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INTRODUCTION

Cancer isadevastating disease that affects millions of people worldwide. Solid cancers
refer to tumors that form in tissues such as the breast, lung, prostate, and colon, as opposed to
blood cancers like leukemia. These tumors are made up of cells that do not involve the blood
or lymph systems. According to recent statistics, cancer is one of the leading causes of death
worldwide, with millions of new cases being diagnosed each year. Data from the International
Agency for Research on Cancer showsthat in 2020, there were an estimated 19 - 19.6 million®.
In Tamil Nadu, the impact of cancer is significant, and there are various socia determinants
that play acrucial rolein the delay of cancer diagnosis. Understanding these factorsis essential
in order to address the issue and improve outcomes for individuals affected by cancer in the
region.

The delay in cancer diagnosis can be attributed to a myriad of factors, including
socioeconomic status, access to healthcare facilities, awareness and education about cancer,
cultural beliefs and practices, and the avail ability of screening programs. By delving into these
factors, we can gain a comprehensive understanding of the challenges that individuals face
when it comes to timely cancer diagnosisin Tamil Nadu.

This study aims to explore the social determinants that contribute to the delay in cancer
diagnosis, as well as the outcomes associated with such delays. By shedding light on these
issues, we can pave the way for interventions and strategies that aim to reduce the burden of
delayed cancer diagnosisin Tamil Nadu.

In this comprehensive examination, we will delve into the various factors affecting
cancer diagnosis delays, including their impact on the overall healthcare landscape in Tamil
Nadu. By uncovering these nuances, we can work towards devel oping targeted interventions
that address the specific needs of the population and facilitate earlier cancer diagnosis.

Through this study, we aspire to not only identify the factors contributing to cancer
diagnosis delays but also to propose actionable recommendations for policymakers, heathcare
providers, and community stakeholders. These recommendations will be centred around
creating a more accessible and efficient healthcare system, raising awareness about the
importance of early cancer detection, and addressing the socia and cultural barriers that hinder

timely diagnosis.
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Ultimately, the goal of thisstudy isto contribute to the body of knowledge on the social
determinants of cancer diagnosis delays in Tamil Nadu and provide insights that can drive
positive change in the healthcare ecosystem. By understanding the intricate web of factors
influencing cancer diagnosis delays, we can move closer to ensuring timely and effective care
for individuals impacted by this debilitating disease in the region.
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PROBLEM STATEMENT

Global Scenario:

Cancer is the second leading cause of death globally, accounting for an estimated 9.6
million deaths, or one in six deaths, in 2018, Globally, the most common causes of cancer
death are solid tumours like the lung (1.59 million deaths), liver (745000 deaths), stomach
(723000 deaths), colorectal (694000 deaths), breast (521000 deaths), and oesophagea cancer
(400000 desaths).?

Indian Scenario:

Theincidence of cancer in Indiais between 90 and 100 per 1,00,000 population?. Nearly
19.1% of the non-communicable disease premature deaths that occurred during the year 2016
were due to cancer®. Public expenditure on cancer in India remains below US$10 per person
(compared with more than US$100 per person in high-income countries), and overall public

expenditure on health careis still only slightly above 1% of gross domestic product?.

Tamil Nadu Scenario:

According to Tamil Nadu Cancer Registry, 69517 new cancers were diagnosed with
the female preponderance (1.2:1) during the year 2021. The overal incidence rate of cancer
was 87.9 per 1,00,000 population. The highest Crude Incidence Rate (CIR) among cancers and
both sexes together was seen in Chennai (143.0) and least reported in The Nilgiris district.
(53.5).°> Cancer deaths among people under the age of 15 were 12 per million in 1988; the age-
standardized incidence of cancer among people under 18 years old was 137.5 million people
from 1997 to 2005.°

There are effective and proven screening methods for very few solid tumours. breast
cancer, colon cancer, cervical cancer, etc. Also, in low-middle-income countries (LMICs) like
India, cost and staff constraints make universal screening difficult. About 30-50% of cancers
are preventable by eliminating risk factors and using evidence-based medical prevention
strategies.”

Fifty nine percent of all childhood cancers are solid tumors.® Delays in diagnosis may
explain these late presentations and influence outcomes. Identifying the possible causes of

14
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these delays can help address these trends. At the same time, it isimportant to avoid delaysin

diagnosis and initiation of treatment for a better outcome for tumours.

Delaysin Cancer Diagnosis and Management:
The following are the various delays commonly seen in cancer diagnosis and
management:
a) Delaysin the presentation to thefirst healthcare contact (primary care clinician/GP/ any
specialist other than oncologist) (also caled primary delay)
b) Diagnostic delay (also called secondary delay)
C) Delay intheinitiation of treatment after diagnosi §/presentation to an oncologist (tertiary
delay)
Expediting assessment and management of symptomatic individual s and reducing these
delays can bring about a stage shift from locally advanced to early-stage cancers and hence

improve disease outcomes in low-resource settings like India.

FactorsInfluencing Cancer Delays

Severa socia and geographical factors influence the delay in cancer diagnosis and
management e.g., access to headlthcare facilities, availability of screening programs, and
socioeconomic status. Limited access to medical facilities in rural areas can contribute to
delayed diagnoses, as patients may need to travel long distances to receive necessary care.
Additionally, areas with lower socioeconomic status may have less access to preventive
screenings and early detection programs, leading to delays in diagnosis. Understanding these
socia and geographical determinantsis crucial for developing targeted interventions to reduce
cancer diagnosis delays and improve outcomes for patients.

15
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REVIEW OF LITERATURE
The Tamil Nadu Headth Reforms Programme through their Operationa research

programme mandated us to ook at causesfor delaysin Oral Cancer (including lip), lung cancer

and gastrointestinal tract cancers.

Under standing Gastrointestinal Cancers. Causes and Risk Factors

Gastrointestinal cancers refer to a group of cancers that affect the digestive system,
including the oesophagus, stomach, liver, pancreas, gallbladder, and intestines. Understanding
the causes and risk factorsfor Gl cancer is essential for prevention and early detection. Severa
factors can contribute to the development of GI cancer, including genetics, lifestyle choices,
and environmental exposures. Risk factors such as smoking, excessive acohol consumption,
obesity, adiet high in processed and red meats, and chronic inflammation of the Gl tract can
increase the likelihood of developing Gl cancer.

Preventive measures focus on maintaining a healthy lifestyle, including regular
exercise, a balanced diet high in fruits, vegetables, and whole grains, limited alcohol intake,
and avoiding tobacco products. Additionaly, individuals with afamily history of Gl cancer or
certain genetic syndromes may benefit from early screening and monitoring.

Understanding the causes and risk factors for Gl cancer empowers individuals to make
informed decisions about their health and take proactive steps to reduce their risk. Early
detection through screening and timely medical intervention can significantly improve

outcomes for individuals at risk of Gl cancer.
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Epidemiological Insightsinto Gastrointestinal Cancers

Epidemiological studies have provided valuable insights into the prevalence and trends
of gastrointestinal cancer. According to recent data, Gl cancer remains a significant global
health burden, with variations in incidence and mortality rates across different regions and
populations.

Specifically, gastric cancer, which affects the stomach, is one of the most common
types of Gl cancer worldwide. It is particularly prevalent in Eastern Asia, parts of Central and
South America, and Eastern Europe. In contrast, colorectal cancer, which affects the colon or
rectum, is more common in developed countries, such as the United States and Western
European nations.

Furthermore, epidemiological research has highlighted disparities in Gl cancer
incidence based on socioeconomic status, access to healthcare, and certain demographic
factors. Understanding these disparitiesis crucia for implementing targeted interventions and
public health initiatives to reduce the burden of Gl cancer in underserved communities.
Moving forward, continued research into the epidemiology of Gl cancer can inform the
development of effective prevention strategies and screening protocols tailored to high-risk
populations. By addressing these insights, healthcare providers and policymakers can work
towards reducing the global impact of Gl cancer and improving outcomes for individuals
affected by this disease.

Strategiesfor the Prevention of Gastrointestinal Cancer
Prevention is a key aspect of managing gastrointestinal cancer. Several strategies can
help reduce the risk of developing GI cancer and improve overall health.

1. Healthy Diet: Incorporating a diet rich in fruits, vegetables, and whole grains while
limiting processed and red meats can lower the risk of Gl cancer. Consuming avariety
of nutrients and antioxidants from plant-based foods can support digestive heath and
reduce inflammation.

2. Regular Physical Activity: Engaging in regular exercise not only helps maintain a
healthy weight but also reduces the risk of developing Gl cancer. Physical activity can

also contribute to improved overall well-being and reduced inflammation in the body.
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3. Moderation in Alcohol Consumption: Limiting alcohol intake can lower the risk of
developing Gl cancer. For individuals who choose to drink, moderation is key to
minimizing potential health risks.

4. Tobacco Avoidance: Avoiding tobacco products, including smoking and smokeless
tobacco, is essential for preventing Gl cancer and other associated health conditions.
Seeking support in quitting smoking can significantly reduce the risk of developing Gl
cancer.

5. Regular Screening and Monitoring: Individuals with a family history of Gl cancer or
those with certain genetic syndromes should undergo regular screening and monitoring
as recommended by healthcare professionals. Early detection can lead to timely

intervention and improved outcomes.

Under standing Lung Cancer: Causes and Risk Factors

Lung cancer is a complex disease that can be caused by a variety of factors. While
smoking is the leading cause of lung cancer, non-smokers can aso develop the disease due to
factors such as exposure to second-hand smoke, radon gas, asbestos, air pollution, and genetic
predisposition.
Risk factors for lung cancer include a history of smoking, exposure to carcinogens in the
workplace or environment, afamily history of lung cancer, and certain medical conditions such
as chronic obstructive pulmonary disease and tuberculosis.
Understanding the causes and risk factors for lung cancer is crucia for identifying individuals
who may be at higher risk and for implementing preventive measures and early detection

strategies.

Epidemiology of Lung Cancer: Analysing the Data

Looking at the data, lung cancer is a significant public heath issue, with a high
mortality rate globally. According to the World Health Organization, it is the most common
cancer worldwide, with the highest incidence and mortality rates occurring in low- and middle-
income countries.
In the United States, lung cancer is the leading cause of cancer deaths among both men and
women. The American Cancer Society estimates that there will be over 200,000 new cases of

lung cancer and over 130,000 deaths from the disease in the United States in the current year.
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Understanding the epidemiology of lung cancer is essential for public health planning and
resource alocation, as well as for identifying specific populations that may benefit from

targeted interventions and screening programs.

Diagnosing Lung Cancer: Addressing Delays

Delay in the diagnosis of lung cancer can have significant consequences for patients, as
early detection is crucia for successful treatment and improved outcomes. However,
diagnosing lung cancer can be challenging due to the nonspecific nature of early symptoms
and the lack of routine screening for the disease.

Common symptoms of lung cancer may include persistent cough, chest pain,
hoarseness, weight loss, and shortness of breath. Unfortunately, these symptoms are often
attributed to other less serious conditions, leading to delays in diagnosis.

To addressthese delays, efforts are being made to increase awareness among healthcare
providers and the general public about the importance of recognizing and investigating
potential symptoms of lung cancer. Additionally, advancements in diagnostic imaging
technologies and the development of effective screening programs are helping to facilitate
earlier detection and diagnosis of lung cancer. By addressing delays in the diagnosis of lung
cancer, we can improve patient outcomes and survival rates, ultimately reducing the burden of

this devastating disease.

Strategiesfor Lung Cancer Prevention

Preventing lung cancer involves addressing modifiable risk factors such astobacco use,
exposure to environmental carcinogens, and promoting a healthy lifestyle. Smoking cessation
remains the most effective strategy for preventing lung cancer among both smokers and non-
smokers exposed to second-hand smoke. Public health campaigns and smoking cessation
programs play a crucia role in reducing the prevalence of smoking and preventing new cases
of lung cancer.

In addition to tobacco control efforts, reducing exposure to carcinogens in the
workplace and environment isimportant for lung cancer prevention. Thisincludes measuresto
minimize exposure to radon gas, asbestos, and air pollutants in high-risk occupational settings

and residential areas.
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Furthermore, advocating for policies that promote clean air and environmental
regulations can help reduce the overall burden of lung cancer in the population. Educational
initiatives aimed at raising awareness about the dangers of environmenta toxins and their
association with lung cancer can also contribute to prevention efforts.

It is important for individuals to prioritize their respiratory health by seeking regular
medical check-ups, particularly if they have ahistory of smoking or other identified risk factors
for lung cancer. This proactive approach can lead to early detection of any potentia lung
abnormalities and facilitate timely intervention.

In conclusion, a multi-faceted approach that integrates tobacco control, environmental
protection, and early detection strategies is essential for effective lung cancer prevention. By
implementing these strategies, we can work towards reducing the incidence and impact of lung

cancer on aglobal scale.

Treatment Optionsfor Lung Cancer

Once lung cancer has been diagnosed, it is crucial to explore the available treatment
options. The choice of treatment depends on several factors, including the type and stage of the
cancer, aswell asthe overall health and preferences of the patient.

Surgery, chemotherapy, radiation therapy, targeted therapy, and immunotherapy are
some of the main treatment modalities for lung cancer. Surgery may be used to remove the
tumour and nearby lymph nodes, while chemotherapy and radiation therapy are often used in
combination to destroy cancer cells and shrink tumours. Targeted therapy and immunotherapy
are newer approaches that aim to specifically target cancer cells or enhance the body'simmune
response against the cancer.

In recent years, there have been remarkable advancements in precision medicine and
personalized treatment approaches for lung cancer. Genetic testing of the tumour can help
identify specific mutations or genetic alterations that may guide the choice of targeted therapy.
Immunotherapy, which harnesses the body's immune system to fight cancer, has a'so shown
promising resultsin certain cases.

It isimportant for patients to have open and informed discussions with their healthcare
team to fully understand the potential benefits and risks of each treatment option. Additionally,
supportive care and palliative care play an integral role in managing symptoms and improving

the quality of life for patients with lung cancer, especially in advanced stages of the disease.
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By staying informed about the latest treatment advances and actively participating in
shared decision-making with healthcare providers, patients can be empowered to make choices
that align with their individual goals and values.

In the next section, we will delve into the importance of ongoing research and clinical
trials in advancing the field of lung cancer treatment. prevention of lung cancer is crucia in

reducing its incidence and impact on a global scale (Esposito et al., 2021).

Under standing Oral Cavity Cancer: Causes and Epidemiology

Oral cavity cancer is atype of cancer that can affect the lips, tongue, cheeks, floor of
the mouth, hard and soft palate, sinuses, and pharynx. The causes of oral cavity cancer are
multifactorial, involving a combination of genetic, environmental, and lifestyle factors.
Tobacco use, heavy alcohol consumption, and the human papillomavirus infection are known
to significantly increase the risk of developing oral cavity cancer.

In terms of epidemiology, ora cavity cancer is more common in older individuals,
particularly those over 55 years old. Men are a'so more likely to be diagnosed with oral cavity
cancer than women. Geographically, the incidence of oral cavity cancer varies globally, with
higher rates reported in South Asia, Southeast Asia, and parts of Europe.

Factors Contributing to the Development of Oral Cancer

The development of oral cancer isinfluenced by a variety of factors, including genetic
predisposition, environmental exposures, and individual behaviours. Genetic mutations and
inherited traits can predispose individuals to a higher risk of developing oral cavity cancer.
Additionally, exposure to environmental carcinogens such as tobacco smoke, acohol
consumption, and the human papillomavirus infection can contribute to the development of
oral cancer.

Furthermore, certain lifestyle behaviours, such as poor ora hygiene and a diet lacking
in fruits and vegetables, have aso been linked to an increased risk of ora cavity cancer.
Understanding these factors is critical for implementing targeted prevention strategies and
promoting behavioura changes that can reduce the incidence of oral cancer.

Understanding the causes and epidemiology of oral cavity cancer is crucia for
prevention and control efforts. By addressing the modifiable risk factors such as tobacco and

alcohol use, promoting HPV vaccination, and increasing awareness about oral hygiene and
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regular dental check-ups, the burden of oral cavity cancer can be reduced. Early detection
through screening and prompt treatment is also essential for improving outcomes for
individuals at risk of or affected by oral cavity cancer.

Delaysin Diagnosis and Treatment of Oral Cavity Cancer

Despite efforts to increase awareness and early detection, delays in the diagnosis and
treatment of oral cavity cancer remain a significant concern. These delays can stem from
various factorsincluding limited access to healthcare, lack of knowledge about symptoms, and
fear or stigma associated with cancer diagnosis.

Recognizing the signs and symptoms of oral cavity cancer, such as persistent mouth
sores, pain, difficulty swallowing, and changes in voice, is crucial for prompt medical
intervention. However, individuals may delay seeking medical attention due to misconceptions
about the disease or reluctance to confront the possibility of cancer.

Addressing delays in diagnosis and treatment requires a multi-faceted approach,
including community education, improving access to healthcare services, and reducing barriers
to seeking care. Moreover, hedthcare providers play a pivota role in facilitating timely
diagnosis through comprehensive screenings and efficient referral systems for further

evaluation and treatment.

Prevention and Control Strategiesfor Oral Cavity Cancer

In addition to early detection, prevention and control strategies are essential in
mitigating the impact of oral cavity cancer. Public health initiatives aimed at reducing tobacco
and alcohol consumption, promoting healthy lifestyles, and advocating for regular dental
check-ups can contribute significantly to preventing the development of oral cavity cancer.

Furthermore, implementing vaccination programs for the human papillomavirus and
raising awareness about its link to oral cavity cancer can play a crucia role in reducing the
incidence of the disease. Collaboration between healthcare professionals, public health
authorities, and community organizations is vital for the successful implementation of these
strategies and fostering a comprehensive approach to oral cavity cancer prevention and control.

Few studies have been conducted on the effects of therapy and diagnostic delays on the
prognosis of haematological malignancies, especiadly in patients with diffuse large B-cell
lymphoma (DLBCL). We queried our database of DLBCL patients treated between 2002 and
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2010. To ascertain the correlation between delays and sociodemographic or disease-specific
characteristics, univariate and multivariate analyses were carried out. The effect of delays on
survival was determined using Cox Regression anaysis. Patients (n = 278) averaged 4 weeks
in between visits to the doctor. A non-haematology doctor needed an average of eight weeks
to diagnose DLBCL and recommend a patient to a haematologist. There was a median delay
of 3 weeks between seeing a specialist and starting treatment. When performing multivariate
logistic regression analysis, the chances ratio for bone marrow involvement.®

At thetime of diagnosis, almost one-third of the patients had no symptoms. The median
patient interval for individuals who had symptoms was typically shorter than the diagnosis
period for the majority of disorders. Diagnostic intervals differed significantly: for acute
myeloid leukaemia, they were 41 days (interquartile range [IQR]: 17-85), whereas for diffuse
large B-cell lymphoma, they were 98 days (IQR 53-192) and 163 days (IQR 84-306) for
myeloma. While many symptoms matched those listed in the UK Referral Guidelines, some
wereinfrequently reported (such as soreness after consuming alcohol). On the other hand, other
issues—like stomach and intestinal issues—were more common yet weren't covered in the
guidelines. While fatigue and pain were shared by al diseases, there was some subtype
specificity, such as lymphadenopathy in lymphoma and bleeding and bruises in acute
leukaemiea’.

Of the 37,588 patients who received a new cancer diagnosis, 20,535 (54.6%) had a
symptom that was noted in the year before the diagnosis and were considered for the analysis.
Between 2001-2002 and 2007—-2008, there was a 5.4-day (95% ClI: 2.4-8.5; P<0.001) decrease
in the overall mean diagnosis interval. The following cancers showed evidence of significant
reductions (mean, 95% confidence interval): bladder (16.4 days, 6.6-26.5; P<0.001), colorectal
(9.0 days, 3.2-14.8; P=0.002), oesophageal (13.1 days, 3.0-24.1; P=0.006), pancresatic (12.6
days, 0.2-24.6; P=0.04), kidney (20.4 days, -0.5 to 41.5; P=0.05), head and neck (21.2 days,
0.2-41.6; P=0.04), and bladder (16.4 days, 6.6-26.5; P<0.001). Patients (all malignancies in
both cohorts) with NICE-qualifying symptoms had shorter diagnosis intervas than those
without them. Myeloma (156 days) and lung (112 days) had the longest median diagnosis
intervals for the 2007-2008 cohort of malignancies, while breast and testicular tumours had
the smallest (26 days) and 44 days, respectively. For certain tumours, the values for the 90th

centiles of the distributions are still extremely high'°.
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According to participant testimonies, several characteristics of lymphoma may
influence how patients and healthcare professionals (HCPs) react when the disease first
manifests. Three features stand out: the rarity of the disease, its variable expression, and the
sometimes-inconclusive nature of the available research choices. The interviewees explained
that neither they nor any HCPs had ever heard of lymphoma and that they hardly ever thought
it was a plausible cause of their symptoms. The reported symptoms were quite varied, often
nonspecific, and first believed to be related to a number of benign, self-limiting causes.
Although blood tests and other examinations may sometimesidentify anomalies, they were not
a reliable indicator of cancer. The opportunity for improvement in information gathering,
communicating ambiguity, and re-presenting recommendations for non-resolving/progressive
health problems among HCPs was reported by interviewees!'.

