2.

. Yes 2.

. Yes 2.

. Yes 2.

. Yes 2.

. Yes 2.

.Yes 2.

.Yes 2.

.Yes 2.

No 3.
No 3.

No 3.

No 3.

No 3.

No 3.

No 3.

No 3.

No 3.

No 3.

No 3.

No 3.

Don’t Know

Don’t Know

Don’t Know

Don’t Know

Don’t Know

Don’t Know

Don’t Know

Don’t Know

Don’t Know

Don’t Know

Don’t Know

Don’t Know

4. Here, I am asking you some questions to assess your knowledge regarding oral

chemotherapy

(ask this question if the patient receive oral chemotherapy)

4.1 Should we use gloves while taking oral chemotherapy l.Yes 2.No
medicines?
4.2 Should we disposed the remaining portions of medicines in a l.Yes 2.No

proper way?

69




5. Here, I am asking you some questions to assess your knowledge regarding topical

chemotherapy

(ask this question if the patient receive topical chemotherapy)

5.1 Should we use gloves while taking topical chemotherapy 1.Yes 2.No
medicines?

5.2 Should we disposed the remaining portions of medicines in a 1.Yes 2.No
proper way?

Section3: Homecare experiences and practices during chemotherapy
1. Did the patient experience appetite loss after the previous 1.Yes 2. No
chemotherapy?

Ifyes

1.1 When did your patient experience this side | 1. On the same day of chemotherapy

ffect?
ettect 2. Within 1-3 days

3. Within 4-7 days
4. After 7 days

1.2 How many days did this symptom persists?

1.3 What measures had you taken to tackle appetite loss of the patient? (Select appropriate

options as per the response of the participant)

1.3.1 Had given protein powder I.Yes 2.No
1.3.2 Had given plenty of fluids 1.Yes 2.No
1.3.3Had given 5-6 smaller meals 1.Yes 2.No
1.3.4Had given soft, cool, frozen food (milkshake, yogurt, smoothie etc.) l.Yes 2.No
1.3.5Had given medicine 1.Yes 2.No

(if yes then please specify)
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1.3.60ther

1.4 Did you consult a dietician for your patient? 1.Yes 2.No
2. Did the patient experience constipation? 1.Yes 2.No
If yes

2.1 When did your patient experience this side | 1. On the same day of chemotherapy
effect? e
2. Within 1-3 days
3. Within 4-7 days
4. After 7 days

2.2 How many days did this symptom persists?

2.3 What measures had you taken to tackle constipation? (Select appropriate options as per the
response of the participant)

2.3.1 Had given plenty of fluids I.Yes 2.No
2.3.2 Had given warm drinks l.Yes 2.No
2.3.3 Had given high fiber foods I.Yes 2.No
2.3.4 Had asked the patient for a small walk 1.Yes 2.No
2.3.5 Had given medicine I.Yes 2.No

(if yes then please specify) |

2.3.6 Other

3. Did the patient experience nausea? 1.Yes 2.No

If yes

3.1 When did your patient experience this side | 1. On the same day of chemotherapy
effect? L
2. Within 1-3 days
3. Within 4-7 days
4. After 7 days

3.2 How many days did this symptom persists?
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3.3 What measures had you taken to tackle nauseating feeling of the patient?

(Select appropriate options as per the response of the participant)

3.3.1 Had given easy on stomach diet? (rice water,khichdi etc.) I.Yes 2.No
3.3.2 Had given 5-6 small meals instead of 3 large meals 1.Yes 2.No
3.3.3 Had not given any chance to skip meals and snacks (empty I.Yes 2.No
stomach may cause nausea worse)
3.3.4 Had taken liquids slowly throughout the day I.Yes 2.No
3.3.5 Had given food when the patient wanted to eat or drink 1.Yes 2.No
3.3.6 Had rested after meals I.Yes 2.No
3.3.7 Avoid strong food smells l.Yes 2.No
3.3.8 Had given medicine I.Yes 2.No
(if yes then please specity) L
3.3.9 Other

4. Did the patient experience vomiting? 1.Yes 2.No

Ifyes

4.1 When did your patient experience this side | 1. On the same day of chemotherapy
effect? o
2. Within 1-3 days
3. Within 4-7 days
4. After 7 days

4.2 How many days did this symptom persists?

4.3 What measures had you taken to tackle vomiting of the patient? (Select appropriate options as

per the response of the participant)

4.3.1 Had given clear liquids slowly (water, ORS) 1.Yes  2.No
4.3.2 Had given 5 to 6 small meals each day instead of 3 large meals | 1.Yes 2. No
4.3.3 Had asked the doctor to prescribe medicine to prevent or l.Yes 2.No
control vomiting

4.3.4 Had given medicines l1.Yes 2.No

(if yes then please specity) |

72




4.3.5 Other

5. Did the patient experience dry mouth? 1.Yes 2.No

If yes

5.1 When did your patient experience this side | 1. On the same day of chemotherapy
effect? P
2. Within 1-3 days
3. Within 4-7 days
4. After 7 days

5.2 How many days did this symptom persists?

5.3 What measures had you taken to tackle dry mouth of the patient? (Select appropriate options
as per the response of the participant)

5.3.1 Had given sip of water throughout the day l1.Yes 2.No
5.3.2 Avoided sweet foods l.Yes 2.No
5.3.3 Had given foods that are easy to swallow l.Yes 2.No
5.3.4 Asked the patient to apply lip balm 1.Yes 2.No
5.3.5 Had given medicines 1.Yes 2.No

(if yes then please specify) |

5.3.6 Other

6. Did the patient experience sore mouth? 1.Yes 2.No

If yes

6.1 When did your patient experience this side | 1. On the same day of chemotherapy
effect? 2. Within 1-3 days

3. Within 4-7 days

4. After 7 days

6.2 How many days did this symptom persists?
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6.3 What measures had you taken to tackle sore mouth of the patient? (Select appropriate options
as per the response of the participant)

6.3.1 Had given boiled foods I.Yes 2.No
6.3.2 Had cut foods in small pieces 1.Yes 2.No
6.3.3 Had given small amounts of foods at a time I.Yes 2.No
6.3.4 Had given medicines 1.Yes 2.No
(if yes then please specify) |