The median interval (IQR) between the onset of a symptom or sign and a diagnosis of
CLL was 63 days for the 5086 patients that were examined. Age >75 (OR 1.45 [1.27-1.65]),
gender (OR 1.22 [1.07-1.39]), living in an urban area (OR 1.46 [1.19 to 1.79]), having >1
comorbidity (OR 2.83 [2.45-3.28]), and receiving care in a teaching hospital (OR 1.20 [1.05-
1.38]) were among the factors that predicted delay. Survival was not correlated with a delayed
diagnosis (HR 1.11 [0.99-1.25]); rather, it was correlated with receiving flow cytometry thirty
days before to or following diagnosis (HR 0.84 [0.76-0.91])*2.

The overall delay was 98 days on average (1QI 57-168). The patient (median 21 days
(7-56) and system (median 55 days (32-93)) delays accounted for the majority of the overall
delay. The GP delay was 0 (0-2) days on average. Patients with ovarian (median 60 days (45-
112)), breast (median 65 days (39-106)), and bladder (median 134 days (93-181) cancers had
the highest total delays, followed by patients with prostate (median 130 days (89-254)).13

Patients (n = 278) averaged 4 weeksin between visits to the doctor. A non-haematol ogy
doctor needed an average of eight weeks to diagnose DLBCL and recommend a patient to a
haematologist. There was a median delay of 3 weeks between seeing a specialist and starting
treatment. Bone marrow involvement [odds ratio (OR) = 041, P = 0-018], Charlson
comorbidity index (OR =142, P = 0-017), and urgent inpatient chemotherapy (OR = 0-40, P
= 0-012) were found to be linked with diagnostic delays >6 weeks in multivariate logistic
regression analysis. The only predictor that could predict treatment delays longer than four
weeks independently was the absence of a pathological diagnosis at the time of haematol ogy
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referral (OR = 8:25, P < 0-01). Delays in diagnosis or therapy had no effect on progression -
free survival or overal survival.*#

The primary patient-mediated factor contributing to longer times to presentation across
all cancer sites is the failure to recognise the severity of the symptoms. There is compelling
evidence linking higher age to delayed diagnosis of breast cancer, poorer socioeconomic
position to delayed diagnosis of upper gastrointestinal and urological malignancies, and lower
educational attainment to delayed diagnosis of colorectal and breast cancers. Fear of cancer is
a factor in delayed presentation, but other people's approval of help-seeking can be a potent
moderator of shorter presentation times. ‘'Misdiagnosis' resulting from either symptomatically
treating patients or associating symptoms with a health issue other than cancer was a significant
trend across cancer sites for practitioner delay. Inadequate patient examination, the
administration of unsuitable diagnostics, or failure to follow up on negative or unclear test
results may also be associated with some malignancies.®®

It took, on average, 99 days from the onset of a sign or symptom to a myeloma
diagnosis. Individuals with co morbidities, back discomfort, and anaemia had higher odds of
delayed diagnosis (OR 1.6, 95% CI 1.3-2.0). problems were significantly predicted by
diagnosis when hospitalized (OR 2.5, 95% CI 2.2-2.9) and receiving chemotherapy within 6
months of diagnosis (OR 1.4, 95% CI 1.2-1.6); diagnostic delay did not predict problems (OR
0.9, 95% CI 0.8-1.1). According to our findings, difficulties are more closely linked to
myeloma severity and health state than they are to delayed diagnosis.'®

Addressing Geographic Disparitiesin Cancer Care

Studies have shown that the impact of location on the timeliness of cancer care extends
beyond diagnosis and treatment, affecting outcomes following treatment as well. Geographical
disparities can influence access to post-treatment care, including follow-up appointments,
rehabilitation services, and support programs. This can result in difficultiesfor cancer survivors
in managing their long-term care needs and may lead to lower rates of adherence to
survivorship care guidelines.

Efforts to address these disparities require a multifaceted approach, involving
collaboration between healthcare providers, community organizations, and policy makers.
Strategies such as telemedicine and mobile healthcare units can hel p bridge the gap in accessing

post-treatment care for individuals in remote or underserved areas. Furthermore, targeted
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educational campaigns and support services can empower patients to navigate the healthcare
system and advocate for their ongoing care needs.

By recognizing and addressing the impact of geographical disparities on the entire
continuum of cancer care, we can work towards ensuring that all individuals, regardless of their

location, have equitable access to comprehensive and timely cancer care.
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NEED FOR THE STUDY
Despite increased access to healthcare and the establishment of Oncology departments

in various medical colleges, Tertiary cancer care centres and regional cancer centres by Govt.
of Tamil Nadu and an increased number of private cancer hospitals, there are still gaps and
barriersin access to healthcare in some geographical locations within Tamil Nadu.

Other system-related causes of delays that can impact cancer outcomes include
treatment costs, availability of specialists or oncologists, and availability of infrastructure like
scans, LINAC machines, drugs, etc. Further, there are various patient-related causes like
socioeconomic factors and educational status that can contribute to these delays.

The purpose of this study is to analyse the various possible patient and system-rel ated
causes that contribute to these delays and correl ate them with outcomes in patients with solid
tumours. Assessing the causes for these delays, their impact on cancer management, and gaps
in accessto healthcare in specific geographical areas can help the Govt. of Tamil Nadu address
these specific issues and strengthen cancer care delivery in appropriate areas or regions.

Oral cavity (14%), lung (10.4%) and Gastro intestinal tract (around 20%) cancers form
major proportion of the cancer burden (excluding breast and cervical cancers) in India and
Tamil Nadu. Delaysin diagnosis and management of these cancers al so has asignificant impact
on the outcomes. The delays and their effects are expected to be more profound in these

cancers. The delays can also cause a significant increase in burden of our healthcare systems.
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RESEARCH HYPOTHESIS

Geographica and social barriersto healthcare contribute to the diagnosis and treatment
delays and therefore to cancer outcomes in patients with solid tumours especialy in oral cavity
(including lip) cancers, lung cancers and cancers of the Gastro intestinal tract. Identifying these
determinants will help address health care gaps in Tamil Nadu, decrease delays and improve

cancer outcomes.
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AIMSAND OBJECTIVES

Aim of the Study:
To understand the correlation between social determinants of delays in cancer
diagnosis, management and cancer outcomes for patients with oral cavity (including lip)

cancers, lung cancers and cancers of the Gastro intestinal tract in Tamil Nadu

Objectives:
1. Identify delaysin cancer diagnosis and management for patients with ora cavity, lung
and Gastro intestinal tract cancersin Tamil Nadu.
2. ldentify social determinants and geographical barriers to access healthcare that impact
these delays
3. Correlate these delays with cancer outcomes
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METHODOLOGY
Study Design:
We designed a Mixed Methods Research study with convergent parallel design (Quantitative
and Qualitative)
The study had 2 components:
e Quantitative component: Study of 2052 cancer patients

e Qualitativecomponent:  In-depth interviews of 10 doctors

Study Duration:
10 months (March to December 2023)

Study Population:
Patients with known with oral cavity (including lip) cancers, lung cancers and cancers of the
Gastro intestinal tract residing in Tamil Nadu and who are on treatment or follow-up at one of

the eligible hospitalsin Tamil Nadu.

Inclusion Criteriafor patients:

1. Resident of Tamil Nadu

2. Knownto have ora cavity (including lip) cancers, lung cancers and cancers of the
Gastro intestinal tract (any age and any stage).
Diagnosed on or after January 1 2020

4.  On treatment or follow-up at one of the hospitals (study centres) in Tamil Nadu.
Efforts will be made to include patients who have died or lost to follow-up.

5. Ableand willing to give consent for participation in the study (parental assent for

children <18 years

Exclusion Criteriafor patients:
1. Patients with other cancers, haematological cancers, second cancers or multiple
cancers (synchronous or metachronous).

2. Not willing to participate in the study.
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Inclusion Criteriafor Doctors (qualitative part):
1.  Oncologist (Radiation or Medica or Surgical Oncology) directly involved in the
care of cancer patients
2. Primary care doctors (primary care clinician/GP/ any specialist other than
oncologist) not directly involved in the care of cancer patients but who usualy
refer patients to specialists
Study areas:
1. Government Hospitals within the state of Tamil Nadu with Oncology departments
(Radiation or Medical or Surgical Oncology)
2.  Private cancer centresshospitals within the state of Tamil Nadu with oncology
departments (Radiation or Medical or Surgical Oncology)
3. Primary care centres

We included 32 Cancer centres/hospitals across Tamil Nadu in the study. Efforts were made to
make the study include patients from al districts of Tamil Nadu and different sections of
society. Both private and government hospitals were included. The list of Hospitals is as

follows:
WEST ZONE:
1 PSG IMSR & Hospitals
P.B. No. 1674, Off Avinashi Road, Peelamedu, Coimbatore-641 004,
2 Government Coimbatore Medical College Hospital
Trichy Road Coimbatore — 641018
3 Aswin Hospitals
Sathy Main Road, Alamu Nagar Rd, Near GP Theatre, Gandhipuram, Coimbatore
-641012
4 GKNM Hospital

P.B. No. 6327, Nethaji Road, Pappanai ckenpalayam, Coimbatore — 641037.
5 Erode Cancer Centre

SH 96, Thindal, Erode, Tamil Nadu 638012
6 Onco foundation Erode/Sudha Hospitals
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1/1, Nearby Old Sudha Hospital, Poosari Chennimalai Street, Surampatti-638009,
Erode

7 Thangam Hospitals
54, Dr. Sankaran Road, Trichy Main Rd, Namakkal -637001.
8 Dharan Hospital
14, Bye Pass, Selva Nagar, Chinnusamy Nagar, Seelanai ckenpatti, Salem -636201
NORTH ZONE:
9 Govt. Royapettah Hospital, Kilpauk Medical College, Chennai
1, West Cott Road, Roya pettah, Chennai, Tamil Nadu 600014
10 Govt. Stanley Medical College and Hospital, Chennai
1, Old Jail Rd, George Town, Chennai, Tamil Nadu 600001
11 Tamil Nadu Multi Super Specialty Hospital (TNM SSH), Chennai
Omandurar Government Estate, Anna Salai, opposite to The Hindu Office, Anna
Salai, Triplicane, Chennai, Tamil Nadu 600002
12 Ramachandra Medical College & Hospitals Chennai
No.1 Ramachandra Nagar Porur, Chennai - 600 116 Tamil Nadu, India.
13 Govt. Arignar AnnaMemorial Cancer I nstitute, Kanchipuram
Chennai Bangalore Highway NH 4, Karapettai, KANCHIPURAM
14 Cancer Institute Adyar (WIA), Chennai
Guindy National Park, Adyar, Chennai, Tamil Nadu 600020
15 Christian Medical College, Vellore
Christian Medical College, IDA Scudder Rd, Vellore-632004
SOUTH ZONE:
16 Govt. Madurai Medical College & Rajaji General Hospital, Madur ai
Panagal Rd, Alwarpuram, Madurai, Tamil Nadu 625020
17 M eenakshi Mission Hospital, Madurai
Udayampalayam Rd, Gounder Mills, Tamil Nadu 641029
18 Guru Hospital, Madurai
4/120-F, Pandi Kovil Ring Rd, near Mattuthavani, Madurai, Tamil Nadu 625107
19 Govt. Tirunelveli Medical College, Tiruneveli

33



Palayamkottai Tirunelveli - 627011 Tamil Nadu, India

20 Devaki Specialty Hospital, Madurai
26 Theni Main Road, AA Rd, Madurai, Tamil Nadu 625016
21 Govt. Kanyakumari Medical College,Kanyakumari
Asaripallam, Nagercoil, Kanyakumari district — 629201.
22 Apollo Hospitals, Madurai
80 Feet Rd, KK Nagar, Madurai, Tamil Nadu 625020
23 International Cancer Centre, Christian Fellowship Hospital, Neyyoor
Thiruvattar - Colachel Rd, Neyyoor, Tamil Nadu 629802
EAST ZONE:
24 Govt. Thanjavur Medical College, Thanjavur
Medical College Rd, Thanjavur, Tamil Nadu 613004
25 Vishnu Cancer Centre, Thanjavur
52, Centre Point Nagar, Kamala Subramaniam School Opp, Pudukkottai Road,
Thanjavur-613005
26 KAP Viswanathan Govt. Medical College and Annal Gandhi Memorial
Government Hospital, Trichy
Collector Office Road, Periyamilaguparai, Cantonment, Tiruchirappalli-620001
27 GVN Multi Speciality Hospital
46, Near Super Bazar, Singarathope, Tiruchirappalli, Tamil Nadu 620008
28 Kaveri Medical CentreTrichy
No.1, K.C. Road, Tennur, Tiruchirappalli, Tamil Nadu 620017
29 Silver Line Hospitals, Trichy
23C, 4th Cross Rd, West Extension, Thillai Nagar, Tiruchirappalli -620018
30 Thiruvarur cancer Centre, Thiruvarur
Javulikkara Street, near temple tank, Suriyan Kulam Then Kari, Vasan Nagar,
Madappuram, Thiruvarur, Tamil Nadu 610001
31 Krishna Cancer Centre, Cuddalore
Thootapattu Village, Nathapattu, Cuddalore
32 ABC Hospitals, Trichy

1, Annamalai Nagar Main Rd, Woraiyur, Tiruchirappalli, Tamil Nadu 620018
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Sample Sizefor Quantitative Study:
Estimated Sample size: 2000 patients
Final Sample Size: 2076 patients

Assuming the prevalence rate of delay in cancer diagnosis and management to be 50%, the

regquired sample size was calculated using the following formula:
N= 4*P*Q/ d?
Where N isthe required sample
P= Percentage of delay in cancer diagnosis and management taken as 50
Q= 100-P = 100-50=50
d= relative precision as 5% of P (=2.5)
N = 4*50%50/2.5
= 1600
Non-respondent rate of 20%
Therefore, required sample size, N* 100/80= 1600* 100/80=2000
The sample size estimated was 2000.

Sample Sizefor Qualitative Study:
Estimated Sample Size: 20 Doctors: 10 Oncology + 10 Primary care doctors
Final Sample Size: 10 Doctors. 6 Oncology + 4 Primary care doctors

Data Maturity was attained at 10 samples and therefore the qualitative component of the study

was compl eted.

Diagrammatic representation of Sampling:

Figure 2: Diagrammatic representation of Sampling
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Ethical and Administrative Approvals:

PSGIMSR was the coordinating institute/hospital for the study and along with
Coimbatore Medical College was the nodal centre for the West region. Kilpauk Medical
College/Govt. Roya pettah Hospital was the noda centre for the North, Thanjavur Medical
College was the nodal centre for the East and Madurai Medical College was the nodal centre
in the South.

Administrative approvals were obtained from all Hospitals through their Head of the
ingtitutions/Hospitals. Scientific and Ethical Approval was obtained from the Scientific
Advisory Committee, Directorate of Public Health and Preventive Medicine, Tamil Nadu
which facilitated ethical and administrative approvalsfor all Government hospitalsincluded in
the study. Separate Ethical approvals from Institutional Ethics committees were obtained for
individual hospitals, wherever required (Appendix 1)

Informed Consent:

Written informed consent (for adults aged 18 and above) and parental consent (for
paediatric patients < 18 years) were obtained prior to data collection. Consent
Waivers/permission for oral consent were obtained from individual IECs if required and used
wherever applicable. Informed consent was obtained from the doctors for participation in the

gualitative study. ICMR guidelines regarding informed consent were followed.
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DATA COLLECTION

Qualitative Study:

The Key Informant Interviews (KII) were undertaken with a purposefully selected
sample of 6 cancer treating doctors/ Oncologist and 4 primary care doctors who were currently
practicing in our study multi centric places. The purpose of the K1l was to explore the various
determinants of delay for diagnosis and management of cancer.

Interviews were recorded and transcribed for qualitative analysis. Interview questions
were structured based on previous literature and experiences so that we can gather doctors
opinions on what they think the delay in cancer diagnosis and management is and how they

think it affects the outcome of patients with solid cancer.

Quantitative study:

Mapping of
cancer
delays

Impact on
Cancer
Outcomes

Determinan
ts of Delay

Consent beli

Collection

Figure 3 Quantitative Study Process

Patients were identified from hospital records and cancer registries. After obtaining
consent, the data collected was from the patients and caregivers’ records/memory and if
available, hospital records. Strict confidentiality of patients was maintained. The treatment of
patients was at the discretion of their doctors as per their hospital policy. The study was purely
observational and ambispective, collecting data on past events in the treatment history of the
patient and following up the patient through the duration of the study. Participation in the study
did not affect their diagnosis or treatment.

Data regarding the sociodemographic profile, causes of delay in treatment, follow-up
duration, and recurrence details were collected (using a structured questionnaire) by
interviewing the participants. The Case Report Form (Appendix 2) which captured the patient
information was designed specifically for the study and validated by TNHSRP to capture the
following data:

1. Demographic Data:
a. Age/Gender/Religion
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b.

C.

d.

Socioeconomic status
Educational status
Highest educational status of first-degree relatives

2. Geographic Data:

4.

5.

a. Address (with Geographical tagging using Google Maps)

b. Nearest GP/PHC to whom/which the patient usually goes (with
Geographical tagging using Google Maps)

c. Nearest Government Hospital or Specialty Hospital with > 50 beds to
whom/which the patient usually goes (with Geographical tagging using
Google Maps)

d. Nearest Cancer Centre (Government or Private) (with Geographical tagging
using Google Maps)

e. Distance between home and current treating hospital (with Geographical
tagging using Google Maps)

Diagnosis:

a. Type, site, and stage of Cancer (ICD 10 Code):

b. Date of Diagnosis:

Cancer Delays:

a Primary or Patient Delay: (Time duration between onset/suspected onset
of symptoms to first health care contact - primary care clinician/GP/ any
specialist other than oncologist)

b. Secondary or Diagnostic delay: (Time duration between the first
presentation to any doctor to confirmation of the diagnosis of cancer)

c. Tertiary or Treatment delay: (Time duration between confirmation of

cancer to initiation of treatment)

Proposed/Treatment received:

a

b.
c
d.
e

. Treatment

Date of Start of treatment

Treatment completed/del ayed/not completed/modified
If not, why? reason

Intent - Curative/ Palliative

i. Surgery
38



ii. Chemotherapy
iii. Radiotherapy
iv. Hormonal therapy
V. Immunotherapy
vi. Alternate Medicine- AYUSH
vii. Others
6. Cost of Treatment covered by
i. Sef
ii. CMCHIS
iii. AB-PMJAY
iv. ESI
v. CGHSEHS
vi. Private Health Insurance
vii. Others
7. Follow up
a Duration
b. Regular/irregular

c. Recurrence?

Operational Definitionsfor Cancer Delays:

We have based our operational definitions of significant delays on the NHS Cancer
Programme’s Faster Diagnosis Framework, which sets out a strategic approach to speed up
cancer diagnosis and improve patient experience in the UK. NHS recommends a 2-week rule
for urgent referrals from General Practitioners (GPs) to Cancer Specialists on suspicion of
cancer. For cancer diagnosis, the target is that the patient should not wait more than 28 days
from referra to find out whether they have cancer or not. For treatment, the target is that the
patient does not wait more than 31 days (1 month) from diagnosis or 62 days (2 months) from
referral from the GPs.

For ease of calculation and analysis we have taken any delay more than 4 weeks (28 days) as
significant for primary delay, referral delay, secondary delay and tertiary delays. We have
considered 8 weeks (56 days) as significant for overall medical related delay and Total Delay
(Table 1). Thisis because, the presentation and referral patterns do not strictly follow the GPs
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-> speciaist > oncologist pathway in India. The patient may present directly to a specialist or

an oncologist for diagnosis and treatment.

Table 1:Operational Definitions for Cancer Delays

cancer treatment in days (or weeks)

Type of Delay Definition Significant Delay
Primary/Patient Time from onset of symptomsto first medical | 4 weeks (28 days)
Delay contact in days (or weeks)
Secondary/Diagnostic | Timefrom presentation to adoctor/hospital to | 4 weeks (28 days)
Delay diagnosis of cancer in days (or weeks)
Tertiary Delay/ | Time from diagnosis of Cancer to start of | 4 weeks (28 days)
Treatment Delay cancer treatment in days (or weeks)
Referral Delay Time from presentation to adoctor/hospital to | 4 weeks (28 days)
referral to a cancer centre  for
diagnosis/treatment of cancer in days (or
weeks)
Total Medical | Timefrom presentation to adoctor/hospital to | 8 weeks (56 days)
Related Delay start of cancer treatment in days (or weeks)
Total Delay Time from onset of symptoms to start of | 8 weeks (56 days)
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OUTCOME MEASURES

1. Social determinants contributing to delay
a. Demographic factors
b. Socioeconomic factors
2. Geographical deter minants contributing to delay

a. Distance between nearest GP/PHC to whom/which the patient usually goes and
his or her home (with Geographical tagging using Google Maps)

b. Distance between nearest Government Hospital or Specialty Hospital with > 50
beds to whom/which the patient usually goes and his or her home (with
Geographical tagging using Google Maps)

c. Distance between nearest Cancer Centre (Government or Private) and hisor her
home (with Geographical tagging using Google Maps)

d. Distance between home and current treating hospital (with Geographical
tagging using Google Maps)

3. Delaysin cancer diagnosis (Timedurations):

a. Actua Delays (rounded to the nearest week)

b. Patient-reported reason for the delay in treatment

c. Significant delays

>4 weeks => significant delay

4. Cancer Outcomes:
a. Adherenceto Treatment — completed/delayed/not completed/modified
b. Adherenceto Follow up - Regular/irregular
c. Recurrence and Survival data
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DATA ANALYSIS

Data entry was done in Microsoft Excel. Data analysis was done using SPSS version
26.0 for windows. Mean + standard deviation (S.D.), and median (range) were used for
numerical variables. Percentages (%) were estimated for categorical variables. Quantitative
data analysis was done using statistical software SPSS 24.0. Delays has been correlated with
socio-demographic and other health-system-related factors using multivariate linear
regression. A Pearson correlation value of more than 0.3 was suggestive of strong correlation.
P-value less than 0.05 was considered to be statistically significant.

Quialitative data was analysed after transcribing the interview recordings. A grounded
theory-influenced approach was used to explore participants’ experience of delay in cancer
management. We compared the various codes based on differences and similarities and sort

them into categories. Finaly, the categories were formulated into themes.
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RESULTS- QUANTITATIVE STUDY

Patient Demographics— Age, Gender and Body Mass I ndex:

We collected data from 32 cancer hospitals across Tamil Nadu. We identified 2116
patients, who met our inclusion and exclusion criteriaout of which datawas able to be collected
from 2076 patients. The patients had a male: female ratio of 2:1 (Table 2 and Figure 4). The
mean age of the patients was 56.58 £12.02 years (range: 4 to 92 years). No. of paediatric
patients (less than 18 years) was 7 (0.3%) and no. of elderly patients (more than 60 years) was
811 (39.1%).

Among the elderly population, 594 people were in the age group of 61-70 years, 190
people in 71-80 years age group, and 27 people were above 80 years (super senior citizens).
The age distribution is shown in Table 3&4 and Figures 5& 6. The mean height of the patients
was 1.57 £ 0.11 m, mean weight of the patients was 53.9+12.7 kg with a mean Body Mass
Index (BMI) 22 +4.8 kg/m?. The BMI categories are shown in Table 5 and Figure 7.

Gender

Figure 4:Gender Distribution of Patients
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Table 2: Gender Distribution of Patients

Gender No. of Patients (N) Percent (%)
Male 1368 65.9
Female 708 34.1

Total 2076 100.0

Table 3: Age Distribution of Patients

Age Groups (years) No. of Patients (N) Percent (%)
Children (0-18) 7 0.3

Young Adults (19-30) 40 19

Middle Age (31-45) 325 15.7

Old Adults (46-60) 893 43.0
Elderly (>60) 811 39.1

Total 2076 100.0

Table 4:Elderly Age Group Distribution

Elderly Age Groups (years) | No. of Patients (N) Percent (%)
61-70 years 594 28.6

71-80 years 190 9.2
Morethan 80 years 27 1.3

Total 2076 100.0
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Figure 7: BMI Distribution of Patients

Table 5: BMI Distribution of Patients

BMI CATEGORY (kg/m?) No. of Patients (N) Percent (%)
Underweight (<18.5) 456 22.0
Normal (18.5-22.9) 868 41.8
Overweight (23 -24.9) 307 14.8

Obese 1 (25-29.9) 334 16.1

Obese 2 (>30) 111 5.3

Total 2076 100.0
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Patient Demographics— Geographical Distribution:

The patient population was representative of Tamil Nadu covering all districts with the
highest numbers from Chennai (217 patients), Coimbator e (159 patients), Thanjavur (114
patients), Thoothukudi (141 patients) and Madurai (116 patients) districts. The
geographic distribution of patients is shown in Table 6 and Figures 8 and 9. The patient
population was equally divided between urban and rural areas with tribal population forming
less than one percent of the population (Table 5 and Figure 6).

District Wise Distribution of Patients
250
217
200

150

100

Figure 8: District wise Distribution of Patients
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Table 6: District wise Distribution of Patients

Virudhunagar

District Patients | Percent | District Patients Per cent
N %) (N) (%)
Ariyalur 28 13 Ramanathapuram | 31 1.5
Chengalpattu 15 0.7 Ranipet 14 0.7
Chennai 217 105 | sglem 64 31
Coimbatore 159 7.7 Sivagangal 43 2.1
Cuddalore 39 19 Thenkasi 16 0.8
Dharmapuri 13 0.6 Thanjavur 114 55
Dindigul 45 2.2 The Nilgiris 15 0.7
Erode 107 52 Theni 40 1.9
Kallakurichi 3 0.1 Thiruvallur 73 35
Kanchipuram 28 13 Tiruchirappalli 52 25
Kanniyakumari | 105 51 Tirundveli 40 1.9
Karur 31 15 Tirupathur 30 14
Krishnagiri 15 0.7 Tiruppur 12 0.6
Madur ai 116 5.6 Tiruvannamalai 79 3.8
Mayiladuthurai | 16 0.8 Tiruvarur 39 1.9
Nagapattinam 27 13 Tuticorin 141 6.8
Namakkal 69 33 Viluppuram 81 3.9
Perambalur 15 0.7 Vdlore 29 14
Pudukkottai 50 2.4 65 31

48



Figure 9: Tamil Nadu district Map showing highest number of cancer patients

Table 7: Place of Residence

Place of Residence

No. of Patients (N)

Percent (%)

Rural

1018

49.0

Urban 1053 50.7
Tribal S 0.2
Total 2076 100.0
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Place of Residence

<1% Tribal

Figure 10: Place of Residence

Distance from Hometo Healthcar e Facilities:

The mean distances from the patient’s current home address and the hospitals were
calculated using Google Maps and rounded to the nearest 0.5 km. When the exact address was
not able to be located using Google Maps, the nearest significant landmark was used for
caculation. When the distances were less than 1 km, they were rounded to 1 km.

The mean distance from home to the near est healthcar e facility (the nearest General
Practitioner doctor or private clinic or Primary Health centre - where they regularly go for
check-ups) was4.35 + 4.15 km (range: 1 — 61 km), with 93% living within a 10 km radius from
their nearest healthcare facility.

The nearest specialty private hospital or Government Hospital was located at a
mean distance of 13.01 £ 9.5 km (range: 1 to 63 km), with more than 50% having a speciality
hospital within a 10 km radius and more than 80% within a 20 km radius from their home.

The nearest cancer centrewaslocated at amean distance of 33.76 + 22.32 km (range:
1- 99 km) with more than 75% of patients living within a 50 km radius and al (100%) within

a 100 km radius of a cancer centre.
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The mean distance from the current treating hospital to home was 45.5 km + 44.51
km (range 1 to 533 km), with two-thirds (66.7%) choosing a cancer hospital within a 50 km
radius and 95% of patients choosing a cancer hospital within 100 km radius from their home.

Although, the mean distance from nearest healthcare facility (Nearest GP/PHC from
home) was equal between rural and urban areas (4.36 + 3.61 Vs. 4.35 £ 4.63 km, p =0.51),
cancer patients from rural areas had to travel significantly longer distances to get access to a
speciality hospital (Nearest Speciality Govt/ Private Hospital) (14.65 £ 10.13 vs. 11.49 +
8.53 km, p <0.001) or acancer centre (Nearest Cancer Centre) (40.25 + 22.05 km vs. 27.43
+ 20.46 km, p < 0.001) than people in urban areas. They also travelled more than urban area
people to get cancer treatment (Distance between home and current treating hospital)
(55.18 £ 49.29 km vs. 36.08 + 37.04) (Tables 8 &9, Figures 11-14).

There was also a significant difference in the distance from the nearest cancer centre
and home and Distance between home and current treating hospital amongst people of different
religions with Christians being closer to cancer centres or choosing nearer cancer centres for

treatments than people of other religions.

Table 8: Distance from Home to Healthcare Facilities

Near est Nearest SpecialityNearest Distance  between
GP/PHC Govt/ PrivateCancer home and current
from homeHospital (in km) Centre treating hospital
(in km) (in km) (in km)
Mean + SD 4.35+4.16  [13.04+9.48 33.761£22.23 45.49+44.51
Median 3.00 10.00 28.00 35.00
Mode 2.00 13.00 23.00 23.00
Range 1.00-61.00 |1.00-63.00 1.00-99.00 [1.00-533.00
Percentiles [25 2.00 6.00 15.00 18.00
50 3.00 10.00 28.00 35.00
75 5.00 17.38 49.00 58.00
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Table 9: Nearest Healthcare Facility

Nearest GP/PHC from | No. of Patients (N) Percent (%)
home (in Km)

1-10Km 1936 93.3
11-20Km 118 5.7
21-30Km 12 0.6

31-40 Km 4 0.2

41-50 Km 3 0.1

>51 Km 3 0.1

Total 2076 100.0

Table 10: Nearest Speciality Govt/ Private Hospital

Nearest Speciality Govt/ | No. of Patients (N) Percent (%)
Private Hospital (in Km)

1-1I0Km 1084 52.2
11-20Km 624 30.1
21-30Km 244 11.8

31-40 Km 78 3.8

41-50 Km 26 13
51-75Km 20 10

Total 2076 100.0
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Figure 11: Nearest Healthcare Facility
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Figure 12:Nearest Speciality Govt/ Private Hospital
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Table 11: Nearest Cancer Centre

Nearest Cancer Centre No. of Patients (N) Percent (%)
1-10Km 323 15.6
11-20Km 443 21.3
21-30Km 321 155
31-40Km 209 10.1
41-50 Km 277 13.3
51-75Km 402 19.3
76 -100 Km 101 49
Total 2076 100.0

Table 12: Distance from Current Treating Hospital

Treating Hospital No. of Patients (N) Percent (%)
1-10Km 231 111
11-20Km 383 184
21-30Km 302 14.5
31-40 Km 205 9.9
41-50 Km 268 12.8
51-75Km 409 19.7
76 -100 Km 145 7.0
101-150 Km 78 3.8
151-200 Km 29 14
201-300 Km 12 0.6
301-400 Km 10 0.5
401-500 Km 3 01
More Than 500 Kms 1 0.0
Total 2076 100.0
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Figure 14:Distance from Current Treating Hospital
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Table 13: Distances from Healthcare Facilities in Urban and Rural Areas

Place of residence Near est Near est Nearest CancerDistance between
GP/PHC Speciality Centre (in Km) home and current
from homeGovt/ Private treating  hospital
(in Km) Hospital  (in (in km)

Km)

Rural Mean+SD ©4.36+3.61 [14.65+10.13 40.25+22.05 [55.18+49.29

Tribal Mean+SD [220+045 [1040+814 4560+ 35.83 [55.60 + 43.04

Urban |Mean+SD $4.35+4.63 [11.49+853 [27.43+20.46 [36.08+ 37.04

P value 0.05 (NS) <0.001 <0.001 <0.001

NS= Non-Sgnificant

Table 14: Distance from Healthcare Facilities Vs. Religious Affiliations

Near est Near est Nearest Cancer|Distance
GP/PHC fromSpeciality Centre (in Km)between home
home (in Km) |Govt/ Private and  current
Hospital (in treating
Km) hospital (in

Religion km)

Christian Mean+SD 4.09+3.32 12.15+8.82 28.92+20.90 [31.81+24.63

Hindu Mean+SD |4.41+4.29 13.21+9.58 34.34+22.40  46.82+45.92

Musim Mean+SD [3.61+2.62 11.35+8.38 30.94+20.21  |42.97+39.26

P Value 0.12 0.07 0.005 <0.001
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Patient Demogr aphics — Socioeconomic Factors:

The patient’s religions affiliations were reflective of the population of Tamil Nadu with
87.4% Hindus (Table 10). 87.3% of patients were married and 78.5% of patients were from
nuclear families with mean family strength of 4 (range 1 to 15 family members), which was

equally divided between the religions and place of residence (Tables 12-14).

Table 15: Religious Affiliations

Religion Patients (N) Percent (%)
Hindu 1815 87.4
Christian 158 7.6

Muslim 103 5.0

Total 2076 100.0

59



TNESRP

Table 16: Marital Satus

Marital Status Patients (N) Percent (%)

Unmarried 44 2.1

Married 1813 87.3

Divorced 5 0.2

Separated 22 11

Widow(er) 192 9.2

Total 2076 100.0
Table 17: Type of Family

Type of Family Patients (N) Percent (%)

Single 6 0.3

Nuclear 1629 785

Joint 268 12.9

Extended 173 8.3

Total 2076 100.0

Table 18: Number of Family members Vs. Religious Affiliation

Religion No. of Family Members (Mean + SD) No. of Patients
Christian 3.69+1.56 158

Hindu 4.01+1.72 1815

Muslim 4.51+2.74 103

Total 4.01+1.77 2076
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Table 19: Number of Family Members Vs Urban/Rural Divide

Place of residence No. of Family Members(Mean = SD)  |No. of Patients
Rural 3.98+1.79 1018

Tribal 4.20+0.84 5

Urban 4.04+1.76 1053

Total 4.01+1.77 2076

Relationship of Primary Caregiver:

The spouse was the primary care giver for 59.1% (n=1226) patients, which was

reflective of the marital status of the patient and the family structure.

Table 20: Relationship of primary care giver

Relationship of primary care giver |Patients(N) Percent (%)
Husband 267 12.9
Wife 959 46.2
Son 326 15.7
Daughter 256 12.3
Father 34 1.6

M other 48 2.3
Grandparent 6 0.3
Other Relative 173 8.3
Not known 7 0.3
Total 2076 100.0

Educational Status of Patient and Rdatives;

Magority (>90%) of our patients were either illiterate or had only school level of
education (Table 15). When we looked at the highest educational status within the family

(primary caregiver or the head of the family, if not the patient), more than 40 percent were

either agraduate or had a professional degree.
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Table 21: Educational Satus of the Patient

Highest level of education of the Patient Patients(N) |Percent (%)
Iliterate 602 29.0
Primary school 472 22.7
Middle school 358 17.2

High school 306 14.7

Higher secondary 144 6.9
Graduate 158 7.6
Professional degree 36 1.7

Total 2076 100.0

Table 22:Highest Educational status Primary Care Giver/ Head of Family

Highest Educational statusPrimary Care Giver/ Head of FamilyPatients (N) [Percent (%)
Iliterate 145 7.0

Primary school 207 10.0
Middle school 275 13.2

High school 304 14.6

Higher secondary 285 13.7
Graduate 709 34.2
Professional degree 151 7.3

Total 2076 100.0
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Table 23: Educational Satus of the Patient Vs Urban/Rural Residence

Highest level of education Place of Residence Pearson  Chi-
of the Patient Rural [Tribal |Urban Total Square P Value
[lliterate 352 2 248 602

Primary school 230 0 242 472

Middle school 169 0 189 358

High school 148 2 156 306 <0.001

Higher secondary 59 1 34 144

Graduate 49 0 109 158

Professional degree 11 0 25 36

Total 1018 5 1053 2076

Table 24:Highest Educational status Primary Care Giver/ Head of Family Vs. Place of

Residence

Highest Educational status Place of residence Pear son Chi-
Primary Care Giver/ Head Square P Value
of Family Rural Tribal Urban Total

[lliterate 81 0 64 145

Primary school 107 0 100 207

Middle school 141 1 133 275

High school 161 0 143 304 [<0.001

Higher secondary 151 3 131 285

Graduate 328 1 380 709

Professional degree 49 0 102 151

Total 1018 5 1053 2076
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Table 25:; Educational Status of the Patient Vs. Gender

Highest level of education Gender Pear son Chi-
of the Patient Female Male Total Square P Value
[literate 290 312 602
Primary school 147 325 472
Middle school 93 265 358
High school 78 228 306 <0.001
Higher secondary 44 100 144
Graduate 45 113 158
Professional degree 11 25 36
Total 708 1368 2076
Table 26: Highest Educational status Primary Care Giver/ Head of Family Vs. Gender
Highest Educational status Gender Pear son Chi-
Primary CareGiver/ Head of Square P Value
Family Female Male Total
[lliterate 38 107 145
Primary school 80 127 207
Middle school 91 184 275
High school 108 196 304 0.18 (NS)
Higher secondary 106 179 285
Graduate 230 479 709
Professional degree 55 96 151
Total 708 1368 2076
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Table 27: Educational Satus of the Patient Vs. Religious Affiliations

Highest level of Religion P Value
education of the Patient |Christian | Hindu Muslim Total

[literate 36 542 24 602 0.07
Primary school 38 414 20 472

Middle school 25 311 22 358

High school 26 260 20 306

Higher secondary 9 130 5 144

Graduate 20 126 12 158

Professional degree 4 32 0 36

Total 158 1815 103 2076

Table 28: Educational status of patient Vs. Age Groups

Highest level of Age Groups Total |PValue
education of the Children | Elderly | Middle | Old |Young

Patient Age | Adults|Adults

[lliterate 1 254 64 278 5 602

Primary school 1 194 63 210 4 472

Middle school 1 139 56 155 7 358

High school 2 104 72 123 5 306 [<0.001
Higher secondary 2 46 28 63 5 144
Graduate 0* 55 36 55 12 158
Professional degree |0* 19 6 9 2 36

Total 7 811 325 893 40 2076
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Figure 24: Educational Satus of Patient Vs. Age Groups

There was a significant difference in the educational status of the patients and Highest
Educational status Primary Care Giver/ Head of Family between Rural Vs Urban Population
(P < 0.001, Urban patients and relatives were more educated). There was a significant
differencein the educational status of the patients between male vs. female patients (P < 0.001,
males were more educated) but not in the Highest Educational status Primary Care Giver/ Head
of Family. and by age groups (p<0.00, elderly had |ess education) but no significant difference
between the Hindus, Muslims or Christians (p= 0.07) (Tables 16 -19, Figures 15 & 16).

Socioeconomic Status:

The mean family income of the patient was Rs. 14928.66 + 22163.62 per month (range
Rs. 900 — Rs. 500000) with a mean per capita family income of Rs. 4046.85 + 5568.63. We
used the Modified BG Prasad Classification (October 2023) to classify the patientsinto 5 socid
classes. Lower Middle Class (34.8%), Middle Class (21.4%) and upper middle class (17.1%)
formed the majority of our patients.
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Table 1: Modified BG Prasad classification for October 2023 (Rupees;/ month)

Social Class Original BG Prasad classification of 1961 Modified BG Prasad classification for Oct
(Rs. / month) 2023 (Rs. f month)

| Upper class 100 and above 9094 and above

I Upper middle class 50 -99 4549 - 9097

Il Middle class 30 =49 2729 = 4550

v Lower middle class 15-29 1365 - 2728

Vv Lower class Below 15 Below 1365

Figure 25: Modified BG Prasad Classification for Socioeconomic status

Table 29: Socioeconomic Satus

Socioeconomic Status (BG Prasad October 2023 Scale) Patients (N) [Percent (%)
| Upper Class 158 7.6

Il Upper Middle Class 354 17.1

Il Middle Class 445 21.4

IV Lower Middle Class 722 34.8

V Lower Class 397 19.1

Total 2076 100.0

Occupation of Patient and Primary Caregiver:

We looked at the occupation of the patient and the primary caregiver or Head of family
(highest level) and classified them into 7 categories based on the Kuppusamy Socioeconomic
scale classification. More than 50% of patients were either unskilled or semiskilled workers
with 25.4% being unemployed. Professionals and semi-professionals formed less than 8% of
the population. The occupation of the primary care giver or the head of the family (highest)
was similar: unskilled or semiskilled workers forming 49.1%, unemployed being 15.8% and

professional/semi-professionals around 10%.