6.3.5 Other

7. Did the patient experience sore throat and trouble swallowing? 1.Yes 2. No

If yes

7.1 When did your patient experience this side | 1. On the same day of chemotherapy

Fricets 2. Within 1-3 days

3. Within 4-7 days
4. After 7 days

7.2 How many days did this symptom persists?

7.3 What measures had you taken to tackle sore throat and trouble swallowing of the

patient?(Select appropriate options as per the response of the participant)
7.3.1 Had given boiled foods 1.Yes 2.No
7.3.2 Had cut foods in small pieces 1.Yes 2.No
7.3.3 Had given small amounts of foods at a time 1.Yes 2.No
7.3.4 Had given medicines 1.Yes 2.No

(if yes then please specify) | L

7.3.5 Other

8. Did the patient experience taste or smell changes? 1.Yes 2.No

If yes

74




8.1 When did your patient experience this side | 1. On the same day of chemotherapy
effect? 2. Within 1-3 days

3. Within 4-7 days

4. After 7 days

8.2 How many days did this symptom persists?

8.3 What measures had you taken to tackle taste or smell changes of the patient?

(Select appropriate options as per the response of the participant)

8.3.1 Had given foods that look and smell good 1.Yes 2.No
8.3.2 Had given sweeter foods I.Yes 2.No
8.3.3 Had given straw for drinking l.Yes 2.No
8.3.4 Other

9. Did the patient experience weight loss? 1.Yes 2. No

If yes

9.1 When did you observe weight loss?

9.2 What measures had you taken to tackle weight loss of the patient? (Select appropriate options
as per the response of the participant)

9.2.1 Had given food on a schedule, rather than waiting until he/she | 1.Yes 2. No
hungry.

9.2.2 Had given 5 or 6 small meals each day instead of 3 large meals | 1.Yes 2. No

9.2.3 Had given foods that are high in protein and calories 1.Yes 2.No

9.2.4 Had given drinks like milkshakes, smoothies, juices, or soups if | 1.Yes 2. No
the patient do not feel like eating solid foods

9.2.5 Other

10. Did the patient experience weight gain? 1.Yes 2.No

If yes

10.1 When did you observe weight gain?
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10.2 What measures had you taken to tackle weight gain of the patient? (Select appropriate

options as per the response of the participant)

10.2.1 Had given lots of fruits and vegetables 1.Yes 2.No
10.2.2 Had given high in fibre foods I.Yes 2.No
10.2.3 Had given less oily and fatty foods 1.Yes 2.No
10.2.4 Avoided fried foods I.Yes 2.No
10.2.5 Had given less food 1.Yes 2.No
10.2.6 Had reduced the salt intake I.Yes 2.No
10.2.7 Had given motivation to do simple exercise each day 1.Yes 2.No
10.2.8 Other

11. Did the patient experience gum bleeding? 1.Yes 2.No

Ifyes

11.1 When did your patient experience this 1. On the same day of chemotherapy

i 9
side effect? 2. Within 1-3 days

3. Within 4-7 days
4. After 7 days

11.2 How many days did this symptom
persists?

11.3 What measures had you taken to tackle gum bleeding of the patient? (Select appropriate

options as per the response of the participant)

11.3.1 Had given soft toothbrush 1.Yes 2.No
11.3.2 Had asked the patient to brush the teeth gently 1.Yes 2.No
11.3.3 Had asked to not to use toothpicks or dental floss 1.Yes 2.No
11.3.4 Other

12. Did the patient experience emotional issues? 1.Yes 2.No

If yes
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12.1 When did your patient experience this
side effect?

1. On the same day of chemotherapy
2. Within 1-3 days

3. Within 4-7 days

4. After 7 days

12.2 How many days did this symptom
persists?

12.3 What measures had you taken to tackle emotional issues of the patient?

12.3.1 Helped him/her doing some relaxation exercise I.Yes 2.No
12.3.2 Had encouraged to listen Music/TV/Painting/Reading etc. 1.Yes 2.No
12.3.3 Encourage him/her to speak with people I.Yes 2.No
12.3.4 Went for small outings l.Yes 2.No
12.3.5 Other
13. Did the patient experience skin and nail changes? (Itching, dryness, 1.Yes 2.No
redness, rashes, peeling, acne type rash, sensitivity to the sun, sudden and
severe itching, hives, yellow, dark, brittle, cracked nails, hyperpigmentation
around joints, under nails, in mouth, along the vein used to give
chemotherapy, under tape or dressings)
If yes
13.1 When did your patient experience this 1. On the same day of chemotherapy
gidgicticet? 2. Within 1-3 days
3. Within 4-7 days
4. After 7 days
13.2 How many days did this symptom
persists?
13.3 What measures had you taken to tackle skin and nail changes of the patient?
13.3.1 Had taken quick shower 1.Yes 2.No
13.3.2 Had patted dry instead of rub after bath 1.Yes 2.No
13.3.3 Had used moisturizing soap 1.Yes 2.No
13.3.4 Had not use perfume, aftershave lotion that has alcohol 1.Yes  2.No
13.3.5 Had kept face clean and dry 1.Yes 2.No
13.3.6 Had avoided direct sunlight l1.Yes 2.No
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13.3.7 Had used long sleeve dresses and hat 1.Yes 2.No

13.3.8 Other

14. Did the patient experience hair loss? 1.Yes 2.No

If yes

14.1When did your patient experience this side | 1. On the same day of chemotherapy

effect? 2. Within 1-3 days

3. Within 4-7 days
4. After 7 days

14.2 How many days did this symptom

persists?

14.3 What measures had you taken to tackle related to hair loss?
14.3.1 Had given cooling cap to reduce blood flow to scalp I.Yes 2.No
14.3.2 Avoided using hair dryers, hair gel, hair clips l.Yes 2.No
14.3.3 Had given hairbrush with soft bristle I.Yes 2.No
14.3.4 Washed the hair less often 1.Yes  2.No
14.3.5 Pat the hair dries with soft towel I.Yes 2.No
14.3.6 Had cut the hair short 1.Yes  2.No
14.3.7 Had shaved head I.Yes 2.No
14.3.8 Had given a wig 1.Yes 2.No
14.3.9 Had used scarf or turban 1.Yes 2.No
14.3.10 Other

14.4 Did the patient experience the symptoms listed below due to hair loss?
14.4.1 Angry 1.Yes  2.No
14.4.2 Depressed l.Yes 2.No
14.4.3 Embarrassed 1.Yes 2.No
14.4.4 Other
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15. How did you manage the visitors?