69



Table 30: Occupation of Patient:

Occupation of Patient Patients (N) Percent (%)
1.Professional 82 3.9
2.Semi-Professional 83 4.0
3.Clerical 56 2.7
4.5killed 251 12.1
5.Semi-Skilled 424 20.4
6.Unskilled 653 31.5
7.Unemployed 527 25.4

Total 2076 100.0

Table 31:Occupation of Primary Care Giver/ Head of Family

Occupation of Primary Care Giver/ HeadPatients (N)

Percent (%)

of Family

1.Professional 17 0.8
2.Semi-Professional 191 9.2
3.Clerical 390 18.8
4.Skilled 128 6.2
5.Semi-Skilled 474 22.8
6.Unskilled o947 26.3
7.Unemployed 329 15.8
Total 2076 100.0

Patient Demographics— Type of Cancer and Stage:

Ora cancers were the most common cancers among our patient population (34.2%,
n=710), followed by lung cancer (13.3%, n=276), rectal cancer (11.4%, n= 237) and stomach
cancer (10.9%, n=227). Mg ority of the patients had more advanced stage at presentation, Stage

Il — 55.1% and Stage 1V -19.6%.
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Table 32: Ste of Cancer

Site of Cancer Patients (N) | Percent (%)
Gastrointestinal Tract Cancers Anal Canal 21 1.0
Appendix 6 0.3
Bileducts 7 0.3
Colon 132 6.4
Oesophagus 206 9.9
Gall bladder 21 1.0
Liver 23 11
Pancreas 34 16
Stomach 227 109
Rectum 237 114
Small Intestine 7 0.3
Head and Neck Cancers Oral 710 34.2
Pharynx 82 4.0
Larynx 84 4.0
Lung Cancers 276 13.3
Not Known 3 0.1
Total 2076 100.0

Table 33: Cancer Stage

Cancer Stage Patients (N) Per cent (%)
1 54 2.6

2 471 22.7

3 1143 551

4 405 19.6

Not Known 3 0.1

Total 2076 100.0
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Presenting Symptoms:
The most common presenting symptoms were persistent abdomina discomfort
(21.2%), dtered bowel habits — constipation (20%) and mouth pain (17.7%).

Table 34: Presenting Symptom

Presenting Symptom Patients (N) Percent (%)
Persistent Abdominal Discomfort 441 21.2
Constipation 416 20

Mouth Pain 367 17.7
Difficulty in Swallowing/Opening mouth or chewing | 326 15.7
Growth in mouth 237 11.4

Mouth ulcer 226 10.9
Weight L oss 149 7.2

Blood in Stool 186 9

Lip ulcer 125 6
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Diarrhoea 123 59
Abdominal Lump 108 5.2
Chest Pain 112 54
Persistent Cough 89 4.3
Weakness or Fatigue 62 3
Shortness of Breath 70 34
Ear Pain 37 1.8
Blood in Sputum 35 1.7
Jaundice 12 0.6
Others 447 215

Comor bidities:

The most common comorbidities were Diabetes and Hypertension. The other co-morbidities

arelisted in table below.

Table 35:Comorbidities

Comorbidities Patients (N) Percent (%)
Diabetes 261 125
Hypertension 239 11.6

Others 88 4.3
Ischemic Heart Disease 67 4.2
Tuberculosis 23 11

Stroke 21 1.0

Chronic Kidney Disease 18 0.8
HIV/AIDS 0.3

Organ Transplant 3 0.1
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Cancer Diagnosisand Treatment

Most patients (83.3%) presented to a hospital within their same district for their

symptoms, private hospitals were preferred more than government hospitals for their first

presentation (79% vs 21%). For 59.4% of patient’s caner was suspected or diagnosed (without

biopsy proof) at the hospital of their first presentation and were referred earlier to a higher

centre for treatment. Again, for cancer diagnosis, patients preferred private specialty or tertiary

level hospitals over government specialty/ tertiary hospitals (59% vs 41%).

Table 36:District - First presented

District - First presented Patients (N) Percent (%)
Samedistrict 1730 83.3
Different district 346 16.7
Total 2076 100.0

Table 37: Type of Hospital
Type of Hospital Yes No
Cancer suspected/diagnosed at First Presentation 1234 (59.4%) | 842 (40.6%)
Was an Oncologist available at the Hospital where | 1631 (78.6%) | 445 (21.4%)
Cancer was Diagnosed
Was an Oncologist available at the Hospital where | 2043 (98.4%) | 33 (1.6%)
cancer treatment was started

Table 38: Type of Hospital
Type of Hospital First Presented | Cancer Received Cancer

with symptoms | Diagnosed Treatment

Alternative medicine 2 (0.1%) 1(0.1%) 0
Govt. PHC/CHC 136 (6.6%) 48 (2.3%) 0
Private Clinic/ Nursing Home 277 (13.3%) 3(0.1%) 0
Govt. Specialty Hospital 274 (13.2%) 339 (16.3%) | 35(1.7%)
Private Speciality Hospital 1064 (51.3%) 710 (34.2%) | 69 (3.3%)
Govt. Tertiary Hospital 23 (1.1%) 461 (22.2%) | 850 (40.9%)
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Private Tertiary Hospital 360 (14.4%) 514 (24.8%) | 1122 (54.0)
Total 2076 2076 2076
Table 39: Type of hospital/s where patients received treatment
Type of hospital/swhere patientsreceived treatment | Patients(N) | Percent (%)
Only Government 627 30.2
Only Private 956 46.1
Both 493 23.7
Total 2076 100.0

In 78.6% of cases an oncologist was available in the hospital where the cancer was

diagnosed. For cancer treatment also, the patients preferred private hospitals over government
hospitals (55.7% Vs. 44.2%). In 98.4% of cases, there was an oncologist available at the

hospital where cancer treatment was started.
A mgjority (77.2%) of patients (n=1603) visited at least 2 doctors/hospitals and 20.3%
(n=421) visited 3 doctors for diagnosis of cancer. The median number of Hospitals visited by

the patient before start of treatment for cancer for its diagnosis was 2 hospitals/doctors (range

1to 5). Once cancer was diagnosed almost all patients (94.5%) stuck to a single hospital, with

less than 6% of patients changing hospitals.
Table 40: Number of doctors/ hospitals visited

Number of
doctor hospitals
visited

Before Cancer
DiagnosisN (%)

After Cancer Diagnosis
(For cancer treatment)
N (%)

Total Number of
doctor ghospitals
visited N (%)

1 19 (0.9%) 1961 (94.5%)
2 1603 (77.2%) 106 (5.1%) 18(0.9%)
3 421 (20.3%) 9 (0.4%) 1549 (74.6%)
4 32 (1.5%) 419(20.2%)
5 1 79 (3.8%)
6 10 (0.5%)
7 1
2076 2076 2076

75




The median number of hospitals visited for cancer treatment was 1 hospital (range 1 to

3) adding to total of 3 hospitals (range 2 to 7) for cancer diagnosis and treatment. The most

common reason for choosing a particular hospital for treatment was its popularity for cancer
treatment (32.7%) and areferral from another hospital/doctor (26.4%).

Table 41: Reason for Choosing the current treating Hospital

S.No | Reason for Choosing the current treating Hospital Frequency (in %)
1 Hospital/Doctor known for cancer Treatment 32.7

2 Referred to this hospital 26.4

3. Known Doctor/Hospital 24.4

5 The hospital was nearer to home 131

6 Financial Reasons 11.3

7 Suggested by Friend/Relative 12

4 Facilities not available in the referred hospital 114

8 Alternate medicine 0.3

9 Others 6.3

Type of Treatmentsreceived

Surgery (62.2%), chemotherapy (79%) and radiotherapy (58.6%) formed the bulk of
the treatment options. Forty patients (1.9%) opted for aternate medicine (AY USH).

Table 42: Type of Cancer treatment

Type of Cancer treatment Patients (N) Percent (%)
Surgery 1292 62.2
Chemotherapy 1640 79
Radiotherapy 1216 58.6
Hormonal Therapy 6 0.3
Immunotherapy 7 0.3
Alternate Medicine (AYUSH) 40 1.9
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I ntent of treatment:

The intent of treatment was curative in 74.6% of patients and 86.1% of patients

completed the planned treatment.

Table 43:Intent of treatment

Intent of treatment Patients (N) Percent (%)
Curative 1549 74.6
Palliative 471 22.7
Palliative/Symptomatic 45 2.2

No treatment 11 0.5

Total 2076 100.0

Status of Cancer Treatment:

Once treatment was started, 86.1% of patients completed the treatment.

Table 44: Satus of Cancer Treatment

Status of treatment Patients (N) Percent (%)
Completed 1788 86.1

On treatment 189 0.1
Incomplete 45 2.2
Modified/Delayed 39 1.8

No Treatment 15 0.7

Total 2076 100.0

Reasonsfor Incomplete treatment:

The most common reason for incomplete treatment was financial reasons (15.1%).

Table 45: Reasons for Incomplete treatment

S.No | Reasonsfor Incomplete treatment (as given by the patient) | Frequency (in %)

1 Financial reasons 15.6
2. Advised treatment elsewhere 14.2
3. There was no one to take me to the hospital 12.3
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5 Social Reasons 10.4
6 Unable to tolerate treatment 8.2
7 The hospital was far from home 7.4
4 Patient decided to take treatment el sewhere/other treatment 6.5
8 Death during treatment 0.3
9 Other reasons 3.7

Cost of Cancer Treatment:
The cost of treatment was covered by CMCHIS in 72.4% of patients and 31.1% percent of
patients paid out of pocket for their treatment.

Table 46: Treatment Cost Coverage

Cost of Treatment Covered by Patients (N) Percent (%) *
CMCHIS 1503 72.4

Self 645 311

Private Health Insurance 95 4.6
ABPMJAY 15 0.7

ESI 36 17
CGHSEHS 13 0.6

Others 17 0.8

*Total not equal to 100% as one patient would have used more than one way to cover hig/her

cost of treatment

Status of Patient at L ast Follow up:

The median follow-up was 246 days or around 8 months (IQR 185 — 385 days). At the
last follow up, 40.9% were without disease, 33.5% had disease progression or recurrence and
there were 48 deaths. The status of the patient was not known in 18.8% of patients. Since the
median follow-up was less than 1 year, no meaningful cancer survival analysis could be
derived.
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Table 47:Disease status at last Follow up

Disease status at last Follow up Patients (N) Percent (%)
No disease 849 40.9
Progression/Recurrence 696 33.5
Not Known 391 18.8
New cancer/Second primary 87 4.2
Dead A48 2.3
Too advanced/cachexia 5 2
Total 2076 100.0
Histogram
1 e,

M=200

a i) <00 £m aoo 1000 100 1403
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Figure 27: Total Follow Up Duration

Quality of Life Assessment at Last Follow up:

Quality of Life (QOL) assessment was done in 1672 patients at the time of last follow-
up. The baseline Quality of Life (QOL) assessment was based on patient/family member
recollection of the QOL at the time of cancer diagnosis and is proneto recall bias and selection

bias. The QOL assessment at follow-up was done by the field investigators and is prone to
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investigator bias. QOL assessment was done using Katz Index for activities of daily life where
1 point is given for each activity if done with no supervision or assistance and O points if
supervision or assistance is required.

Number of patients with 1 point on the Katz Index for activities of daily life (QOL
scores) for Toileting, transferring, continence and feeding improved at follow-up when
compared to the baseline scores, whereas, scores for Bathing and dressing where the same or
decreased. Mean Daily Life activities score (Katz index of independence) improved at
Followup.

We also used the EORTC QLQC30 questionnaire which categorised the difficultiesin
daily activitiesinto 4 classes (not at all, alittle, very much, quite abit) and overall health during
the past week and overall quality of life over the past week into a 7-point Likert scale (really
bad to really good). The mean total score was 60.36 + 10.99(range 32 to 103) with a median
or 63 (IQR: 53 -67).

Table 48: Quality of Life Assessment at Last Follow up:

Activities able to do without supervision At diagnosis At Follow-up)
or assistance (N=1672) N (% of total N (% of total
population) population)
Bathing 1566(75.4) 1476 (71.1)
Dressing 1574(75.8) 1514 (72.9)
Toileting 1259(60.6) 1495(72)
Transferring 1267(61) 1494(72)
Continence 1301(62.7) 1536 (74)
Feeding 1217(58.6%) 1404(80.5)
Daily Life activities score (Katz index of 4.92+1.77 537+ 152
independence) Mean + SD
EORTC QLQ30 Score Mean + SD NA 60.36 + 10.99

Total Population = 2076




RESULTS- CANCER DELAYS

Primary Delay:

The mean primary delay or patient delay or presentation delay was 49.61+ 75.35

days ranging from 1 to 1064 days (almost 3 years) with a median of 30 days (Inter quartile
range|QR: 12to 61 days). The datawas non-parametric and skewed to theright. In our patients,
13.8% had lessthan 1 week of primary delay but 54.6% had asignificant primary delay (more

than 28 days or 4 weeks) of more than 28 days.

Table 49: Cancer Delays
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= O o) = © % © = ©
Cancer Delays = o 3% 5] 5 ¢ |58 8 [}
a o = = o | = = =
Mean + SD 4961+ | 25.83 + | 38.21 + | 13.29 + | 51.50 + | 101.10+ | 336.95 =+
75.35 |38.74 |43.11 17.16 46.34 | 88.62 250.42
Median 30 11 26 8 37 77 246.50
Mode 31 0 10 3 31 61 214
Minimum 1 0 0 0 2 8 63
Maximum 1064 | 390 433 197 440 1108 1470
Percentiles | 25 | 12 4 13 4 23 49 185
50 |30 11 26 8 37 77 246.50
75 |61 30 44 16 63 126 384.75
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Table 50: Primary Delay

Primary Delay Patients (N) Per cent (%)
1 Week (1- 7 days) 286 138

2 Weeks (8-14 days) 353 170

3 Weeks (15-21 days) 191 9.2

4 Weeks (22-28 days) 113 54

>4 Weeks (>28 days) 1133 54.6

Total 2076 100.0

Table 51: Sgnificant Primary Delay

Primary Delay Patients (N) Percent (%)
Acceptable Delay (<28 days) | 943 454
Significant Delay (> 28 days) 1133 54.6
Total 2076 100.0
Primary Delay (days)
1.000 | Maan = 35 61
S1d. Dy, = 75 357
M= 2078
8ia Bo0 1000 1200
Primary Delay [days)

Figure 28: Primary Delays
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Table 52: Reason for Primary delay:

SNo | Reason for Primary delay (asgiven by the patient) Frequency (in %)
1. | was not aware 48.6

2. I didn’t have knowledge or information 18.2

3. | thought that symptoms will resolve spontaneously 17.8

4 Financial reasons 15.6

5 I didn’t have time 17

6 There was afamily problem during that time 0.9

7 There was no one to take me to the hospital 0.6

8 The hospital was far from home 04

9 Other reasons 31

The most common reason given by the patient for the primary delay was that they were
not aware of the symptoms (48.6%). There was no significant difference in the primary delays
between the cancer sites but there was a significant differencein primary delays based on
the cancer stages (higher the stage, longer the primary delay, in stage 3 and 4 cancers).

There was no difference between rural or urban patients but Christian patients tended
to have longer primary delays. When the primary care giver was arelative other than the
immediate family member, the delay was higher. Married people had more acceptable
primary delays than widowed or single patients but the type of family did not affect
primary delays.

When tested linearly only BMI showed a significant correlation with primary
delay (P value: 0.03, negative correlation: -0.05, 95% CI: -0.1to-0.01).
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Table 53: Primary Delay Vs. Patient Demographics

Patient Demographics Primary Delay Pear son
Chi-
Acceptable [Significant square P
Delay Delay Total [Value
Cancer Site Gl Cancers 428 493 921 0.21 (NS)
Head & Neck Cancers (377 499 876
Lung Cancers 137 139 276
Not Known 1 2 3
Cancer Site Anal Canal 8 13 21 0.21 (NS)
Appendix 3 3 6
Bileducts 2 5 7
Colon 54 78 132
Esophagus 96 110 206
Gall bladder 14 7 21
Liver 15 8 23
Pancr eas 16 18 34
Rectum 119 118 237
Small Intestine 4 3 7
Stomach o7 130 227
Oral 301 409 710
Pharynx/Larynx 76 90 166
Lung 137 139 276
Not Known 1 2 3
Cancer Stage [1 27 27 54 0.04
2 240 231 471
3 495 648 1143
4 181 227 408
Gender Female 330 378 708 0.43 (NS)
Male 613 755 1368
Rural 461 o057 1018 0.8 (NS)
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Place ofTribal 3 2 5
residence Urban 479 574 1053
Religion Christian 54 104 158 0.11
Hindu 839 976 1815
Muslim 50 53 103
Socioeconomic || Upper Class 62 96 158 0.28 (NS)
Status (BGlll Upper MiddleClass 162 192 354
Prasad 2023111 Middle Class 191 254 445
Scale) IV Lower MiddleClass (343 379 722
V Lower Class 185 212 397
BMI Groupsl.Underweight 187 269 456 0.15 (NS)
(Asian 2.Nor mal 392 476 868
Classification) [3.0verweight 142 165 307
4.0Obese 1 167 167 334
5.0bese 2 55 56 111
Age Groups Children 4 3 7 0.7 (NS)
Elderly 369 442 811
Middle Age 150 175 325
Old Adults 398 495 893
Y oung Adults 22 18 40
Relationship ofHusband 140 127 267 0.01
primary  careWife 433 526 959
giver Father 19 15 34
Mother 20 28 48
Daughter 111 145 256
Son 147 179 326
Grandparent 6 0 6
Other Relative 65 108 173
Not known 2 5 7
Marital status |Never Married 19 24 43 0.02
Un Married 1 0 1
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Married 838 975 1813
Divorced S 0 3}
Separ ated 7 15 22
Widow (er) 73 119 192
Type of Family |Single 2 4 6 0.55 (NS)
Nuclear 751 878 1629
Extended /8 95 173
Joint 112 156 268
Patient’s [lliterate 256 346 602 0.24 (NS)
Educational Primary school 211 261 472
Status Middle school 166 192 358
High school 151 155 306
Higher secondary 73 71 144
Graduate 74 84 158
Professional degree 12 24 36
Highest Illiterate 73 72 145 0.12 (NS)
education ofHigh school 136 168 304
relatives Middle school 131 144 275
Primary school 104 103 207
Higher secondary 138 147 285
Graduate 303 406 709
Professional degree 58 93 151
Total 943 1133 2076
Table 52a: Primary Delay Vs. Patient Demographics
Total Per Capita
family Monthly QOL
monthly [Income |[EORTC
Age Total income  (RY QLQC30T
Primary Delay: (years) BMI members |(Rs) Person) [otal Score
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Acceptable [Mean 56.48  22.25 4.00 14204.24 3851.25 |60.44
Delay Median 57.00 21.64 4.00 10000.00 [2500.00 |64.00
SD 1227 479 |1L.73 18920.79 14924.72 |10.84
Significant Mean 56.66 [21.79 4.03 15531.60 14209.64 |60.30
Delay Median 57.00 21.14 14.00 10000.00 [2500.00 |63.00
SD 11.82 4.74 |1.80 24530.13 6049.90 [11.12
Total M ean 56.58 [22.00 4.01 14928.66 14046.85 |60.36
Median 57.00 21.40 4.00 10000.00 [2500.00 |63.00
SD 12.02 477 |L.77 22163.62 5568.63 [10.99
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Table 54: Primary Delay Vs. Distance from Health Facilities
Distance from Health Facilities Primary Delay Pearson  Chi-
Acceptable [Significant square P Value
Delay Delay Total
Near est 1-10Km 874 1062 1936 0.23 (NS)
GP/PHC 11-20 Km 56 62 118
21-30 Km 8 4 12
31-40 Km 1 4
41-50 Km 1
>50 Km 3 0
Near est 1-10Km 495 589 1084 0.06 (NS)
Speciality 11-20Km 293 332 625
Hospital 21-30 Km 110 133 243
31-40 Km 32 46 78
41-50 Km 4 22 26
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51-75 Km ¢) 11 20
Nearest Cancer|1-10 Km 148 175 323 0.42 (NS)
Centre 11-20Km 200 243 443
21-30 Km 148 173 321
31-40 Km 87 122 209
41-50 Km 122 155 277
51-75 Km 181 220 401
76-100Km |57 45 102
Current 1-10Km 107 124 231 0.15 (NS
Treating 11-20Km 176 207 383
Hospital 21-30 Km 136 166 302
31-40 Km 80 125 205
41-50 Km 121 146 267
51-75 Km 181 228 409
76-100Km 78 68 146
101-150Km 34 44 78
151-200Km |12 17 29
201-300Km |10 2 12
301-400Km 6 4 10
401-500 Km 2 1 3
> 500 Kms 0 1 1
Total 943 1133 2076
Table 55: Primary Delay Vs. Distance from Healthcare Facilities
o £ 2 = g S
r: z,f me Bt
52 |g3E |82 |23 8
= BLZ B2 : % g
Primary Delay 55 83¢ 8§ |z5EcE
Acceptable Mean 4.40 12.63 34.16 47.15
Delay Median (3.00 10.00 28.00 35.00




SD 4.64 8.90 22.97 48.32
Significant Mean 4.31 13.38 33.43 44.11
Delay Median (3.00 10.00 28.00 35.00
SD 3.71 0.92 21.60 41.05
Total M ean 4.35 13.04 33.76 45.49
Median (3.00 10.00 28.00 35.00
SD 4.16 0.48 22.23 44.51

The distance from the patients’ home and the nearest health care facility or speciality

hospital or cancer centre or the current treating hospital did not lead to any significant

difference in primary delays. However, patients living in certain districts (Ariyalur,

Chennai, Erode, Kanyakumari,

Karur,

Nagapattinam, Perambalur,

Pudukottai,

Thanjavur, Thiruneveli, Thiruvarur, Thiruvannamalai and Trichy) had significantly

high primary delays. Whereas, patients from districts like Chengalpattu, Coimbatore,

Dharmapuri,Madurai, Namakkal, Sivagangai, Theni, and Vellore did not have much primary

delays.
Table 56: Primary Delay Vs. Home District
Primary Delay Pear son Chi-
District Acceptable Delay [Significant Delay [Total |squareP Value
Ariyalur S 19 28
Chengalpattu 9 6 15
Chennai 39 128 217
Coimbatore 94 65 159
Cuddalore 18 21 39
Dharmapuri 8 5 13
Dindigul 20 25 45 <0001
Erode 44 63 107
Kallakurichi 2 1 3
Kancheepuram 13 15 28
Kanniyakumari 34 71 105
Karur 11 20 31
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Krishnagiri 7 3 15
Madurai 69 47 116
Mayiladuthurai 10 16
Nagapattinam 3 19 27
Namakkal 36 33 69
Perambalur 3 12 15
Pudukottai 19 31 50
Ramanathapuram 14 17 31
Ranipet 6 8 14
Salem 30 34 64
Sivagangai 24 19 43
Tenkas 7 ¢) 16
Thanjavur 43 71 114
TheNilgiris 3 7 15
Theni 25 15 40
Thirunelveli 31 42 73
Thiruvallur 26 26 52
Thiruvarur 15 25 40
Thoothukudi 15 15 30
Tirupathur 5 7 12
Tiruppur 39 40 79
Tiruvannamalai 14 25 39
Trichirappalli 38 103 141
Vellore 58 23 81
Viluppuram 14 15 29
Virudhunagar 32 33 65
Total 943 1133 2076
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Figure 37:Primary Delay Vs. Home District
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Similarly, patientspresenting to a hospital in adifferent district than homedistrict
for cancer treatment had a significantly higher risk of having primary delays (RR:1.13,

95% CI: 1.03-1.25).
Table 57: Primary Delay Vs. District First Presented

Primary Delay Pear son Chi-Réelative Risk
District - First/Acceptable [Significant square P Value |(95% Confidence
presented Delay Delay Total Interval
Different district (137 209 346 0.02 1.13 (1.03-1.25)
Same district 806 924 1730
Total 943 1133 2076

The type of hospital where the patient presented did not affects the primary delays.