15.1 Did you encourage your relatives/friends/neighbours not to visit the | 1.Yes 2. No
patient?

15.2 Did you ask the visitors to wash their hands with soap and water? I.Yes 2.No
15.3 Did the visitors maintain safe distance from the patient? 1.Yes 2.No
15.4 Did you allow more than one visitor at a time? I.Yes 2.No
15.5 Did the visitors follow your instructions? 1.Yes 2.No
15.6 Did any visitors sit on patient’s bed? I.Yes 2.No
15.7 Did any visitors have any infections/flue? 1.Yes 2.No
15.8 Did you provide any particular time for visitors? I.Yes 2.No
15.9 Other

16. After receiving chemotherapy, the caregivers need to take special care to prevent
contact with the body fluids of the patient. These fluids include urine, stools, sweat, mucus,
blood, vomit.

I am asking some questions to assess your practice regarding the handling of body fluids.

16.1 Does your patient wash his/her hands with soap and water after 1.Yes 2.No
using the restroom/toilet?
16.2 Is the toilet used by the patient kept clean after use? I.Yes 2.No
16.3 Do you use gloves when handling body fluids? 1.Yes 2.No
16.4 Do you wash your hands after removing the gloves? 1.Yes 2.No
16.5 Do you or your patient wash linens soiled with body fluids 1.Yes  2.No
separately?
17. Did your patient ever uses these items to relieve the side effects of chemotherapy?
17.1 Laxatives 1.Yes 2.No
17.2 Allergy medicines 1.Yes 2.No
17.3 Pain relievers 1.Yes  2.No
17.4 Vitamins 1.Yes 2.No
17.5 Minerals 1.Yes 2.No
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17.6 Dietary Supplements 1.Yes 2.No
17.7 Herbs 1.Yes 2. No
17.8 Other

18. How did you come to know about these items?

18.1 Doctor 1.Yes 2. No
18.2 Nurses 1.Yes 2. No
18.3 Pharmacist I.Yes 2.No
18.4 Fellow cancer patient I.Yes 2.No
18.5 Other

19. If you have any other experiences (side effects/conditions) then
please share with us

Section4 Sources of Information

Here, I am asking some questions to find out the sources of information you are getting from

1. Ireceived information about the chemotherapy side effects from | 1. Oncologist
2. Pharmacist
3. Nurse

4. Family & friends

5. Internet
6. Others
(Please specity)
2. TIreceived information about managing chemotherapy side 1. Oncologist
effects 2. Pharmacist
3. Nurse
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4. Family & friends

5. Internet

6. Others

(Please specify)

3. I'would prefer to receive information about the chemotherapy 1. Pamphlet/brochure

treatment and side effects in the following ways (check all that 2. Face to face
apply) meeting

3. Email

4. Cancer related

website

5. Video

6. Telephone

7. Others

(Please specify)
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Annexure 6: Check list (Malayalam)
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Annexure 7: Information sheet (Malayalam)
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Annexure 8: Consent form (Malayalam)
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Annexure 9: Telephonic consent form (Malayalam)
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Annexure 11: Check list (Hindi)

sttt
HIATIEY o SR A IR @ e ATt & TIRETRE SE$Tel it areil H Tl STl A1eT 3R
STHTST TAT3T T 3Mheled
ShHTehe | 3TICIAT &l | T TE | 3R i g 3ARerar | el &1 A1
AT 5q T, ECIGAG B S@HT | 3N 3T
Col gidarey | c@HTe g 3R 3Werar | @ a
goll N AT | AT arer | 9eh TqaRoT I H
AT |TRAR (g A FT | U W F | fov/ms &
@8 | & 30 T (AU gTge g | W &
AT | o & faT | B e
Hdl &7 | GeATd & | STHTS HdT & | SEHTT el
(BT/=TET) | &? 9 faaRor | arelt &
(81/aT8T) TIAE A TTeTchR &

gge & foIm)
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Annexure 12: Information sheet (Hindi)

AT B e BR o Aol Telol (TUHITITHT)
&t fe foreTet SITgfdT SR WeNfies! TR (ScTIMST)
faea-aq

DI F SR F TR @ HAR A & IR SGUTH T3 d1al H TR S7HTA I 3R
TGHTE TUT3NT BT HTheT

SIECANCEE

H ST, T 3, 34U H 3=gd §- Yex Bk e Arey et 4t fom foed Sieye BR
AfEHa ARl US coHIarol, [ea-iadyRd, Hd H AR 3 Ufedidh god i Uals X @1 gl |
YA TG H &1 & YT &6 &0 H "HaR & ARG & TiRaRe G B arell § e
TGUTA T 3R TGUTH TAT3H BT SATH " TR b LT B 8T § |

YT T IERT:

DI F SR VTR IR HAR AT &b UTRaTRS I B arell H - TR SHTS 1 T
AT 3R BIARE F IR Y ToR T8 HIR AR & yaeq & forg aikariies S@HTd = aral &
SGHTA GUT3{T BT HTH T B & foIg

3g— T faaor:

9 T H, § SR & ER ¥ ToR I R0 SR M1 & Ui TiRaies q@uTadhdisi
BT WETDHR | TG ST TR GRT T v (US15) & =0 H, 3rZdl A Yex BR g
19 e, 4t o foea Sxicge R Afehd AR TS i, fdea-dyRd, drd &
Qe Tt ST foran e, @t Savg o Hf foram of X871 §. 39 31eaaq & forg Afaesan srgre ot faan
faeTd S Tege BR AfSHa TEdel U8 Tararst, FagH, HRd &1 SITTd Afddar 9fifd 9 ura
ERIRICIE]

MU 3R A fpy avg &1 yrfiers) & smazasdar gifl?

YR § IR AR} & WUt TiRaTRe SaHTA B3 aTat 7 B IARRUT 3R S@HTe mraff &
IS IR T $S FaTd! & STaTd &1 MW 6. H STHTA A aral § SIHIARYT & SR Aifies
TGHTH HRA BT 1 b TR T 7! SR 3R U B3 arelt gyTeff & TR 7 g,
TP R H T 20-30 e &1 THY A7 Tobdl &. 3MMUb gRI &l 718 THBR] BT GEIaSiih0l
fhaT ST, AP R P J1C MUY Had dut Judh a1 &1 FahdT § oid I8 U Wi fb gaikad
SIFeRY T at 3¢ B 1 3Muept Al @ fball 3k Wiesrur Bt axgehd @,

3T I ATH:

gTdlifo 39 31e0T T 3TUHT U T 81 8] bl 8, MU gIRT TS b1 S aTelt STBbR]
UIRER® AU B aTall H HIHIIRT ITIR SRS T 3R S@HTA B3 b1 UUTSH B IHS
%mau?ﬁﬁﬁvwmé@W%umﬁ%aﬁﬁ:ﬂmmmwéﬁﬁm
CRECEIE]
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AT A FHTAd JHaT:

TS UY MG UHTd & S SN SHTAD] SIS HR Ahdl ¢ | TH AMHS H 317 IR & & e qag
T b § T A 3T IR G & S¥D ol &, dl MY TSN UY DI BIS & (AU B8 9&hd | G
o ot 3T ST SR 37 F 33 ST §, Al 39 1 fopeht rere & WeThR B! T B F
forQ <ad gi |

3MUS TP I MU-gaT:

3 o +ff ST TRY T Pl & S SAfies MU= [AT e 3R Hadt IR 3R TR e &
fore €1 uga A gl | S 4t SR UhH @1 O W8T § U1 UGN dhad WY I forg fara
ST | 37T fadiTd fdaRor fondt ot TR o= it o A1 15 He! fopdT Se | 3feqgq &
faciwur & forw 3mudh afaaiTd UgaMdaisl & SfATdT 3 3fiha! ol IUTNT fardT STE |
3T o YR ST Heall TR UHIRIA 3R U T ST aifdh=1 =11 ot 319 3R A1 gt
3T AT BT AT T4 ¥ Ugd i S |

A A el

ST | 3D HIFTERT I a6 ¥ Wfwdd g, oY Wad g 3R b off 90 WiaTadR &
U B BT SR B 1 30T H YT 1 A1 Bl & 1T BIg <8 =g g1l

FIT PIs U TTUGE © il 3T IS I18d 82
o 3O & & AR 39 T FHRA BT TN HT|

U 3~deh T ATH: S G AT

T 3T b GEIIER:

Y 3V Bl YU HRA & ol F6R: 9123624113

I SHTAD! T ST & YAV IR DTS Weg/T9 8, a1 31T SCTIMST TRITTA 3R JrAfd

TeQ gfud 4 Iuc H Ihd o,
3. Fifarg ot
Tuch fIaRUT: 0471 — 2524689

RT 3T TG H U o H 353 &2 - 8 / T |

e 8T - HUT UM &1 718 Yiad TeHfd U TR SX1eR B
e gt - o1 3MU HUAT 3HeFT T HFT A1 A1 BT HRUT Il bl 52
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Annexure 13: Consent form (Hindi)

AT B e BR o Aol Telol (TUHITITHT)
&t fe foreTet SITgfdT SR WeNfies! TR (ScTIMST)
faea-aq

SRLIGRE]

o e T o § 8wt el o ug /g SR ge fora
o1 & gugrar § for 39 sromeH B O URTieR! g8t oRe ¥ Wi ¢ | BXER $HRdy/SH[S o1 FRI=
TR T S SR | 30! Wfd YNGRt &t g Hral g1 H 9ol § fo & AehR &
SR ot off T fom ot Tdiesvor & 3o Hifie ) o o Tebe § iR & ug +ff grerr
g o O uge SR fdaTa SR & MU=t 38T ST | g2 Jrd fosan man € fa siftre
WEIHRUT & foTe fora) Tudh foran ST anfgu | & S99 31eqa+ & YT o & e wgHd g

GiTHTIT b7 =7

GiaHTT & TEIER:

3G 1 = (TS §ETeR A H 3w g):
f&ip:

HHID:
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Annexure 14: Telephonic consent form (Hindi)

U T Hfd T

TIRPR, BRI A G AT 81 H SCTIMST, AMCHSS S W faUm ST 8= g | o
3! Heh T DI I T T[oR I8 B AT o UTRATRS GEHTA B gl H 8Re
SHUTA T 3R TGHTA TUTST & STha o o8 Th 2NY 37eaa H U T & fad
AT PR BT E |

U T | 39! UTTER! I dRe ¥ Wi § | SUH! Aaad g B 3AUD! 59 I
T q9 d% HFT I8! OHT & SId ddb 31T g1 a1gd | 314 Ui &1 IR a7 o foIg Su-1 I7g
T & o Tod= § ok afe oy forht oft vt 1 ITR 37 & g TET €l 31y g Uy
DI BISA & o1 H5 Tdhd g | SUD! AETDHR & GRM fovat Hf T 0 yrfieRy
9 o BT T APR B

3 3T BT I HIHIRUT & SR T ToR IR Hb AN} & TIRaRS S@HTT HA
Al H TR STHTA &b F1H BT 3ATher Ud SIHIIRNYT & SR ToR I8 S AN & Yae
& forg uilaTies @I B el H SHTA TUT3H BT b BT 8|

A U B I ¥ BIAIRT 3R et & SR IFN SGHTA 19 & IR § It
SITE&dl & 9% B Q57T | QIEThR H T 20-30 e &1 9Hg & Tahdl ¢ | gTalife
T 3eqT Y U Ydel AT Tl 81 Yhdl 8, 3HTIDb GRT T 1 S aTelt SIFBRY
AR & GEHTA $H gl H HIHIARYT SR ST 3R O e TTsif Bl
A & forg Iuanh gRft 3R g8 s wrsll & AR & =forra R &1 gama 33 |
e R ghal g1 § MU YR <1 § b 310 gRT AR T1Y Jreh bt S arelt et
TSR e Mu-g grft 3fR SHHT IuANT Had MY 3R YT Il & forg
o S| Sieras & ey H foadt +ft Toiaxor & oy, o0 gorl Tud & 9add g 3R
T 31T & TR IR ot off oy o g 31g TeRitcismsuaTad! & Jaxd g,
TRITT SR A (3MSed) ¥ Tudh HR ahd g

T AUDT Dls Y §?