However, when the patient’s cancer was diagnosed in a tertiary Government hospital, the

chance of having a significant primary delay was higher, when compared to a private hospita
of smaller government hospitals (P=0.03) Also, if the hospital where the cancer was

diagnosed had an oncology department or specialist, the chance of primary delay was|ow
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(RR 1.17 (1.07-1.28) for absence of an oncologist and significant primary delay). The
Number of doctors/hospitals visited before start of cancer treatment, Number of hospitals
visited for cancer treatment or Total Number of doctors/ hospitals visited were not different
when there was a significant primary delay.

Table 58: Primary Delay Vs. Hospital where cancer was diagnosed

Hospital where cancer wasPrimary Delay Pearson Chi-Relative Risk
diagnosed had an oncology/Acceptabl [Significant square P(95% Confidence
department/ specialist eDelay |Delay Total Malue Interval
Yes 772 859 1631  |<0.001 1.17 (1.07-1.28)
No 171 274 445
Total 943 1133 2076
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Figure 38:Primary Delay Vs. District First Presented
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Table 59: Primary Delay Vs. Type of Hospital

Primary O elay:
Accepteble Vs
Significant
H sccapiable Delay
B Signiicart Delay

Yag

Type of Hospital Primary Delay Pearson Chi-
Acceptable [Significant square P
Delay Delay Total [Value
Type of HospitallAlter native medicine 0 1 1 0.03
cancer wasGovt. CHC/ Specialtyll75 164 339
diagnosed Hospital
Govt. PHC 15 33 48
Govt. Tertiary Hospital 193 268 461
Private Clinic 1 2 3
Private Hospital 559 665 1224
Typeof HospitallAlter native medicine 0 2 2 0.06 (NS)
presented withiGovt. CHC/ Specialty|135 142 277
symptoms Hospital
Govt. PHC 67 69 136
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Govt. Tertiary Hospital 107 167 274
Private Clinic U 16 23
Private Hospital 627 737 1364
Govt. Tertiary Hospital 266 342 608
Private Hospital 499 623 1122
Total 943 1133 2076
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Figure 40: Primary Delay Vs. Type of Hospital cancer was diagnosed
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Table 60: Primary Delay Vs. type of Hospital

Number of doctors/ Number of Total Number of
hospitals visited before hospitals visited for [doctors/ hospitals
Primary Delay: start of cancer treatment |cancer treatment |visited
Acceptable Mean  2.21 1.05 3.26
Delay Median [2.00 1.00 3.00
SD 0.47 0.23 0.56
Significant Mean [2.24 1.07 3.30
Delay Median [2.00 1.00 3.00
SD 0.48 0.27 0.59
Total Mean [2.23 1.06 3.29
Median [2.00 1.00 3.00
SD 0.48 0.25 0.58
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Referral Delay:

The mean Referral Delay was 25.83 + 38.74 days ranging from 0 to 390 days (more

than one year) with a median of 11 days (IQR: 4 to 30 days). This data was again non-

parametric and skewed to the right. One hundred and fifty-six patients (7.5%) were referred to

a higher centre on the same day of first presentation by their first healthcare contact and

experienced no Referral Delay. Significant referral delays (more than 28 days or 4 weeks)

from primary healthcare practitioners to a higher centre was seen only in 26.1% of patients.

Referral Delays were significantly higher in lung cancer patients but there was no

differencein referral delays based on the cancer stage. None of the other socioeconomic factors
studied affected the referral delay significantly.

Table 61:Referral Delay

Referral Delay Patients (N) Percent (%)
No Delay (0 days) 156 75

1 Week (1- 7 days) 616 29.7

2 Weeks (8-14 days) 393 18.9

3 Weeks (15-21 days) 215 104

4 Weeks (22-28 days) 154 7.4

>4 Weeks (>28 days) 542 26.1

Total 2076 100.0

Table 62: Sgnificant Referral Delay

Referral Delay Patients (N) Percent (%)
Acceptable Delay (< 28 days) 1534 73.9
Significant Delay (> 28 days) 542 26.1

Total 2076 100.0
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Table 63: Referral Delay Vs. Patient Demographics
Patient Demographics Referral Delay Pearson Chi-
Acceptable [Significant square P
Delay Delay Total |Value
Cancer Site Gl Cancers 670 251 921 0.21 (NS)
Head & Neck Cancers  |675 201 876
Lung Cancers 187 89 276
Not Known 2 1 3
Cancer Site Anal Canal 13 3 21 0.07 (NS)
Appendix 3 6
Bileducts 7 0 7
Colon 97 35 132
Esophagus 153 53 206
Gall bladder 16 21
Liver 19 23
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Pancreas 28 6 34
Rectum 169 68 237
Small I ntestine 4 3 7
Stomach 161 66 227
Oral 553 157 710
Pharynx/Larynx 122 44 166
Lung 187 89 276
Not Known 2 1 3
Cancer Stage |1 43 11 54 0.5 (NS)
2 356 115 471
3 832 311 1143
4 303 105 408
Gender Female 514 194 708 0.33 (NS)
Male 1020 348 1368
Place ofRural 748 270 1018 |0.88 (NS)
residence Tribal 4 1 5
Urban 782 271 1053
Religion Christian 119 39 158 0.6 (NS)
Hindu 1343 472 1815
Muslim 72 31 103
Socioeconomic || Upper Class 131 27 158 0.08 (NS)
Status (BG|lI Upper MiddleClass 259 95 354
Prasad 2023111 Middle Class 319 126 445
Scale) IV Lower MiddleClass (528 194 722
V Lower Class 297 100 397
BMI Groupsl.Underweight 332 124 456 0.75 (NS)
(Asian 2.Normal 648 220 368
Classification) [3.0verweight 233 74 307
4.0bese 1 240 94 334
5.0bese 2 81 30 111
Age Groups Children 6 1 7 0.95 (NS)
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Elderly 596 215 811
Middle Age 243 82 325
Old Adults 660 233 893
Young Adults 29 11 40
Relationship ofHusband 199 68 267 0.65
primary  careWife 703 256 959 (NS)
giver Father 27 7 34
Mother 33 15 48
Son 239 87 326
Daughter 197 59 256
Grandparent 6 0 6
Other Relative 126 47 173
Not known 4 3 7
Marital status |Never Married 30 13 43 0.67
Un Married 1 0 1 (NS)
Married 1350 463 1813
Divor ced 3 2 5
Separ ated 15 7 22
Widow (er) 135 57 192
Type of Family [Single 3 3 6 0.46 (NS)
Nuclear 1208 421 1629
Extended 123 50 173
Joint 200 68 268
Patient’s [lliterate 439 163 602 0.87 (NS)
Educational Primary school 349 123 472
Status Middle school 272 86 358
High school 221 85 306
Higher secondary 107 37 144
Graduate 121 37 158
Professional degree 25 11 36
[lliterate 99 46 145 0.73 (NS)
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Highest High school 153 54 207
education offMiddle school 205 70 275
relatives Primary school 228 76 304
Higher secondary 205 30 285
Graduate 531 178 709
Professional degree 113 38 151
Total 1534 542 2076
Table 64:Referral Delay Vs. Patient Demographics
Total Per Capita
family Monthly
monthly Income |[EORTCQ
Age Total income  ((Rs/Perso LQC30_T
Referral Delay (years) BMI members |(Rs) n) otal_Score
Acceptable [Mean 56.62 [21.98 14.01 15451.56 14166.94 |60.36
Delay Median 57.00 [21.38 ©4.00 10000.00 [2500.00 |64.00
SD 1214 475 |1.78 24429.44 5953.75 [10.99
Significant |Mean 56.46 [22.05 14.01 13448.71 [3706.94 |60.39
Delay Median 57.00 2145 K4.00 10000.00 [2500.00 |63.00
SD 11.70 483 [1.73 13784.50 14282.04 [11.00
Total M ean 56.58 [22.00 4.01 14928.66 (4046.85 |60.36
Median 57.00 [21.40 @4.00 10000.00 [2500.00 |63.00
SD 1202 @A77 |L.77 22163.62 5568.63 [10.99

Referral delay also did not vary significantly between the districts, did not vary

depending on whether the patient presented to ahospital within the same district or not, whether

the hospital had an oncology department or not, or the type of hospital where the patient

presented, was diagnosed or treated.

104




Table 65: Referral Delay Vs. Home District

Referral Delay Pearson  Chi-
District Acceptable Delay | Significant Delay [T otal square P Value
Ariyalur 19 9 28 0.49
Chengalpattu 10 5 15
Chennai 157 60 217
Coimbatore 121 38 159
Cuddalore 29 10 39
Dharmapuri 7 6 13
Dindigul 33 12 45
Erode 77 30 107
Kallakurichi 1 2 3
Kancheepuram 22 6 28
Kanniyakumari 75 30 105
Karur 24 U 31
Krishnagiri 13 2 15
Madurai 81 35 116
Mayiladuthurai 16 0 16
Nagapattinam 22 27
Namakkal 56 13 69
Perambalur 11 4 15
Pudukottai 38 12 50
Ramanathapuram 25 31
Ranipet 10 4 14
Salem 51 13 64
Sivagangai 32 11 43
Tenkas 10 6 16
Thanjavur 93 21 114
TheNilgiris 8 7 15
Theni 30 10 40
Thirunelveli 51 22 73

105




Thiruvallur 39 13 52
Thiruvarur 33 7 40
Thoothukudi 24 6 30
Tirupathur 6 6 12
Tiruppur 55 24 79
Tiruvannamalai 29 10 39
Trichirappalli 100 41 141
Vellore 59 22 81
Viluppuram 21 8 29
Virudhunagar 46 19 65
Total 1534 542 2076
Table 66: Referral Delay Vs. District - First presented
Referral Delay Pear son Chi-Relative Risk
District -  First| Acceptable | Significant square P Value |(95% Confidence
presented Delay Delay [Total Interval
Different district 252 94 346 |0.62 1.05 (0.81-1.27)
Same district 1282 448 1730
Total 1534 542 2076

However, significant referral delays were associated with a higher number of

doctor s’/hospitals visited before start of cancer treatment (P<0.001), Number of hospitals

visited for cancer treatment (P<0.001), and Total Number of doctors/ hospitals visited

(P<0.001).
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Table 67:Referral Delay Vs No. of Hospitals
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Acceptable Delay |Mean 2.10 1.04 3.15
Median [2.00 1.00 3.00
SD 0.36 0.21 0.45
Significant Delay |Mean 2.57 111 3.68
Median [3.00 1.00 4.00
SD 0.59 0.34 0.71
Total Mean 2.23 1.06 3.29
Median [2.00 1.00 3.00
SD 0.48 0.25 0.58
P value <0.001 <0.001 <0.001
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Figure 43:Referral Delay Vs. District - First presented
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Figure 45:Referral Delay Vs. Cancer Stage
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Referral delay also did not vary significantly with the distance of home to healthcare
facilities (Nearest GP/PHC, Nearest Speciality Hospital, Nearest Cancer Centre and Current
Treating Hospital)

Table 68: Referral Delay Vs. Distance from Health Facilities

Distance from Health Facilities Referral Delay Pearson  Chi-
Acceptable | Significant square P Value
Delay Delay ([Total

Near est 1-10Km 1428 508 1936 0.87 (NS)
GP/PHC 11-20Km 90 28 118

21-30 Km 3 4 12

31-40 Km 3 4

41-50 Km 3 0

>50 Km 2 1 3
Near est 1-10Km 802 282 1084 0.9 (NS)
Speciality 11-20Km 458 167 625
Hospital 21-30 Km 186 57 243

31-40 Km 55 23 78

41-50 Km 19 7 26

51-75 Km 14 6 20
Nearest Cancer(1-10 Km 234 389 323 0.81 (NS)
Centre 11-20 Km 331 112 443

21-30 Km 233 38 321

31-40 Km 161 48 209

41-50 Km 207 70 277

51-75 Km 297 104 401

76 -100 Km 71 31 102
Current 1-10Km 171 60 231 0.57 (NS)
Treating 11-20Km 280 103 383
Hospital 21-30 Km 212 90 302

31-40 Km 155 50 205
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41-50 Km 205 62 267
51-75 Km 303 106 409
76 -100 Km 107 39 146
101-150 Km 56 22 78
151-200 Km 25 4 29
201-300 Km 7 5 12
301-400 Km 9 1 10
401-500 Km 3 0 3
> 500 Kms 1 0 1
Total 943 1133 2076
Table 69: Referral Delay Vs. Distance from Health Facilities
c £
5 s = 5 o
= - o £ c
(@) = 06 O § § .
I B I o = £
S E 8 2 £ g Z
S X & 3 S S 5 S
g s g o g 5
Referral Delay g & § 3 E § E 22T B
Z =< Z O x Z ~ A &8 <
Acceptable Mean  4.38 12.99 33.72 46.07
Delay Median [3.00 10.00 28.00 37.90
SD 4.20 0.44 21.97 46.21
Significant Mean  4.27 13.16 33.89 43.84
Delay Median [3.00 10.00 28.00 33.00
SD 4.03 9.58 22.97 39.28
Total Mean |4.35 13.04 33.76 45.49
Median [3.00 10.00 28.00 35.00
SD 4.16 0.48 22.23 44.51
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Secondary Delay:

The mean Secondary Delay or Diagnostic Delay was 38.21 + 43.11 days ranging from O to
433 days (more than 1 year) with a median of 26 days (IQR: 13 to 44 days). Three patients
experienced no delays (0 days) for diagnosis of and 12.3% of patients were diagnosed within

1 week of presentation to the higher centre (speciality hospital or cancer centre). However,

45.2% of patients experience significant secondary delays (more than 28 days or 4 weeks).

The most common reason for secondary delays was that the patient obtained a second

opinion (25%).

Table 70: Secondary Delay

Secondary Delay Patients (N) Percent (%)
No Delay (0 days) 3 0.1

1 Week (1- 7 days) 255 12.3

2 Weeks (8-14 days) 362 17.4

3 Weeks (15-21 days) 291 14.0

4 Weeks (22-28 days) 227 10.9

>4 Weeks (>28 days) 938 45.2

Total 2076 100.0

Table 71: Sgnificant Secondary Delay

Secondary Delay Patients (N) Percent (%)
Acceptable Delay (< 28 days) 1138 54.8
Significant Delay (> 28 days) 938 45.2

Total 2076 100.0
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Table 72:Reason for Secondary delay

SNo | Reason for Secondary delay: (asgiven by the patient) | Frequency (in %)
1 | was not aware 29.8
2. Second Opinion 25.3
3. Financial reasons 16.7
4 | thought that symptoms will resolve spontaneously 10.5
5 I didn’t have knowledge or information 7.6
6 Alternate Treatments 4.5
7 I didn’t have time 14
8 There was afamily problem during that time 17
9 There was no one to take me to the hospital 0.6
10 The hospital was far from home 0.6
11 Other reasons 5.7

Secondary Celay (days)

B0 Hhn = 2831
S Dirr = 43912
Fla 2 006

a0 300 0 50

Secondary Delay [days)

Figure 58: Secondary Delay
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Table 73: Secondary Delay Vs. Patient Demographics

Patient Demographics Secondary Delay Pear son
Acceptable [Significant Chi-square
Delay Delay Total |PValue
Cancer Site Gl Cancers 496 425 921 <0.001
Head & Neck Cancers 523 353 876
Lung Cancers 117 159 276
Not Known 2 1 3
Cancer Site Anal Canal 11 10 21 0.005
Appendix 2 4 6
Bileducts 5 7
Colon 75 57 132
Esophagus 112 94 206
Gall bladder 12 ¢) 21
Liver 14 9 23
Pancreas 20 14 34
Rectum 119 118 237
Small Intestine 3 4 7
Stomach 123 104 227
Oral 428 282 710
Pharynx/Larynx 95 71 166
Lung 117 159 276
Not Known 2 1 3
Cancer Stage |1 38 16 54 0.11 (NS)
2 249 222 471
3 627 516 1143
4 224 184 408
Gender Female 380 328 708 0.55 (NS)
Male 758 610 1368
Place ofRural 558 460 1018 |0.97 (NS)
residence Tribal 3 2 5
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Urban o/ 7 476 1053
Religion Christian 86 72 158 0.99
Hindu 996 819 1815 |[(NS)
Muslim 56 a7 103
Socioeconomic || Upper Class 110 48 158 0.002
Status (BG|lI Upper MiddleClass  [180 174 354
Prasad 2023111 Middle Class 238 207 445
Scale) IV Lower MiddleClass (397 325 722
V Lower Class 213 184 397
BMI Groupsl.Underweight 260 196 456 0.35 (NS)
(Asian 2.Nor mal 469 399 868
Classification) [3.0verweight 169 138 307
4.0bese 1 172 162 334
5.0bese 2 68 43 111
AgeGroups  [Children 5 2 7 0.33 (NS)
Elderly 458 353 811
Middle Age 183 142 325
Old Adults 474 419 893
Y oung Adults 18 22 40
Relationship ofHusband 141 126 267 0.76 (NS)
primary  careWife 516 443 959
giver Father 22 12 34
M other 25 23 48
Daughter 145 111 256
Son 184 142 326
Grandparent 5 1 6
Other Relative 96 77 173
Not known 4 3 7
Marital status [Never Married 20 23 43 0.44 (NS)
Un Married 0 1 1
Married 1005 808 1813
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Divor ced 3 2 5
Separ ated 9 13 22
Widow (er) 101 01 192
Type of Family [Single 2 4 6 0.09 (NS)
Nuclear 873 756 1629
Extended 101 72 173
Joint 162 106 268
Patient’s [lliterate 328 274 602 0.94 (NS)
Educational Primary school 258 214 472
Status Middle school 206 152 358
High school 166 140 306
Higher secondary 79 65 144
Graduate 82 76 158
Professional degree 19 17 36
Highest [lliterate 68 77 145 0.34 (NS)
education ofHigh school 105 102 207
relatives Middle school 150 125 275
Primary school 170 134 304
Higher secondary 160 125 285
Graduate 396 313 709
Professional degree 39 62 151
Total 1138 038 2076

Higher Significant Secondary delays were seen in Lung Cancer patients (P<0.005).
Upper Class Patients had a significantly lower secondary delays (P= 0.002), which was
evident when analysed for total family monthly income and per capita monthly income.
Patients with significant secondary delays had lesser mean total family monthly income
(Rs. 16,286 vs 12,282) and mean per capita monthly income (Rs. 4357 Vs 3,670). However,
the levels of association werelow (0.07 and 0.06 respectively).
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Table 74: Secondary Delay Vs. Patient Demographics
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Acceptable [Mean 56.95 22.01 4.05 16286.12 14356.95 160.23
Delay Median 58.00 21.34 |4.00 10000.00 [2500.00 [63.00

SD 12.14 494 1.79 27224.70 16524.42 ]10.90
Significant |Mean 56.13 21.99 3.97 13281.77 [3670.63 |60.53
Delay Median 57.00 21.48 |4.00 10000.00 [2500.00 [64.00
SD 11.87 455 [1.74 13545.72 14093.74 |11.10
Total M ean 56.58 22.00 4.01 14928.66 14046.85 |60.36
Median 57.00 21.40 |4.00 10000.00 [2500.00 [63.00
SD 12.02 A77  1.77 22163.62 [5568.63 [10.99
P value 0.12 091 [0.34 0.002 0.005 0.57
Eta 0.07 0.06
Eta squared 0.005 0.004
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Table 75: Secondary Delay Vs. Home District
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Secondary Delay Pearson  Chi-
District Acceptable Delay | Significant Delay [T otal square P Value
Ariyalur 17 11 28
Chengalpattu 3 7 15
Chennai 116 101 217
Coimbatore 98 61 159
Cuddalore 21 18 39
Dharmapuri 4 9 13
Dindigul 25 20 45 0.04
Erode 67 40 107
Kallakurichi 1 2 3
Kancheepuram 19 9 28
Kanniyakumari 55 50 105
Karur 17 14 31
Krishnagiri 10 5 15
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Madurai 50 66 116
Mayiladuthurai 15 1 16
Nagapattinam 17 10 27
Namakkal 40 29 69
Perambalur 8 7 15
Pudukottai 27 23 50
Ramanathapuram 18 13 31
Ranipet 3 6 14
Salem 36 28 64
Sivagangai 22 21 43
Tenkas 38 8 16
Thanjavur 70 44 114
The Nilgiris 5 10 15
Theni 17 23 40
Thirunelveli 43 30 73
Thiruvallur 25 27 52
Thiruvarur 27 13 40
Thoothukudi 14 16 30
Tirupathur 3 9 12
Tiruppur 43 36 79
Tiruvannamalai 22 17 39
Trichirappalli 79 62 141
Vellore 35 46 81
Viluppuram 17 12 29
Virudhunagar 31 34 65
Total 1138 038 2076
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Patients from certain districts (Dharmapuri, Kallakurichi, Madurai, The Nilgiris,
Tenkasi, Theni, Thiruvallur, Thoothukudi, Tirupathur, Velore and Virudhunagar) had
higher secondary delays when compared to other districts. Certain districts like Ariyalur,
Chennai, Coimbatore, Erode, Kancheepuram, Krishnagiri, Mayiladuthurai, Namakkal,
Ramnathapuram, Thanjavur, Thirunelveli, Tirupur, Trichy and Villupuram performed better
with lower secondary delays.