TS ST 3T & IR T 3D Pig SifRad U €, O 37 G 9123624113 3R
sayan.011t2@gmail.com TR U HR Tabd ¢ | Al 3T MY 37T | b UIfGR &
FUH U PRI & TR H TS P13 U g, aF 37 1. gy off, smssd o=
gfyg, THAAMSTHTS, TRINTT R I T TUdh B Jobd § ol e
U & SIfUBRT Bt &1 AT 81 3T ITY 0471-2524689 (HTATAY) TR HUD B
W%Tﬂ iec.mem.sec@sctimst.ac.in UX s‘ﬁm B ghd %I

g 3a arg df & et sifi-anft udh 18 Tt gemsif @t e ufa sHa a1 I Il § |
T 39 3 37T H JMAA 814 & (a4 TgHd 62

105



Annexure 15: Study tool (Hindi)

AT ITHII
FAIRN F IR A ToR B HR AR & TRERS T@UT 4 aral § e T@UTE
T 3R T@HTE YT BT SMpa
DD TTeTp R faf:

URT 1: ITM 3R WY T@UTA FR a1 BT YRYFY &1 faawor

g1, T ST IARGIT 3R ST & &R I [oR I I & Jd [GaR0r ¥ WeiId & U9 I8
EIE
1. I & Y IR BT Iy 1. afd/gat
2. foar/arar
3. Je1/act
4. TTTG/Sg
5. R/
6. AT/
7.3, AT & ...
2. JURGId Pt G asi &
3. JTRGIdI Bl e 1. J3Y 2. AfgdI 3. TiRIeieR
4. 30 g I &R B 16T T3 BT 87 1. D18 ST RI&T el
(hdd TH T 1) 2. Ui faeIrerd &R (1-741 Taetel)
3. B W WK (8-10d] TS
4. IR H1AHS TR (11-1297
LS EE])
5. fowmT TR
6. FTdD TR
7. FAHR TR 3R IT FW
8.3 ST B
5. 13T 30 3 RLAeRI AT aR_Al AW, | 1.87 2. el
TGHTA & IR A DIs fafbda ggraar a1
gﬁ%wm@%ﬁﬁﬁmﬂuw@
?
5.1 gfe 8T af STepT UM T 87 1. Slaex
2.7
3. BHIRRE
4. RAfsHa
5. 3T oo CIRIASEIELG]
3111
6. T AT 30 RIAGRI AT a! (@ Fafeen | 1.87 2. 716l
g4 & TE1 §) | Tl cqHIe b IR H DS
fFIf e TgTadT a1 JalTe U B 38 87
%W%H’s?ﬁaﬁwmwﬁ%ﬁrmﬁww
?
7. 99 § 3T &1 HTH B 817 1. 78 fmfar
2. WK &3 § AR
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8. 3MUP U HIE | 1.
Y DTS 82 2. St

9. I o 3 aui

10. ATt T foimT

1. 7Y 2. AR, 3. TiRIoieR

11. A0 1 R TR |2

1. 1S MU= AT Tal

2. MU faeag ¥R (1-741 Toeta)
3. BTS T WK (8109 THIEY

4. IFIR H1AHS TR (11-129
T

5. fsw@m

6. WP TR

7. FAHRR TR 3R T FW

8. 3 (MfEE )

12. I BT I

1. 78 fmfar

2. BRI &7 H HHARY
3. fAoh & # Rt
4. TRV

13. 1 31T S & b NN BT DI T 3T T-I =4
T HIWR (VTS B I RIT) I THIId 57

afe T & it Ry guTfad erft €,

Al AT IYBT I B

14. 7 3T S ¢ fob fhg =RUT | b INT BT Ul
TIQT UT?

1.1 2. 78] 3. 91d ol
%ﬁﬁ,ﬁmﬁﬁ?

15, ST 2 o TR & Rver = e € e

b 87
16. 31TTch T ! PIHIARUT & P fba- deb HelT?

@fE TEHTA B aTdT IR ol Sl
8 < 99 TS W)

17. 3P Mt & foIU PR S BT TRIbT T 82

1. 3fd-wrdt
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2. SO I
3. Hifg®
4. AR (& W A1

18. T SIAIIRYY U = T Uga I 3 b AT b

ITAR & e & U H Dls ol Hams A?

1.8 2. 781 3. U1 7gY

19. 1 A7F SN U B T Ug b T b
IUAR & g & &0 H fafemrur ffdren = fovan

T2

1.8 2. 781 3. U1 7gY

20. T 3P Sidex A 3T DAY dh Bl TR B

& dIC Pls 3 IUIR BT g4 foa 72

20.1 ORT: 1. 8T 2. 81 3. gaT gl
20.2 fafeur fifeser: 1. 81 2. 7&1 3.
Ul Tl

21. FIRN BT -1 Gella DTS, 31 A7 87

21.1 AYAE 1.81 2. TaT

21.2 I &= 181 2. Tel
21.3 §&F M 181 2. T&T

21.4 I 1381 2. T8

21.5 31U 187 2. 78T

21.6 AR IR 187 2. 78T
21.7 30 (U Ay &)

UTRT 2: PTG SR @I B aelt gUT3 & IR F I

g, 7 U8 HIHRRU & IR H MU T P SHThe P & 0 $S U U@ W@ &

1. T 3 S & & 3 78S Bt a) TR & ATHR P! Bl I & ol
HHRRUT B HTTIDHA K 57 @f Uardl | b) HER DIRTBIST & TR DI HH B &
fraftfea 4 I PRt te e aasaad | fou
&1 = @) ¢) VY HIWR HIfAB137 P T B & oy

d) 3, U AET BL ...
2. Tgt, ! a1 AU BT U Gl U R T & | 7 S8 Ueh-Udh HRab U | T 3T
UGEH T § b I8 BIAERT S g 81 Thd &, I1 UehHUT BT Tobd TT &l 8l Jobd 87
2.1 GHT O1 ad HIRGTS Bt W A Bt | A. YT 1.87 2,778 3.5 -1et

B. TehHUT &1 Tbd 1.81 2.7781 3.9 el
2.2 YW uRacd A. GIHTG 1.7 2.8 3.5 -1gt

B. TehHUT &1 Tdbd 1.81 2,781 3.9 el
23 TGS 4 T A. g1 1.87 2.8 3.0a1 781

B. TehHUT &1 Tdbd 1.81 27781 3.9 el
2.4 Y T STe, f5aianT a1 gon g8 oitH 3R A. GYIHT 1.81 27781 3.0 -Tet
e § ggard B. TehHUT &1 Tdbd 1.81 27781 3.9 el
2.5 Hodl A. g9IHTE 1.81 2781 3.5aT a1

B. TehHUT &1 Tbd 1.81 2,781 3.9 el
2.6 T Hg A. GSIHTE 1.8 27781 3.4l T8

B. T HUI BT Wehd 1.81 2,771 3.0dT el
2.7 AFRIG qHET] A. YT 1.81 2,781 3.9d1 Tg1

B. TishHUT &1 Tobd 1.81 2.7781 3.4 -Tat
2.8 TR oI &0l A. §SIHTG 1.81 2781 3.1 el

B. TishHUT &1 Tobd 1.8 2.7781 3.0dT gt
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2.9 91 ST A. YT 1.1 2,781 3.4 -Tgt

B. TshHUT T Tobd 1.81 2.8 3.UdT et

2.10 &% A. gSIHTE 1.8 2981 3.041 a1

B. T HUI HT Tabd 1.8 2.7T81 3.0 Tg1
2.11 IqDTs, Ade HR/AT It A. YT 1.1 2,781 3.4 gt

B. TishHUT &1 Uobd 1.8 2.7781 3.4 -To!
2.12 TdT g3 T8I AT R A. GG 1.8 27761 3.91 o

B. YpHUT b1 Tobd 1.81 278! 3.9l ol

2.13 g D1 Yo (Hg H Ser), 45 H TR, Tl | A, GUHTE 1.81 2.l 3.1 el

o W7 3R FTe o uRRI B. XishHUI &1 Uobd 1.8 2.7781 3.4 ol
2.14 4T 3R TRgH H uRad= A. GYIYTd 1.1 2781 3.9 ol

B. shHUI BT Tdhd 1.31 278! 3.4l -Tol
2.15 §ER: 100 F § 3% A. GSIHTG 1.81 2781 3041 e

B. ThHUI &1 Wdhd 1.81 2781 3.0aT el
2.16 38 AT 3R G A. SSIHTG 1.81 2.8 3.9 gl

B. ThHUI &1 Tdhd 1.81 2781 3.0aT el
2.17 URNE & 1Y e 1 &g A. GYIYTd 1.1 27781 3.941 -Ta!

B. YUl BT Yobd 1.81 2.8 3.1 Tal
2.18 TR T 19 T S A. YT 1.1 2,778 3.4 -Tgt

B. ThHUI T Jobd 1.81 27781 3.UdTl gl

2.19 il aTat afed farat +ft & o afermn, | A, gIYT 1.7 2,78 3.9a -1gt

TRI 7 Yol | B. ThHUI &1 Wdhd 1.81 278! 3.1 e

2.20 &g g1 PHIHEd A. SIHTE 1.81 2.8} 3.0 el

B. ThHUI T Yobd 1.81 27781 3.UdTl gl

3. F1 BN J ToR I8 B A NS Afed Pl J_ T RITTT o Febd 62

3.1 TH, AERIGR Yo 1. 81 2. 981 3. Ud1 781
3.2 T UG yard 1. g 2. 781 3. U 78t
3.3 9gd HIT1 @M T 1. 91 2. 81 3. Ul -Tg!
3.4 IR gad W Uerd 1. g 2. 781 3. Ta1 781
3.5 o9 7Y arel W gard 1. g 2. 781 3. Ta1 781
3.6 IS §3HT T 1. 87 2. 81 3. Ul -Tg!
3.7 5-6 BIc HIeH 1. 81 2. 7181 3. Udl el
3.8 @e hd 1. 81 2. 7181 3. Udl el
3.9 §&T YIS I1 Sl JHT 1. 81 2. 81 3. Ul -Tg!
3.10 TREged, T a1 der g3 YieH 1.8l 2. 7181 3. Udl el
3.11 9gd IR &Rd Gl 1. 81 2. 7181 3. Udl el
3.12 g9 9RI UMl 1. 97 2. 81 3. UdI -Tg!

4. TgT, T HifGeh BIHIIRUT & SR | 3T T BT 3Mhe DI b 1017 U S UY UP 61§
@ Uy qHt U afe A7 &) WG SR ure gt |)

4.1 TP HIAAUT ZaTT A THT T BH <&M BT YN BT ANgT? 187 2. Tg

4.2 1 g4 ga13fl & 9 gU e &1 SFud diio I AR HRAT ANgE? 181 2. 781

109




5. T8, 1 QUM BIHIIRYT &b §R § 31U 1 T 3Mhai bR P (oY AT0Y S U TS BT 8

@8 v IS b @ A7 ) wig St o gl ®)

5.1 37 g8 I HHIINU Tt dd 9T &M b1 SUANT BT 1igu? 187 2. et

5.2 1 g8 ¢d13fl & 9 gU W o1 IR a¥ler ¥ qafRyd ol anfge? 187 2. 7t

¢RT 3: FINRW & IR TG AT F YU 3R 3T

1. F1 TSl SIHRRUT & a1 I B! Y@ H HH &1 Sgya ge? | 181 2. T8l

i gi

1.1 3Ych T DI 3T gUUTT BT U D g3HT? 1. PERRG & 34t feA
2. 1-3 i & iR
3.4-7 feAi & iR
4.7 9Ig

1.2 98 Qe&fu1 fobd= Tl a& &1 3812

1.3 M B Y& HH g4 F (AU & (1T MU =1 IuR (b A7 (ITRGI Bt Ufdfehar o

SR UG [ddhed! BT T HY)

1.3.1 UIdH UrdeR fear ur gl 2. 75l

13.2 R @M feu A ” 2.8l

13.35-6 BIc HIoH fgu & ” 2. ol

1.3.4 TRH, G8T, o 8T YoM (Meh R, agl, Tl 3fife) faam | ” 2.5l

1.3.5 gaTg 4t ot ET K

@fe gf d puar FAfdy B3

1.3.6 3

1.4 T 3MTY 3T AN & forw fHa} 3eR favivy ¥ umef form? 2.8l

2. 1IN 1 ool BT SIHT B2 | 187 2. &

e gi

2.1 3MTTah T BT T gHIHTE BT 3IHT e gaiT? 1. SHIRU & 34t fa
2.1-3 feAi & iR
3.4-7 el & iR
4. 7T aIg