Table 76: Secondary Delay Vs. Number of Hospitals
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Acceptable |Mean 2.07 1.04 3.11 51.12 [7.59
Delay Median [2.00 1.00 3.00 31.00 6.00
SD .32 21 42 74.98 8.47
Significant [Mean 2.42 1.08 3.50 47.78 |47.96
Delay Median [2.00 1.00 3.00 30.00 [31.00
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SD .55 .30 .66 75.80 48.39
Total M ean 2.23 1.06 3.29 49.61 [25.83
Median [2.00 1.00 3.00 30.00 |11.00
SD A48 .25 .58 75.35 (38.74
P value <0.001 <0.001 <0.001 0.3 <0.001
Eta 0.37 0.09 0.34 0.52
Eta Squared 0.14 0.008 0.12 0.27

Significant Secondary Delays was associated with Number of doctorghospitals
visited before start of cancer treatment (P<0.001, strength of association: moderate,
14%), Number of hospitalsvisited for cancer treatment (P<0.001, strength of association
weak) and Total Number of doctors/ hospitals visited ((P<0.001, strength of association
medium, 12%).

Secondary delay was also significantly associated with referral delays (higher the
referral delay, higher the secondary delay, P<0.001, strength of association moder ate,
27% , Higher Significant primary delays also led to higher significant secondary delays
(RR: 1.12(1.02-1.23). Higher Significant referral delays also led to significant secondary
delayss RR 36(20.15-65.02). Presentation to a hospital within the same district or

presence/absence of an oncology department in the hospital did not affect secondary delays.

Table 77: Secondary Delay Vs. District - First presented

Secondary Delay Pear son Chi-Relative Risk
District -  First| Acceptable| Significant square P Value |(95% Confidence
presented Delay Delay [Total Interval
Different district [201 145 346 (0.18 0.91 (0.8-1.05)
Samedistrict 037 793 1730
Total 1138 038 2076

The presence or absence of an oncologist/oncology department in the hospital where
cancer was diagnosed had positive association with secondary delay, though this was non-
significant (P=0.05), RR 1.1 (1-1.2). When there was a significant primary delay (P= 0.02,
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RR: 1.12(1.02-1.23) or areferral delay P<0.001 RR: 36(20.15-65.02), there was asignificant

increase in the probability of having a significant secondary delay. The important finding

herewastherelativerisk of having asecondary delay if therewasareferral delay: There

was 36 timesmorerisk of having a secondary delay if therewasareferral delay.

Table 78: Secondary Delay Vs. Hospital where cancer was diagnosed had an oncology

department/ specialist

Hospital where cancer was  Secondary Delay Pearson Chi-Relative Risk
diagnosed had an oncology| Acceptable|Significant square P(95% Confidence
department/ specialist Delay Delay [Total [Value Interval
Yes 876 755 1631 |0.05 1.1(1.0-1.2
No 262 183 445
Total 1138 038 2076
Table 79: Primary Delay Vs. Secondary Delay

Secondary Delay Pear son Relative Risk

Acceptable |Significant Chi-square (95% Confidence

Primary Delay Delay Delay Total P Value Interval)
Acceptable Delay 1491 452 943 0.02 1.12(1.02-1.23)
Significant Delay 647 486 1133
Total 1138 038 2076
Table 80:Referral Delay Vs. Secondary Delay

Secondary Delay Pear son Relative Risk

Acceptable | Significant Chi-square (95% Confidence

Referral Delay Delay Delay ([Total P Value Interval)
Acceptable Delay 1127 407 1534 <0.001 36(20.15-65.02)
Significant Delay (11 531 542
Total 1138 038 2076
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Distance from home to healthcare facilities (Nearest GP/PHC from home (in Km),
Nearest Speciality Govt/Private Hospital (in Km), Nearest Cancer Center (in Km) and Distance

between home and current treating hospital (in km)) did not significantly affect secondary

delays.

Table 81: Secondary Delay Vs. Distance to Health care facilities

Distance from Health Facilities Secondary Delay Pearson Chi-
Acceptable [Significant square P Value
Delay Delay Total

Near est 1-10Km 1 2 3 0.43 (NS)
GP/PHC 11-20Km 1065 871 1936

21-30 Km 62 56 118

31-40 Km 6 6 12

41-50 Km 1 4

>50 Km 3 3
Near est 1-10 Km 598 486 1084 0.33(NS)
Speciality 11-20 Km 344 281 625
Hospital 21-30 Km 129 114 243

31-40 Km 48 30 78

41-50 Km 12 14 26

51-75 Km 7 13 20
Nearest Cancer|1-10 Km 162 161 323 0.05
Centre 11-20 Km 259 184 443

21-30 Km 168 153 321

31-40 Km 132 77 209

41-50 Km 148 129 277

51-75 Km 216 185 401

76 -100 Km 53 49 102
Current 1-10Km 118 113 231 0.7 (NS)
Treating 11-20 Km 217 166 383
Hospital 21-30 Km 151 151 302
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31-40 Km 121 34 205
41-50 Km 149 118 267
51-75 Km 225 184 409
76 -100 Km 380 66 146
101-150 Km 45 33 78
151-200 Km 17 12 29
201-300 Km 6 6 12
301-400 Km U 3 10
401-500 Km 1 3
More Than 500 Kms |1 0 1
Total 1138 038 2076
Table 82: Secondary Delay Vs. Distance to Health care facilities
c £
= o
s Z : s e
0 2 S % g8 ¢
a g B 2 g g Z
& % o 2 S 2B &
i I 552
ooy 8§ 3FE BT gl
Acceptable Mean  4.34 12.80 33.63 45.94
Delay Median (3.00 10.00 28.00 38.00
SD 4.14 9.16 21.94 44.72
Significant Mean  4.36 13.33 33.92 44.94
Delay Median (3.00 10.00 28.00 33.00
SD 4.19 0.84 22.59 44.27
Total Mean 4.35 13.04 33.76 45.49
Median (3.00 10.00 28.00 35.00
SD 4.16 9.48 22.23 44.51
P value 0.93 0.21 0.78 0.11
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Tertiary Delay:

Themean Tertiary delay or Treatment delay (after diagnosis of cancer) was 13.29

+ 17.16 days ranging from O to 197 days (more than 6 months) with a median of 8 days (IQR:

4 to 16 days). This data was again non-parametric and skewed to the right. Seventeen patients

(0.8%) did not have any tertiary delay and 47.7% of patients were treated for cancer within 1

week of their diagnosis. However, 10% of patients (n=207) experienced significant Tertiary

delay or Treatment delay (after diagnosis of cancer) (more than 28 days or 4 weeks).

The most common reason for tertiary or treatment delays was financial reasons

(23.8%) followed by patient not being aware of the disease (19.9%) and time taken for second

opinions (15.9%)
Table 83: Tertiary Delay
Tertiary Delay Patients (N) Percent (%)
No Delay (0 days) 17 0.8
1 Week (1- 7 days) 991 47.7
2 Weeks (8-14 days) 475 22.9
3 Weeks (15-21 days) 259 125
4 Weeks (22-28 days) 127 6.1
>4 \Weeks (>28 days) 207 10.0
Total 2076 100.0

Table 84: Sgnificant Tertiary Delay

Tertiary Delay Patients (N) Percent (%)
Acceptable Delay (< 28 days) 1869 90.0
Significant Delay (> 28 days) 207 10.0

Total 2076 100.0
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Table 85:Reasons for Tertiary Delay

SNo | Reasonsfor Tertiary Delay Frequency (in %)
1 Financial reasons 23.8
2 | was not aware 19.9
3. Second Opinion 15.9
4 Alternate treatments 7.5
5 | thought that symptoms will resolve spontaneously 94
6 Decided for no treatment 5.6
7 [ didn’t have knowledge or information 4.5
8 I didn’t have time 13
9 There was afamily problem during that time 17
10 There was no one to take me to the hospital 0.7
11 The hospital was far from home 0.9
12 Due to shortage of drugs 04
13 Other reasons 6.6
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Table 86: Tertiary Delay Vs. Patient Demographics

Patient Demographics Tertiary Delay Pear son
Acceptable| Significant Chi-square
Delay Delay [Total |PValue
Cancer Site Gl Cancers 331 90 921 0.6 (NS)
Head & Neck Cancers (788 88 876
Lung Cancers 248 28 276
Not Known 2 1 3
Cancer Site Anal Canal 21 0 21 0.22 (NS)
Appendix 5 1 6
Bileducts 5 2 7
Colon 119 13 132
Esophagus 181 25 206
Gall bladder 21 0 21
Liver 22 1 23
Pancreas 29 S 34
Rectum 209 28 237
Small Intestine 7 0 7
Stomach 212 15 227
Oral 642 68 710
Pharynx/Larynx 146 20 166
Lung 248 28 276
Not Known 2 1 3
Cancer Stage |1 48 6 54 0.06 (NS)
2 437 34 471
3 1028 115 1143
4 356 52 408
Gender Female 642 66 708 0.49 (NS)
Male 1227 141 1368
Place ofRural 901 117 1018 |0.06 (NS)
residence Tribal 5 0 5
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Urban 963 90 1053
Religion Christian 147 11 158 0.13 (NS)

Hindu 1634 181 1815

Muslim 88 15 103
Socioeconomic || Upper Class 137 21 158 0.15 (NS)
Status (BG|lI Upper MiddleClass (323 31 354
Prasad 2023111 Middle Class 390 55 445
Scale) IV Lower MiddleClass [658 64 722

V Lower Class 361 36 397
BMI Groupsl.Underweight 401 55 456 0.1 (NS)
(Asian 2.Normal 775 93 868
Classification) [3.0verweight 281 26 307

4.0bese 1 312 22 334

5.0bese 2 100 11 111
AgeGroups  [Children 6 1 7 0.005

Y oung Adults 34 6 40

Middle Age 306 19 325

Old Adults 782 111 893

Elderly 741 70 811
Relationship ofHusband 243 24 267 0.15 (NS)
primary  careWife 860 99 959
giver Father 34 0 34

Mother 42 6 48

Daughter 227 29 256

Son 298 28 326

Grandparent 4 2 6

Other Relative 156 17 173

Not known 5 2 7
Marital status [Never Married 39 4 43 0.4 (NS)

Un Married 1 1

Married 1636 177 1813
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Divor ced 4 5
Separ ated 22 0 22
Widow (er) 167 25 192
Type of Family [Single 6 0 6 0.03
Nuclear 1456 173 1629
Extended 153 20 173
Joint 254 14 268
Patient’s [lliterate 529 73 602 0.4 (NS)
Educational Primary school 434 38 472
Status Middle school 327 31 358
High school 276 30 306
Higher secondary 130 14 144
Graduate 140 18 158
Professional degree 33 3 36
Highest [lliterate 130 15 145 0.9 (NS)
education ofHigh school 187 20 207
relatives Middle school 253 22 275
Primary school 274 30 304
Higher secondary 253 32 285
Graduate 637 72 709
Professional degree 135 16 151
Total 1869 207 2076

Old Adults and Elderly patients had significantly high tertiary delays (P<0.005).

Patients from joint families had significantly lessor tertiary delays (P=0.03), which was

also evident when we analysed for mean number of family members (More the family

members, lesser thetertiary delay. 4.04 vs 3.74)
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Table 87:Tertiary Delay Vs. Patient Demographics

Total Per Capita
family Monthly
monthly Income |[EORTCQ
Age Total income  ((Rs/Perso LQC30_ T
Tertiary Delay (years) BMI members |(Rs) n) otal_Score
Acceptable [Mean 56.60 [22.07 4.04 14910.06 4017.00 |60.08
Delay Median 57.00 [21.48 4.00 10000.00 [2500.00 [63.00
SD 1206 476 [1.78 22496.02 5551.33 |10.99
Significant |Mean 56.42 2140 3.74 15096.62 4316.38 [62.85
Delay Median 57.00 [21.05 4.00 10000.00 [3000.00 |64.00
SD 11.71 4.8 [1.66 18946.47 |5729.10 (10.77
Total Mean 56.58 [22.00 4.01 14928.66 4046.85 [60.36
Median 57.00 [21.40 4.00 10000.00 [2500.00 [63.00
SD 1202 @477 {177 22163.62 5568.63 [10.99
P value 0.84 0.06 [0.02 0.91 0.72 0.002
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Table 88: Tertiary Delay Vs. Number of Hospitals and Other Delays

U) E
o
©
g o »
g 8 o s
IS 7 g
D = < 3
S a = = >
et @) ©
S i g_gf g s & |® 3 T
5 = o B T go a
7 28 |g = 2% |2 | s
o g E o = a = 2
Tertiary Delay E % E S % g g |E ‘g g
zZ s = |z 8 £ 2 & o4 ca/é
Acceptable Mean  [2.21 1.05 3.25 4861 [25.67 [38.47
Delay Median [2.00 1.00 3.00 30.00 [11.00 [26.00
SD 46 22 54 7285 [38.79 43315
Significant Mean 2.41 1.17 3.58 58.61 [27.23 35.89
Delay Median [2.00 1.00 3.00 31.00 [1400 [25.00
SD 59 43 80 0471 3832 |41.264
Total Mean [2.23 1.06 3.29 4961 [25.83 [38.21
Median [2.00 1.00 3.00 30.00 [11.00 [26.00
SD 48 25 58 7535 [38.74 4312
P value <0.001 <0.001 <0.001 007  |0.58 0.41

Significantly higher tertiary delays were associated with higher number of
Number of doctor g/hospitalsvisited beforestart of cancer treatment, Number of hospitals
visited for cancer treatment and Total Number of doctors hospitals visited (P<0.001)

with moder ate strength of association.
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Table 89: Primary delay Vs. Tertiary Delay

Tertiary Delay Pearson Chi-Relative Risk

Acceptable| Significant square P(95% Confidence
Primary Delay Delay Delay [Total |[Value Interval)
Acceptable Delay 855 38 943 0.38 NS
Significant Delay  |1014 119 1133
Total 1869 207 2076
Table 90: Referral Delay Vs. Tertiary Delay

Tertiary Delay Pear son Relative Risk
Acceptable | Significant Chi-square |(95% Confidence

Referral Delay Delay Delay ([Total P Value Interval)
Acceptable Delay (1389 145 1534 0.19 NS
Significant Delay 1480 62 542
Total 1869 207 2076
Table 91: Secondary Delay Vs. Tertiary Delay

Tertiary Delay Pear son Relative Risk

Acceptable |Significant Chi-square (95% Confidence
Secondary Delay  Delay Delay Total P Value Interval)
Acceptable Delay {1020 118 1138 0.51 NS
Significant Delay 849 89 038
Total 1869 207 2076

Primary, referral or secondary delays did not significantly affect tertiary delays. Once

the cancer was diagnosed, the trestment was initiated without delay in 90% of patients.

Similarly, distance from hometo healthcare facilities did not significantly affect tertiary delays.
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Table 92: Tertiary Delay Vs. Distance from Health Facilities

Distance from Health Facilities Tertiary Delay Pearson Chi-
Acceptable | Significant square P Value
Delay Delay [Total

Near est 1-10Km 1741 195 1936 0.7 (NS)
GP/PHC 11-20 Km 108 10 118

21-30 Km 11 1 12

31-40 Km 4 0 4

41-50 Km 0

>50 Km 2 1 3
Near est 1-10Km 987 97 1084 0.33 (NS)
Speciality 11-20 Km 551 74 625
Hospital 21-30 Km 220 23 243

31-40 Km 69 9 78

41-50 Km 25 1 26

51-75 Km 17 3 20
Nearest Cancer(1-10 Km 295 28 323 0.33 (NS)
Centre 11-20 Km 404 39 443

21-30 Km 283 38 321

31-40 Km 190 19 209

41-50 Km 249 28 277

51-75 Km 352 49 401

76 -100 Km 96 6 102
Current 1-10Km 213 18 231 0.02
Treating 11-20Km 352 31 383
Hospital 21-30 Km 273 29 302

31-40 Km 185 20 205

41-50 Km 246 21 267

51-75 Km 351 58 409

76 -100 Km 135 11 146

101-150 Km 62 16 78
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151-200 Km 27 2 29
201-300 Km 12 0 12
301-400 Km 9 1 10
401-500 Km 3 0 3
> 500 Kms 1 0 1
Total 1869 207 2076
Table 93: Tertiary Delay Vs. Distance from Health Facilities
c S
: B £ o
1 5 B 2 ¢
T 3 I o 3 3 €
a g B g 2 z = <
& % & 2 S g8 %
Tertiary Delay % % % % € g € .% ';2 %
Z <c Z 0O x Z x O & <
Acceptable Mean  4.34 12.99 33.67 45.20
Delay Median (3.00 10.00 28.00 34.00
SD 4.10 9.45 22.31 45.28
Significant Mean  4.45 13.49 34.60 48.07
Delay Median (3.00 11.00 28.00 43.00
SD 4.69 0.76 21.55 36.84
Total Mean 4.35 13.04 33.76 45.49
Median (3.00 10.00 28.00 35.00
SD 4.16 9.48 22.23 44.51
P value 0.72 0.47 0.57 0.03

The only geographical distance that had an association with tertiary or treatment delays
was the distance of home to the current treating hospital. Tertiary delays wer e significantly
morewith thedistancefrom hometo current treating hospital (P=0.02). When we analysed
to identify the distance at which there was significant impact on tertiary delay using a ROC

curve analysis, we found that when the distance of the current treating hospital from home
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was 34.5 km or more, there was higher chance of tertiary delay (71% sensitivity, 70%

specificity)
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Figure 76: ROC Curve for Tertiary Delay Vs. Distance from Current Treating Hospital
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Table 94: ROC Curve for Tertiary Delay Vs. Distance from Current Treating Hospital

Area Under the Curve

Distance between home and current treating hospital (in km) Vs. Tertiary Delay

Area

Std. Error?2

Asymptotic 95% Confidence Interval

Asymptotic Sig.P

L ower Bound

Upper Bound

0.55 0.02

0.02

0.507

0.590

Stati stics may be biased.

The test result variable(s): Distance between home and current treating hospital (in km) has at
least one tie between the positive actual state group and the negative actual state group.

a. Under the nonparametric assumption

b. Null hypothesis: true area= 0.5

Table 95: Tertiary Delay Vs. District - First presented

Tertiary Delay Pear son Chi- Relative Risk
District -  First| Acceptable | Significant square P Value | (95% Confidence
presented Delay Delay [Total Interval
Different district 302 44 346 |0.06 1.35(0.99-1.84)
Same district 1567 163 1730
Total 1869 207 2076

Table 96:Teriary Delay Vs. Hospital where cancer was diagnosed had an oncology

department/ specialist

Hospital where cancer was Tertiary Delay Pear son Relative Risk
diagnosed had an oncology| Acceptable [Significant Chi-square |(95% Confidence
department/ specialist Delay Delay [Total |PValue Interval

Yes 1484 147 1631 (0.005 1.5(1.13-1.98)

No 385 60 445

Total 1869 207 2076
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Absence of an oncologist or an oncology department where the cancer was
diagnosed had a significantly increased risk of having atertiary delay (P=0.005, RR: 1.5
(1.13-198), whereas district of presentation (same vs different) had a non-significantly higher
risk of having a tertiary delay, RR: 1.35 (0.99-1.84). The patients’ home district did not
significantly affect the treatment delays.
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Figure 78: Tertiary Delay Vs. District - First presented
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Table 97: Tertiary Delay Vs. Home District

Tertiary Delay Pearson  Chi-
District Acceptable Delay [Significant Delay [Total square P Value
Ariyalur 26 2 28 0.33
Chengalpattu 15 0 15
Chennai 195 22 217
Coimbatore 140 19 159
Cuddalore 32 7 39
Dharmapuri 12 1 13
Dindigul 39 6 45
Erode 96 11 107
Kallakurichi 3 0 3
Kancheepuram 28 0 28
Kanniyakumari 97 3 105
Karur 30 1 31
Krishnagiri 14 1 15
Madurai 108 8 116
Mayiladuthurai 13 3 16
Nagapattinam 23 4 27
Namakkal 64 5 69
Perambalur 13 2 15
Pudukottai 41 9 50
Ramanathapuram 28 3 31
Ranipet 14 0 14
Salem 60 4 64
Sivagangai 40 3 43
Tenkasi 15 1 16
Thanjavur 95 19 114
TheNilgiris 13 2 15
Theni 39 1 40
Thirunelveli 63 10 73
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Thiruvallur 45 7 52
Thiruvarur 34 6 40
Thoothukudi 26 4 30
Tirupathur 11 1 12
Tiruppur 75 4 79
Tiruvannamalai 33 6 39
Trichirappalli 126 15 141
Vellore 76 5 81
Viluppuram 26 29
Virudhunagar 61 4 65
Total 1869 207 2076
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Total Medical Related Delay:

The mean Total Medical Related Delay defined as the delay in start of cancer
treatment from the first point of contact with healthcare (first presentation to GP/PHC) was
51.50 * 46.34 days ranging from 2 to 440 days (more than 1 year) with a median of 37 days
(IQR 23 to 63 days). This data was again hon-parametric and skewed to the right. Significant
Medical related delay (more than 56 days or 8 weeks) was seen in 28.9% of patients
(n=600). Medical related delays were significantly higher in lung cancer s when compared to
Gastrointestinal (Gl) cancers and Head and Neck Cancers. The other patient demographicsdid
not affect Total medical related delays.

Table 98: Sgnificant Medical Related Delays

Total Medical Related Delay | Patients (N) Per cent (%)
Acceptable Delay (< 56 days) | 1476 71.1
Significant Delay (> 56 days) | 600 28.9

Total 2076 100.0

Total Delay from presentation te treatment {days)

Memn = 315
Sid Dy, = 45340
=200

40

a ] Y] 00 1] 500

Total Delay from presentation to treatment (days)

Figure 79:Sgnificant Medical Related Delays
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Table 99: Medical Related Delay Vs. Patient Demographics

Patient Demographics Total Medical Related Pear son
Delay Chi-
Acceptable | Significant square P
Delay Delay [Total |Value
Cancer Site Gl Cancers 650 271 021 0.005
Head & Neck Cancers 650 226 876
Lung Cancers 174 102 276
Not Known 2 1 3
Cancer Site Anal Canal 13 8 21 0.11 (NS)
Appendix 3 3 6
Bileducts 6 1 7
Colon 01 41 132
Esophagus 147 59 206
Gall bladder 15 21
Liver 19 4 23
Pancr eas 26 34
Rectum 161 76 237
Small Intestine 4 3 7
Stomach 165 62 227
Oral 530 180 710
Pharynx/Larynx 120 46 166
Lung 174 102 276
Not Known 2 1 3
Cancer Stage [1 40 14 54 0.43 (NS)
2 346 125 471
3 810 333 1143
4 280 128 408
Gender Female 506 202 708 0.89 (NS)
Male 970 398 1368
Rural 705 313 1018 0.08 (NS)
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Place ofTribal 5 0 5
residence Urban 766 287 1053
Religion Christian 114 a4 158 0.12 (NS)
Hindu 1298 017 1815
Muslim 64 39 103
Socioeconomic || Upper Class 121 37 158 0.11 (NS)
Status (BGlll Upper MiddleClass 241 113 354
Prasad 2023|11 Middle Class 303 142 445
Scale) IV Lower MiddleClass [517 205 722
V Lower Class 294 103 397
BMI Groupgl.Underweight 317 139 456 0.48 (NS)
(Asian 2.Nor mal 611 257 868
Classification) [3.0verweight 224 83 307
4.0bese 1 238 96 334
5.0bese 2 86 25 111
Age Groups Children 6 1 7 0.15 (NS)
Y oung Adults 590 221 811
Middle Age 241 84 325
Old Adults 610 283 893
Elderly 29 11 40
Relationship ofHusband 199 68 267 0.33 (NS)
primary  careWife 671 288 959
giver Father 30 4 34
Mother 34 14 48
Daughter 175 31 256
Son 235 01 326
Grandparent 5 1 6
Other Relative 123 50 173
Not known 4 3 7
Marital status |Never Married 29 14 43 0.9 (NS)
Un Married 1 0 1

154




Married 1295 518 1813
Divorced 3 2 3
Separ ated 15 7 22
Widow (er) 133 59 192
Type of Family |Single 3 3 6 0.19 (NS)
Nuclear 1144 485 1629
Extended 127 46 173
Joint 202 66 268
Patient’s [lliterate 420 182 602 0.78 (NS)
Educational Primary school 331 141 472
Status Middle school 260 98 358
High school 223 83 306
Higher secondary 107 37 144
Graduate 112 46 158
Professional degree 23 13 36
Highest Illiterate 94 51 145 0.44 (NS)
education ofHigh school 148 59 207
relatives Middle school 202 73 275
Primary school 226 78 304
Higher secondary 200 35 285
Graduate 503 206 709
Professional degree 103 48 151
Total 1476 600 2076
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Table 100: Medical Related Delay Vs. Patient Demographics

Total Per Capita
family Monthly
monthly Income |[EORTCQ
Total Medical RelatedAge Total income  ((Rs/Perso LQC30_ T
Delay (years) BMI members |(Rs) n) otal_Score
Acceptable [Mean 56.75 2211 4.04 15333.94 412425 [59.92
Delay Median 58.00 21.48 4.00 10000.00 [2500.00 (63.00
SD 1226 483 |1.79 24664.99 6000.60 [11.13
Significant |Mean 56.17 21.72 3.95 13931.67 [3856.44 (61.43
Delay Median 56.00 21.11 4.00 10000.00 [2500.00 (64.00
SD 1142 460 171 14219.92 4324.80 (10.59
Total Mean 56.58 [22.00 {4.01 14928.66 |4046.85 |60.36
Median 57.00 2140 4.00 10000.00 [2500.00 (63.00
SD 12.02 477 [L.77 22163.62 [5568.63 [10.99
Pvalue 0.32 0.09 [0.31 0.19 0.3 0.01
Total Medical
Related E;Iay
g — i
E atn
N
S fitencers  Hawd bNeck _!! Mot Known

Cant ers

Figure 80:Medical Related Delay Vs. Cancer Ste
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Figure 82:Medical Related Delay Vs. Cancer Stage
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Figure 83:Medical Related Delay Vs. SES
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Figure 85:Medical Related Delay Vs. Age

Asexpected, Total Medical Related Delays wer e higher with a greater Number of
doctor s/hospitalsvisited before start of cancer treatment, Number of hospitalsvisited for
cancer treatment, and Total Number of doctors/ hospitals visited (P<0.001) with
moder ate strengths of association.

Also, asexpected, increasein primary, secondary, referral and tertiary delaysalso
affected total medical related delays. Theassociationsand relativerisksfor each aregiven
in the tables and figures below. The delays with the highest association with medical
related delays were referral and secondary delays (34% and 55% associations
respectively and RR: 3.6 (3.1-4.18) and 2.2 (2.04-2.37) respectively)
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Table 101: Number of Hospitals and other delays

S 5 5 Z
22 |5 |8
22 13 7
2 % g
bl o8k
g 2 g o |° > > © >
o B o D
s 8 |2 B8 2 | |0 |o
5 = 5 8 E o | > la
Total Medical RelatedZ © (8 © |2 5 |§ [T |3 -
Dela E S ESIg 5 |E ‘g 2 e
y 28 2§52 18 & [§ 2
Acceptable M ean 2.07 1.03 3.11 51.11 [11.34 [20.08 [9.34
Delay Median  [2.00 100 300  [31.00 800 [19.00 [7.00
SD 0.31 0.19 0.38 74.96 (1450 [12.03 [8.02
Significant Mean 2.61 112 3.73 45.92 61.47 82.83 [22.98
Delay Median 3.00 1.00 4.00 28.50 51.00 [68.00 |12.00
SD 0.59 0.36 0.72 76.23 53.76 |57.26 [27.00
Total M ean 2.23 1.06 3.29 49.61 [25.83 [38.21 |13.29
Median [2.00 1.00 3.00 30.00 11.00 [26.00 (8.00
SD 0.48 0.25 0.58 75.35 [38.74 4311 (17.16
P value <0.001 <0.001 <0.001 1[0.16 [<0.001 [<0.001 [<0.001
Eta 0.51 0.16 0.49 0.59 0.66 0.36
Eta squared 0.26 0.03 024 034 044 013
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Table 102: Primary Delay Vs. Total Medical Related Delay

Total Medical Related Pearson Chi-Relative Risk
Delay square P(95%
Acceptable |Significant Value Confidence
Primary Delay Delay Delay Total Interval)
Acceptable Delay 643 300 043 0.008 1.2 (1.05-1.38)
Significant Delay 833 300 1133
Total 1476 600 2076
Table 103:Referral Delay Vs. Total Medical Related Delay
Total Medical Related Pearson Chi-Relative Risk
Delay square P(95%
Acceptable [Significant Value Confidence
Referral Delay Delay Delay Total Interval)
Acceptable Delay (1344 190 1534 <0.001 3.6 (3.1-4.18)
Significant Delay 132 410 542
Total b 600 2076
Table 104: Secondary Delay Vs. Total Medical Related Delay
Total Medical Related Pearson Chi-Relative Risk
Delay square P(95%
Acceptable |Significant Value Confidence
Secondary Delay  |Delay Delay Total Interval)
Acceptable Delay 1073 65 1138 <0.001 2.2 (2.04-2.37)
Significant Delay 1403 535 038
Total 1476 600 2076
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Table 105: Tertiary Delay Vs. Total Medical Related Delay

Total Medical Related Pearson Chi-Relative Risk
Delay square P(95%
Acceptable |Significant Value Confidence
Tertiary Delay Delay Delay Total Interval)
Acceptable Delay (1423 446 1869 <0.001 2.97 (2.35-3.76)
Significant Delay (53 154 207
Total 1476 600 2076
Bar Chart
1004 | Total Medical
| Related Dslay
Groups
B ccepiable Cslay
£ ' B Significart Dday

5mI

Accaptable Deley

Figure 86:Primary Delay Vs. Total Medical Related Delay
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Primary Delay: Acceptable s Significant
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Figure 87:Referral Delay Vs. Total Medical Related Delay
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Figure 88: Secondary Delay Vs. Total Medical Related Delay

163



HSiP

=

Bar Chart

1500 | Total Medical
Relatad Delay
Groups

B t:cepiabls Delay
B Cignificart Daday

1,00

-ﬁc:-:-pba-:.le Delay Significant Delay
Tertiary Delay: Acceptable s Significant

Figure 89: Tertiary Delay Vs. Total Medical Related Delay

The distance from home to healthcare facilities: Nearest GP/PHC from home (in Km),
Nearest Speciality Govt/Private Hospital (in Km), Nearest Cancer Centre (in Km) and Distance
between home and current treating hospital (in km) did not have a significant effect on the
Total medical related delays. Similarly, the patient’s home district or whether the patient first
presented to ahospital within the same district or not did not affect total medical related delays.

The absence of an oncologist in the hospital where cancer was diagnosed had an
increased risk of total medical related delays (RR: 1.11 (1.03-1.18), (P=0.004)

Table 106: Total Medical Related Delay Vs. Distance from Health Facilities

Distance from Health Facilities Total Medical Related Pear son
Delay Chi-
Acceptable [Significant square P
Delay Delay Total |Value
Near est 1-10Km 1377 559 1936 0.8 (NS)
GP/PHC 11-20 Km 82 36 118
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21-30 Km 10 2 12
31-40 Km 2 2 4
41-50 Km 3 0
>50 Km 2 1
Near est 1-10Km 785 299 1084 0.7 (NS)
Speciality 11-20Km 430 195 625
Hospital 21-30 Km 175 68 243
31-40 Km o5 23 78
41-50 Km 17 9 26
51-75 Km 14 6 20
Nearest Cancer|l-10Km 227 96 323 0.36 (NS)
Centre 11-20Km 326 117 443
21-30 Km 221 100 321
31-40 Km 159 50 209
41-50 Km 189 38 277
51-75 Km 279 122 401
76 -100 Km 75 27 102
Current 1-10Km 164 67 231 0.56 (NS)
Treating 11-20 Km 280 103 383
Hospital 21-30 Km 203 99 302
31-40 Km 152 53 205
41-50 Km 190 77 267
51-75 Km 281 128 409
76 -100 Km 104 42 146
101-150 Km 56 22 78
151-200 Km 23 6 29
201-300 Km 11 1 12
301-400 Km 9 1 10
401-500 Km 2 1 3
More Than 500 Kms 1 0 1
Total 1476 600 2076
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Table 107: Total Medical Related Delay Vs. Distance from Health Facilities

c s
= o
5 s |2 5 o
= - o £ c
O =2 0o O § g =
I |8 T o = £
S E 8 g £ g S
c ¥ |& 3 S o B S
T3 |8 & i e 3 2
Total Medical Related Delay § £E |8 3 |§E BT &
Z & |z O ¥ |z~ | 8 £
IAcceptable Delay Mean 4.38 12.90 33.55 46.07
Median 3.00 10.00 28.00 35.40
SD 4.22 0.40 22.16 46.43
Significant Delay Mean 4.28 13.38 34.29 44.06
Median 3.00 10.75 28.00 35.00
SD 4.01 0.65 22.42 39.39
Total M ean 4.35 33.76 13.04 145.49
Median 3.00 28.00 10.00 35.00
SD 4.16 22.23 0.48 44.51
P value 0.63 0.49 0.29 0.35
Table 108: Total Medical Related Delay Vs. District First Presented
Total Medical Related Pear son Chi-Relative Risk
Delay square P Value |(95% Confidence
District -  FirstjAcceptable [Significant Interval
presented Delay Delay Total
Different district 250 96 346 |0.06 0.95(0.8-1.14)
Same district 1226 504 1730
Total 1476 600 2076
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Table 109: Total Medical Related Delay Vs. Presence of Oncologist

Hospital where cancer[Total Medical Related Pearson |Relative Risk
was diagnosed had anDelay Chi- (95% Confidence
oncology department/Acceptable [Significant square Plinterval
specialist Delay Delay Total Value
Yes 542 1089 1631 0.004 1.11 (1.03-1.18)
No 116 329 445
Total 658 1418 2076
Bar Chart
Tatal Madical
S Related Delay
| Groups
B 5ccapiahles Delay
v 6oa | B Signiicant Delay

Colrl

] -
L T | -

Differant

adismect

District - First presented

Same district

Figure 90: Total Medical Related Delay Vs. District First Presented
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Figure 91: Total Medical Related Delay Vs. Presence of Oncologist

Table 110: Total Medical Related Delay Vs. Home District

Total Delay

Groups

B Acceplabls Celay
W Significart Delay

Total Medical Related Delay

Pear son Chi-

District Acceptable Delay [Significant Delay ([Total square P Value
Ariyalur 17 11 28 0.33
Chengalpattu 10 5 15

Chennai 151 66 217
Coimbatore 108 51 159
Cuddalore 26 13 39
Dharmapuri 7 6 13

Dindigul 26 19 45

Erode 79 28 107
Kallakurichi 1 3
Kancheepuram 23 5 28
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Kanniyakumari 77 28 105
Karur 25 6 31
Krishnagiri 14 1 15
Madurai 79 37 116
Mayiladuthurai 13 3 16
Nagapattinam 17 10 27
Namakkal 58 11 69
Perambalur 11 4 15
Pudukottai 36 14 50
Ramanathapuram 22 31
Ranipet 10 4 14
Salem 53 11 64
Sivagangai 28 15 43
Tenkas 10 6 16
Thanjavur 80 34 114
The Nilgiris 3 7 15
Theni 28 12 40
Thirunelveli 53 20 73
Thiruvallur 34 18 52
Thiruvarur 30 10 40
Thoothukudi 21 9 30
Tirupathur 7 5 12
Tiruppur 58 21 79
Tiruvannamalai 26 13 39
Trichirappalli 107 34 141
Vellore 56 25 81
Viluppuram 23 6 29
Virudhunagar 44 21 65
Total 1476 600 2076
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Total Delay:

Mean Total Delay defined as time from start of the symptoms to the first cancer
treatment was 336.95 + 250.42 days (range 63 -1470 days), median was 246 days (IQR: 185 -
385 days). Thisdatawas again non-parametric and skewed to theright. Significant Total delay
(more than 56 days or 8 weeks) was seen in 68.3% of patients (n=1418). There was no
significant difference in Total Delays between the cancer sites. There was significant
differencein Total Delays between the cancer stages (Higher the stage, longer the delay).
Body Mass Index (BMI) had a significant negative association with Total Delays (lower the
BMI, higher the Total Delay)

Table 111: Sgnificant Total Delay

Total Delay Patients (N) Percent (%)
Acceptable Delay (< 56 days) 658 317
Significant Delay (> 56 days) 1418 68.3

Total 2076 100.0

Tetal Delay from symptom to treatment (days)

Memn = 10171
Sid. Dy, = G255
=200

£

a 200 LLE] B30 B0 100 10

Total Delay from symptom to treatment (days)

Figure 92: Sgnificant Total Delay
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Table 112: Total Delay Vs. Patient Demographics

Patient Demographics Total Delay Pear son
Chi-
Acceptable | Significant square P
Delay Delay ([Total [Value
Cancer Site Gl Cancers 297 624 921 0.47 (NS)
Head & Neck Cancers 281 595 876
Lung Cancers 80 196 276
Not Known 0 3 3
Cancer Site Anal Canal 16 21 0.39 (NS)
Appendix 1 5 6
Bileducts 2 5 7
Colon 42 90 132
Esophagus 67 139 206
Gall bladder 12 ¢) 21
Liver 12 11 23
Pancr eas 11 23 34
Rectum 73 164 237
Small Intestine 2 S 7
Stomach 70 157 227
Oral 230 480 710
Pharynx/Larynx 51 115 166
Lung 80 196 276
Not Known 0 3 3
Cancer Stage [1 23 31 54 0.004
2 176 295 471
3 343 800 1143
4 116 202 408
Gender Female 241 467 708 0.1 (NS)
Male 417 051 1368
Rural 309 709 1018 0.4 (NS)
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Place ofTribal 2 3 5
residence Urban 347 706 1053
Religion Christian 48 110 158 0.1 (NS)
Hindu o87 1228 1815
Muslim 23 80 103
Socioeconomic || Upper Class 59 99 158 0.09 (NS)
Status (BG|lI Upper MiddleClass  [109 245 354
Prasad 2023111 Middle Class 121 324 445
Scale) IV Lower MiddleClass 244 478 722
V Lower Class 125 272 397
BMI Groupgl.Underweight 126 330 456 0.02
(Asian 2.Nor mal 261 607 868
Classification) [3.0verweight 107 200 307
4.0bese 1 122 212 334
5.0bese 2 42 69 111
Age Groups Children 4 3 7 0.05 (NS)
Y oung Adults 273 538 811
Middle Age 114 211 325
Old Adults 255 638 893
Elderly 12 28 40
Relationship ofHusband 103 164 267 0.008
primary  careWife 287 672 959
giver Father 18 16 34
Mother 11 37 48
Daughter 31 175 256
Son 104 222 326
Grandparent 4 2 6
Other Relative 48 125 173
Not known 2 5 7
Marital status |Never Married 14 29 43 0.28 (NS)
Un Married 1 0 1
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Married 579 1234 1813
Divorced 3 2 3
Separ ated 4 18 22
Widow (er) 57 135 192
Type of Family |Single 0 6 6 0.13 (NS)
Nuclear 512 1117 1629
Extended 50 123 173
Joint 96 172 268
Patient’s [lliterate 172 430 602 0.33 (NS)
Educational Primary school 149 323 472
Status Middle school 122 236 358
High school 104 202 306
Higher secondary 53 01 144
Graduate 49 109 158
Professional degree 9 27 36
Highest Illiterate A4 101 145 0.17 (NS)
education ofHigh school 70 137 207
relatives Middle school 104 171 275
Primary school 96 208 304
Higher secondary 95 190 285
Graduate 202 507 709
Professional degree 47 104 151
Total 658 1418 2076