2.2 gg d&ul fobdq a1t ao a1 3812

2.3 ool Y U & [T 3T T SURT fohT A7 (ITRaETdl ! UidiehdT & SR Iugad

EEEIEREIER)

2.3.1 TRA GAT T A 187 2. 7781

2.3.2 TH U faTm o 181 2. Tl

2.3.3 3 WIEaR dld WM 4T o 181 2. 781

2.3.4 TRIS § YIS T8 & fold Hal Ul 1.81 2. Tg
23.5gardl ot 181 2. 7781
@A Ay ®Y) 0|

2.3.6 3

3. &1 AT DI TdeH BT 3FIHT G2 | 187 2. 781

gfe &

3.1 310 N Bl $H gHHTT BT 3HT Hd §3M? | 1. PR % 3t i
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%i o
EE
55

3.2 I8 &0 fohdA el dob &1 381

3.3 N1 &t Al BT UG I e & fole 3mu+ o1 Sur fhu U7
(SRaTdl D! Ufafohd & AR U fddhed! BT 994 )

3.3.1 Uc WR 3 3ER feam 417 (@rad &1 U, faget anfe) 1872, 78t

3.3.2 8 HINH & ol 5-6 Bic HIvH G Y 1.81 2. 78!

3.3.3 HIS 31R ATdT BIS &1 His Al el Qa1 U (@It 0e | 1.81 2. 7a

Tl BT 3R Ht TR B IhdT 8)

3.3.4 fa7 R o IR-IR avat @ feram T 2. T8}

3.3.5 OI§ T @1 1 AT A18dT 4T dd T T ol 181 2. 78

3.3.6 T = HISH & a1e faymd fasar a1 T 2. gl

3.3.7 M 3 WH DI oS 7Y T TR fbar U T 2. T8l

338 qardl dt 12,7751

aReidemmAiy®sy 0| .

33.9 31

4. F1 A Pl Iecl BT HIHA §3M? | 187 2. 781

g gi

4.1 3P IFT D! 3 GHHIT DT 3IHd e gaiT? 1. SR & 34t fe
2.1-3 fadl & iR
3.4-7 fadi & YR
4.7 P 9Ig

4.2 gg qe&fur fobd= fe1 a& 11 3812

4.3 I DI It ¥ 0 & T 31 1 SURI fohT A7 (ITRETAl ! Uidishdl & AR

IUgad fadedl 1 T &)

4.3.1 IR-9R TP dd @7 f&ar AT (U, SHeRud) 187 2. 7Tg

4.3.2 TS HISH & 9911 5 T 6 DI HivH g fe fear 1.81 2. Tg

4.3.3 3! Bl AP T TR B & ol Slael Bl garfora & | 1872, el

fere et U1 .

434carg ar ot 181 2. 981

@fe gf d puar FAfdy 59

4.3.5 3

5. FRIT I BT I[P Gg BT YA G312 | 187 2. 761

e g

5.1 3{T0ch T P TH GHHTT BT 3UT DHd §3T? 1. PR & 34T faA
2. 1-3 et & iR
3.4-7 TGA & iR
4. 77T F a1

5.2 g &0 fpa feAl dob &1 X8T?

5.3 IM & Y He I FAue & forg 3= a1 Iurg e A7 (SRarar &t ufafshdr & SaR

JTged fadm el &1 T HY)

5.3.1 fa= WR Ut &1 ge faam

| 187 2. 761
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5.3.2 TS HISH ¥ W 181 2. 781

5.3.3 T4 WM AU 4 St e | S & 187 2. 78

5.3.4 37t B! forg 919 @ 1H & e gt 187 2. 78

5.3.4 garg &t df 181 2. 181

@fe g @t Fua Ay w3

5.3.5 3=

6. 1 7T B g | G, I YT g3T? | 187 2. 781

i &

6.1 310D IFT bl $H GHHTT DT STHT D §3T? 1. DIARRU & 34T fad
2.1-3 gl & R
3.4-7 &l b iR
4.7 eI b a1g

6.2 g A&Ul fobdA a1l dob &1 381

6.3 I & G | ga 3 (e & oy o o1 IUr T 27 (S<Raral &t ufdishdn o SR

JUgad f[ddhedl BT T HY)

6.3.1 SSQT g3 AT faar ot 181 2. 781

6.3.2 T DI Blc-BIC cdel H dlel Ul 181 2. 781

6.3.3 T R H &HH AE1 H YIS fear T 181 2. 781

6.3.4 qaTs ol 2t 181 2. 781

@fe gf @t o Ay w3

6.3.5 3T

7. 1 70 Y T H TRI SR e § RN b1 SAHa g3m? | 187 2. T8

Tt g

7.1 3{TUeh M b1 S GEHTT BT SIHT b G3HT?

1. IR & I fe
2.1-3 feAf o iR
3.4-7 leAl & iR

4. 77T F a1

7.2 U8 A& fohdA Tl dob &1 381

7.3 T 7 TR 3R T 7 FAvTe & R ¥ Rueq & forw 3= o Iur 3 2

(SRaTdl D! Ufaferd & AR Sugad fadbed )
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Annexure 16: Name of the cancer patient accommodation centres (study sites)

Thiruvananthapuram

Mumbai

DePaul Care Centre
Kumarapuram
Ph: +91 471 2552172

Mafatlal Mohanlal Dharmashala, Fort,
Mumbai (Gadge Maharaj) Near St. George
Hospital & Arogyabhavan

Marthoma Guidance Centre
Pazhaya Road

Ph: +91 471 2443807
9447204921

Shraddha Foundation

Chembur Camp, Sattu Sweet Road, Ram
Tekadi, Inside Nanak Bhoj Garden,
Chembur, Mumbai, Maharashtra- 400074,
India

9920745805, 40003355
shraddha4cancer@gmail.com

Muslim Service Society
Rajeev Gandhi Lane

Ph: +91 471 2558113
2 pm 17t March 2022

Shree Gadge Maharaj Dharamshala

Dada Saheb Falke Road, Opp Ranjit
Studio,Near BJP Office, Dadar East,
Mumbai, Maharashtra- 400014, India 022-
24111496

Sradha (For ladies only)
CRA-37
Chalakuzhy Road

Ph: +91 471 2441794
9447586780 T Radhamani

Dadar Gurudawara

Opp. Chitra Cinema, Dr. Ambedkar Road,
Dadar East, Mumbai, Maharashtra- 400014,
India

022- 24702495

CH Centre
Chalakuzhy Road
Ph: +91 9495000999

Assam Bhavan

Plot No 28, Sector No 30/A, Opposite
Centre One Mall, Near Vashi Railway
Station, Navi Mumbai, Maharashtra-
400703, India

022- 27810888, 27810888, 9819744446

Devaki Warrier Centre
Chalakuzhy Road
Ph No: 0471 2441794

Bharat Sevasharam Sangha

Plot No. 263, S.W. Pranavandaji Marg,
Sector — 31A, Vashi Gaon, Navi Mumbai,
Maharashtra- 400703, India
022-27811327

hofcap@hotmail.com
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Lourd Matha Care Centre
P T Chacko Nagar

Ulloor

Ph No:0471 2442127

Deepsikha Cancer Care Foundation
Arogya Bhawan Bunglow, Plot No. 65/66,
Sector 19C, Kopar Khairane, Navi Mumbai,
400709, India

022- 27665408, 9954054000
contact@deepsikha.org,
deepsikhafoundation@gmail.com
http://deepsikha.org

E K Nayanar Charitable society
Ulloor

Shree Samarth Hanuman Mandir

Dr Ambedkar Marg, Opp Dr Keny Hospital,
Koliwada, Suvarna Krida, Mumbai,
Maharashtra 400022

Bengigar Home
GX48+7GX, Althara Nagar, Vellayambalam,
Thiruvananthapuram, Kerala 695010

Om Sai Cancer Residence
Eastern Fwy, Gandhi Nagar, Sewri, Mumbai,
Maharashtra 400015

SYS Santhwanam Centre

SYS Santhwanam Centre
Thiruvananthapuram Medical College,
Rajeev, Rajiv Gandhi Ln,
Thiruvananthapuram, Kerala 695011

Navi Mumbai Bengali Association
Plot No 25A, Sector 6, Vashi, Navi Mumbai,
Maharashtra 400703

Rajeswary Foundation

Ambalamuttam,, Mudippura Lane, Jagathy,,
Thiruvananthapuram, Kerala, India, Kerala
695014
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Annexure 17: Institutional Ethics Committee approval letter
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\ SREE CHITRA TIRUNAL INSTITUTE FOR MEDICAL SCIENCES AND TECHNOLOGY, TRIVANDRUM
Thiruvananthapuram - 695 011, Kerala, India
(An Institute of National Importance under Govt. of India)

Grams : Chitramet, Phone : +91-471-2443152, Fax : +91-471-2550728 2446433, E-mall : sct@sctimst.ac.in, Website : www.sctimst.ac.in

Institutional Ethics Committee
(IEC Regn No. ECR/189/Inst/KL/2013/RR-21)

SCT/IEC/1825/JANUARY/ 2022 08.03.2022

Dr. Sayan Roy
MPH Student, AMCHSS
SCTIMST, Thiruvananthapuram

Dear Dr. Sayan Roy, ~

The Institutional Ethics Committee held on 5" February, 2022, reviewed and discussed ydur application
to conduct the study titled "ASSESSING HOME CARE KNOWLEDGE AND CAREGIVING PRACTICES
AMONG FAMILY CAREGIVERS OF CANCER PATIENTS UNDERGOING CHEMOTHERAPY (IEC/1825)".

The following members of the Ethics Committee were present at the meeting held on 5"
February, 2022.

SL. | Member Name Highest Degree Gender | Scientific /INon Affiliation
No. Scientific with "
1. | Smt. Sathi Nair MA (English Female | Lay Person No
Literature) y!
2. | Dr. Pradeep S MBBS, MD Male | Basic Medical
Scientist d
3. | Adv. Priya Kaimal LLM, MBL Female | LegalExpert |
4. | Dr. Manikandan.S MBBS,MD,PDCC Male |[Clinician |
5. | Dr. Narayanan Namboodiri. KK | MBBS,MD,DM Male | Clinician
8. | Dr. Biju Soman MBBS MD, DPH, Male | Basic Mec
MSc, DLSHTM Scientist
7. | Dr. Srinivas G PhD Male | Basic N
? e
.I r-]‘_
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SCTNECH825MANUARY-2022

The following documents were reviewed:

Qnginal submission

Responses/Amendments made based on the Reviewer's comments
Chechlist Form

Covering lefter addressed fo the Chairman, IEC, SCTIMST dated 12.01,2022
IEC Application Form

Research Proposal

Information Sheet and Informed Consent in English, Malayalam and Hindi
Telephonic Consent Ferm in English, Malayalam and Hindi

Research Tool in English, Malayalam and Hindi

. CV of Principal Investigator and Guide

10. Declaration Form

11 SRC Recommendation

© 0o~ O e L P

£
=

Revi brmissi
Checklist Form

Covering lefter addressed to the Member Secrefary, IEC, SCTIMST dated 02.03.2022
Responses/Amendments made based on the Reviewer's comments

IEC Application Form

Research Proposal

Information Sheet and Informed Consent Form in English, Malayalam and Hind}
Telephonic Consent Form in English, Malayalam and Hindi
Research Toal in English, Malayalam and Hindi
CV of Principal Investigator and Guide
. Declaration Form
. SRC Recommendation

- L Y T

-

IEC Decision

The IEC approved the conduct of the study in the present form.

Remarks:

The Institutional Ethics Committee expects to be informed about the progress of the study, any SAE
occurring in the course of the study, any changes in the protocol and patient information/informed
consent and asks to be provided a copy of the final report.

=i T VENG )

There was no member of the study team / Guide who participated in voting / decision
process. The ethics committee is organized and operated according to the ' nts
Clinical Practice and the requireme

nts of the Indian Council of Medical Research (ICMR).

Sincerely,

Sl —

Dr. G. Srinivas
Member Secretary, IEC
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