Similarly, the relationship of the primary care giver (P=0.008) had a significant

association with total delays (male primary care giver — lesser delay compar ed to female

primary care giver). The total family income (P=0.04) also had a significant association

with total delays (lesser income — mor e delays)
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Table 113: Total Delay Vs. Patient Demographics

Total Per Capita
family Monthly [EORTCQ
monthly [Income |LQC30
Age Total income  |(RY Total
Total Delay (years) BMI members |(Rs) Person) |Score
Acceptable [Mean 56.84 2250 4.07 1641125 4323.05 [59.74
Delay Median 58.00 2210 4.00 10000.00 [2500.00 (63.00
SD 1274 471 |1.83 31196.45 6883.39 [10.86
Significant Mean 56.46  [21.77 3.99 14240.69 [3918.68 |60.65
Delay Median 57.00 21.09 4.00 10000.00 [2500.00 (63.50
SD 1168 4.78 [1.74 16327.89 4836.21 (11.05
Total Mean 56.58 [22.00 {4.01 14928.66 |4046.85 |60.36
Median 57.00 2140 4.00 10000.00 [2500.00 (63.00
SD 12.02 477 [L.77 22163.62 [5568.63 [10.99
P value 0.5 0.001 (0.35 0.04 0.12 0.11
Ty

B accaprabbe Dalay
M Gignifican Dty

g -

H Cancers Hesd & Mack Lung Cancers Mt Knodin
CanceErs

Figure 93: Total Delay Vs. Cancer Ste
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Figure 97: Total Delay Vs. BMI
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Table 114: Total Delay Vs. Distance from Health Facilities

Distance from Health Facilities Total Delay Pearson
Chi-
Acceptable [Significant square P
Delay Delay Total [Value

Near est 1-10Km 609 1327 1936 0.81 (NS)
GP/PHC 11-20Km 40 78 118

21-30 Km 6 6 12

31-40 Km 1 3 4

41-50 Km 1 2

>50 Km 1 2 3
Near est 1-10Km 361 723 1084 0.04
Speciality 11-20 Km 194 431 625
Hospital 21-30 Km 72 171 243

31-40 Km 26 52 78

41-50 Km 2 24 26

51-75 Km 3 17 20
Nearest Cancer(1-10 Km 105 218 323 0.48 (NS)
Centre 11-20 Km 154 289 443

21-30 Km 96 225 321

31-40 Km 65 144 209

41-50 Km 83 194 277

51-75 Km 117 284 401

76 -100 Km 38 64 102
Current 1-10 Km 80 151 231 0.23 (NS)
Treating 11-20 Km 134 249 383
Hospital 21-30 Km 78 224 302

31-40 Km 59 146 205

41-50 Km 90 177 267

51-75 Km 123 286 409

76 -100 Km 52 94 146
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101-150 Km 21 57 78
151-200 Km 9 20 29
201-300 Km 6 6 12
301-400 Km 5 5 10
401-500 Km 1 2 3
More Than 500 Kms 0 1 1
Total 658 1418 2076
Table 115: Total Delay Vs. Distance from Health Facilities
c
= = o
~ ()
5 = = 5 o
= - o £ c
O = 0 o § @' —
r ©T I o = £
x E g 2 2 g C =
5 X g 3 S a5 £
85 g g g 5 3 <
Total Delay g § § 3 € § € 22 8
Z c Z2 0O ¥ Z X A &8 <
Acceptable Mean  4.37 12.18 33.14 45.98
Delay Median [3.00 10.00 28.00 35.50
SD 4.36 8.33 22.46 47.17
Significant Mean 4.34 13.44 34.05 45.27
Delay Median [3.00 10.00 28.00 35.00
SD 4.06 0.94 22.13 43.23
Total Mean |4.35 33.76 13.04 45.49
Median (3.00 28.00 10.00 35.00
SD 4.16 22.23 0.48 44.51
P value 0.88 0.005 0.38 0.74

The distance from home to the nearest speciality hospital was significantly
associated with Total Delays (P=0.005) (longer the distance— longer thedelay — moderate

strength of association.
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Table 116: Total Delay Vs. Distance from Home to nearest specialty hospital ROC Curve

Area Under the Curve

Test Result Variable(s): Nearest Speciality Govt/Private Hospital (in Km)

Area

Std. Error?

Asymptotic 95% Confidence Interval

Asymptotic Sig.?

Lower Bound

Upper Bound

529

013

034

.502

.555

be biased.

Thetest result variable(s): Nearest Speciality Govt/Private Hospital (in Km) has at |east one
tie between the positive actual state group and the negative actual state group. Statistics may

a. Under the nonparametric assumption

b. Null hypothesis: true area= 0.5

Using ROC curve analysis, a cut off distance for home to nearest speciality hospital
that leads to atotal delay was calculated: 24.25 km had a 91% sensitivity for Total delay and a
cutoff of 10.25 km had a sensitivity of 55% and a specificity of 51%.

Patients’ home district, district where they first presented, presence of an oncologist in

the treating hospital, etc. did not have any significant association with total delays.

Table 117:District - First presented

Total Delay Pear son Chi-Relative Risk
District -  FirstAcceptable [Significant square P Value |(95% Confidence
presented Delay Delay Total Interval
Different district |95 251 346 |0.06 1.08 (1-1.16)
Same district 563 1167 1730
Total 658 1418 2076
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Table 118: Total Delay Vs. Home district

Total Delay Pearson  Chi-
District Acceptable Delay [Significant Delay [Total square P Value
Ariyalur 5 23 28 0.11
Chengalpattu 5 10 15
Chennai 64 153 217
Coimbatore 66 93 159
Cuddalore 11 28 39
Dharmapuri 3 10 13
Dindigul 14 31 45
Erode 39 68 107
Kallakurichi 1 2 3
Kancheepuram 11 17 28
Kanniyakumari 26 79 105
Karur 10 21 31
Krishnagiri 7 3 15
Madurai 45 71 116
Mayiladuthurai 9 16
Nagapattinam 4 23 27
Namakkal 25 44 69
Perambalur 4 11 15
Pudukottai 14 36 50
Ramanathapuram 8 23 31
Ranipet 5 9 14
Salem 24 40 64
Sivagangai 17 26 43
Tenkas 7 ¢) 16
Thanjavur 25 89 114
TheNilgiris 4 11 15
Theni 13 27 40
Thirunelveli 19 54 73
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Thiruvallur 14 38 52
Thiruvarur 3 32 40
Thoothukudi 6 24 30
Tirupathur 2 10 12
Tiruppur 28 51 79
Tiruvannamalai 12 27 39
Trichirappalli 38 103 141
Vellore 29 52 81
Viluppuram 12 17 29
Virudhunagar 26 39 65
Total 658 1418 2076

As expected, there was a significant positive association between total delays and

the Number of doctors/hospitals visited before start of cancer treatment, Number of

hospitals visited for cancer treatment, and Total Number of doctors hospitals visited

(P<0.001, moder ate strength of associations).

Similarly, there was a significant positive association between total delays and

other cancer delays (individually) with the strongest risk factors being referral delays

RR: 10.2 (6.7-15.5) and tertiary delays RR: 7.2 (3.9-13.2)

Table 119: Total Delay Vs. Number of Hospitals Visited and other Cancer Delays
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SD 24 .16 .30 1059 17.06 10.01 16.63
Significant Mean 2.33 1.08 3.40 65.25 [33.91 4883 [15.78
Delay Median [2.00 1.00 [300  [37.00 [19.00 [33.00 [9.00

SD 52 29 .63 86.54 43.08 48.16 [19.78
Total Mean 2.23 1.06 [3.29 49.61 25.83 [38.21 [13.29

Median [2.00 1.00 [3.00 30.00 11.00 [26.00 [8.00

SD 0.48 0.25 (0.58 75.35 [38.74 43.11 [17.16
P value <0.001 <0.001 <0.001 [<0.001<0.001 [<0.001 [<0.001
Eta 0.31 0.09 [0.29 031 031 (036 [0.21
Eta squared 0.09 0.008 (0.09 0.09 1[0.09 0.13 0.05
Table 120: Primary Delay Vs. Total Delay

Total Delay Pearson Chi-Relative Risk
Acceptable [Significant square P Valug(95% Confidence
Primary Delay Delay Delay Total Interval)
Acceptable Delay 515 428 943 <0.001 4.3 (3.7-5.1)
Significant Delay (143 990 1133
Total 658 1418 2076
Table 121: Referral Delay Vs. Total Delay
Total Delay Pearson Chi-Relative Risk
square P(95%
Acceptable [Significant Value Confidence

Referral Delay Delay Delay Total Interval)
Acceptable Delay 636 898 1534 <0.001 10.2 (6.7-15.5)
Significant Delay 22 520 542
Total 658 1418 2076
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Table 122: Secondary Delay Vs. Total Delay

Total Delay Pearson Chi-Relative Risk
square P(95%
Acceptable [Significant Value Confidence
Secondary Delay  |Delay Delay Total Interval)
Acceptable Delay 566 572 1138 <0.001 5.1(4.1-6.2)
Significant Delay (92 846 038
Total 658 1418 2076
Table 123: Tertiary Delay Vs. Total Delay
Total Delay Pearson Chi-Relative Risk
square P(95%
Acceptable [Significant Value Confidence
Tertiary Delay Delay Delay Total Interval)
Acceptable Delay 648 1221 1869 <0.001 7.2 (3.9-13.2)
Significant Delay 10 197 207
Total 658 1418 2076
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Figure 102:Primary Delay Vs. Total Delay
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Figure 104: Secondary Delay Vs. Total Delay
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RESULTS- QUALITATIVE STUDY
The Key Informant Interviews (KI1) were undertaken with a purposefully selected

sample of 6 cancer treating doctors/ Oncologist and 4 primary care doctors who were currently
practicing in our study multi centric places. The purpose of the KI1 was to explore the various
determinants of delay for diagnosis and management of cancer.

The result of the 10 Key Informant Interviews was described under two key themes
using the thematic analysis: (1) Patient Centric Factors and (2) Health Care system challenges.
There were 2 categories under the theme Patient Centric Factors (1) Fear & Denia and (2)
Professional Education & Awareness. Two Categories emerged under the theme Hedlth Care
System challenges, (1) Infrastructure and (2) Process improvement and standardization.

Figure 106: Conceptual Framework: Determinants of delay for Diagnosis & Management of

Cancer.
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Figure 107:Word Cloud: The Codes Generated.

The codes generated in the content analysis, for the 10 interviews were described in word cloud
using QDA Miner Lite Qualitative Analysis Software.

Theme 1: Patient Centric Factors
Category 1.1: Fear & Denial

Subcategory 1.1.1 Financial barriers

Oncologists says most of the cases from rural areas and few from urban
also have financial constraints for their day-to-day activities, though in
government there is cost free treatment or Insurance Coverage. ‘“Patients often
face financial constraints, leading to delays in seeking healthcare, including
cancer diagnosis and treatment”
Subcategory 1.1.2 Patient fears

Doctor states that the fear among the patient regarding the investigation
and treatment process is existing. “Fear regarding biopsy (myth that cancer
spreads by biopsy) among patients, Patients not turning up for biopsy fearing
cancer diagnosis' He adds proper counselling and explanation would help to
overcome this hurdle for treatment seeking.

Subcategory 1.1.3 Alter native ther apy impact
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As a combining effect of financial restrictions and fear towards the
treatment, Patients are interested in experimenting the AYUSH therapy.
“Patients sometimes opt for alternative therapies instead of conventional
treatments due to fear or misinformation about cancer treatment side effects”

Category 1.2: Professional Education & Awareness.
Subcategory 1.2.1 Public awar eness

Oncologists felt the public awareness also a major concern "Increasing
public awareness is crucial to dispel fears and misconceptions, encouraging
individuals to seek timely cancer diagnosis.” Another doctor from central part
of the state echoed "Public awareness initiatives can help in overcoming
challenges such as delayed biopsy reporting and improving accessibility to
oncologists.” “Educating the public about cancer symptoms and the importance
of early detection is essential for fostering a proactive approach to healthcare.”
Subcategory 1.2.2Screening acceptance

Along with the public awareness on the cancer, oncologists urge to
motivate and encourage the public to take in screening. “Encouraging screening
acceptance among the public is vita to detecting cancers early and improving
overall prognosis.” Stressing on early detection and prompt treatment by patient
self-driven for cancer screening “Improving access and acceptance of cancer
screening can help overcome challenges such as delayed biopsy reporting and
treatment delays." "Educating individual s about the benefits of cancer screening

iscrucia for increasing screening acceptance and facilitating early diagnosis.”

Theme 2: Health Care system challenges
Category 2.1: Infrastructure
Subcategory: 2.1.1 Diagnostic challenges
Magor concern in the diagnostic delays is interdepartmental
collaboration and laboratory departments’ cooperation. "In many institutions,
diagnostic challenges arise due to delayed biopsy reporting, often taking 5-7
days, impacting timely cancer diagnosis.” Primary/General Physicians also

should have the advanced understanding on the cancer diagnostics." Addressing
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challengesin cancer diagnosis requires educating primary care physicians about
warning symptoms and appropriate investigations.”
Subcategory: 2.1.2 Oncologist accessibility

The oncologist accessibility is questionable in peripheral districtsin our
state. "Ensuring accessibility to oncologists is crucial, as delayed access may
impact the diagnostic process and subsequent cancer management. "Strong
referral system should be established to prevent these concerns."Improving
access to oncol ogists, making it easier and mandatory for patients with warning
symptoms, is akey step in streamlining cancer diagnosis pathways."
Subcategory: 2.1.3 Insurance barriers

“Financial planning and insurance approval, especially under
state/central programs, can be significant barriers, leading to delays in cancer
treatment initiation.” While insurance schemes have become pivotal in recent
healthcare-seeking behaviours among patients, the time-consuming approval
process often forces patients to endure delaysin initiating timely treatment.
Subcategory: 2.1.4 Treatment delay factors

Other factorsfor the treatment delay in cancer patients, "Factors such as
the need for increased investigations in complex cancer scenarios, optimization

of comorbid conditions before initiating treatment and delays”

Category 2.2: Process improvement and standar dization

Subcategory: 2.2.1 Pathway streamlining

Ensuring a smooth and efficient diagnostic process is contingent upon
the standardization and optimization of pathways, guaranteeing a more
streamlined and effective journey from initial presentation to final cancer
diagnosis.” Streamlining pathways involves creating standardized processes,
such astiming referral protocols, to enhance the efficiency and effectiveness of
the diagnostic journey from primary care to specialized cancer diagnosis.”
Subcategory: 2.2.2 Onco pathology standardization

Framing guidelines for the diagnosis and referral system will be
significant in mitigating the delay and avoid the potential factors causes delay

in diagnosis and treatment “Efforts in standardizing evaluation protocols and
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refining referral timing play a pivotal role in streamlining pathways from a
patient'sinitial presentation to afamily physician to thefinal cancer diagnosis.”

"Addressing pathway streamlining involves creating standard operating
procedures (SOPs) to uniformly follow the evaluation of cancer symptoms,

ensuring a seamless and efficient diagnostic process.”
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DISCUSSION

The study reports about the delays in cancer diagnosis and management for patients
with ora cavity, lung, and gastro intestinal tract cancers in Tamil Nadu can be attributed to
various factors such as limited access to healthcare facilities, lack of awareness about
symptoms, cultural beliefs, and insufficient healthcare infrastructure. These delays can also
result from challenges in the referral process, long wait times for appointments and diagnostic
tests, and delays in receiving biopsy results and treatment initiation.

Social determinants and geographical barriers can also impact access to heathcare
services, leading to delaysin cancer diagnosis and management. These include socioeconomic
status, education level, cultura beliefs, language barriers, lack of transportation, and distance
from healthcare facilities. In rural areas or regions with poor infrastructure, accessing
specialized healthcare services for cancer diagnosis and treatment can be particularly
challenging. Additionally, stigma associated with cancer or certain symptoms may discourage
individuals from seeking timely medical care.

Delays in cancer diagnosis and management can have significant implications for
patient outcomes, as longer delays may result in cancer being diagnosed at a more advanced
stage, limiting treatment options and decreasing the likelihood of successful outcomes. Delays
in treatment initiation can lead to disease progression and worsened overall survival rates.
Understanding the factors contributing to delays and addressing them effectively are crucial
steps in improving cancer outcomes. Gathering data on healthcare access, diagnostic and
treatment timelines, socioeconomic factors, and cancer outcomes among patients with oral
cavity, lung, and gastrointestinal tract cancersin Tamil Nadu can provide valuableinsightsinto
these challenges and help identify targeted interventions to reduce delays and improve cancer
care. Therefore, delaysin cancer diagnosis can be attributed to various social and geographical
factors.

Demographic and socioeconomic factors contribute to delays, while geographical
factors include distance between the patient's nearest GP/PHC, government or specialty
hospital, cancer center, and current treating hospital. Delays in cancer diagnosis can be based
on actual delays, patient-reported reasons, and significant delays. Cancer outcomes include
treatment adherence, follow-up adherence, recurrence and survival data. These factors can

impact the patient's overall health and treatment outcomes.
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A quantitative study was conducted in 32 cancer hospitals in Tamil Nadu, identifying
2076 patientswith amale-to-femaleratio of 2:1. The mean age of the patientswas 56.58 £12.02
years, with 7 pediatric patients and 811 elderly patients. The elderly population consisted of
594 patients aged 61-70 years, 190 in the 71-80 years age group, and 27 super senior citizens.
The mean height of the patientswas 1.57 + 0.11 meters, and their mean weight was 53.9 +12.7
kg. The patients had a mean Body Mass Index (BMI) of 22 £4.8 kg/m2. The study provides
valuable insights into patient demographics and health outcomes.

Therefore, the patient population in Tamil Nadu was representative, covering al
districts with the highest numbers in Chennai, Coimbatore, Thanjavur, Thoothukudi, and
Madurai. The population was equally divided between urban and rural areas, with tribal
populations making up less than one percent of the population. Geographic distribution is
shown in Tables 6 and Figures 8 and 9.

The study analysed the distance from home to healthcare facilities and hospitals. The
mean distance from home to the nearest healthcare facility was 4.35 + 4.15 km, with 93% living
within a10 km radius. The nearest specialty private hospital or Government Hospital was 13.01
+ 9.5 km, with over 50% having a speciality hospital within a 10 km radius and over 80%
within a 20 km radius. The nearest cancer center was 33.76 £ 22.32 km, with over 75% of
patients living within a50 km radius and all (100%) within a 100 km radius of a cancer center.
The mean distance from the current treating hospital to home was 45.5 km + 44.51 km, with
two-thirds (66.7%) choosing a cancer hospital within a 50 km radius and 95% of patients
choosing a cancer hospital within 100 km radius from their home. The mean distance from
nearest healthcare facility was equal between rural and urban areas, but cancer patients from
rural areas had to travel significantly longer distancesto access a speciality hospital or acancer
center than peoplein urban areas. They also travelled more than urban area people to get cancer
treatment. There was also asignificant difference in the distance from the nearest cancer centre
and home and distance between home and current treating hospital amongst people of different
religions. Christians were closer to cancer centres or choosing nearer cancer centres for

treatments than people of other religions.

The patient demographicsin Tamil Nadu were predominantly Hindu, with 87.4% being
Hindus. The majority of patients were married, with 87.3% being married and 78.5% from
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nuclear families, with a mean family strength of 4 members, evenly divided between religions
and place of residence. The primary caregiver for 59.1% of patients (n=1226) wastheir spouse,
reflecting their marital status and family structure. Hence over 90% of patients were either
illiterate or had only school-level education, while over 40% of the highest-educated family
members were either graduates or had a professional degree, according to a study examining
patient and relative educational status. The study found significant differences in patient
educational status and the highest educational status of primary care giver/head of family
between rural and urban popul ations. Male patients had higher educational status, whilefemale
patients had lower education. However, there was no significant difference between Hindus,
Muslims, or Christians. Age groups also showed less education in elderly patients, but no
significant difference was found between Hindus, Muslims, or Christians.

The patient's monthly family income ranged from Rs. 900 to Rs. 500000, with a per
capita income of Rs. 4046.85 + 5568.63. The Modified BG Prasad Classification (October
2023) classified the patients into 5 socia classes, with the mgjority being from the Lower
Middle Class (34.8%), Middle Class (21.4%), and Upper Middle Class (17.1%).The study
analysed the occupations of patients and primary caregivers using the Kuppusamy
Socioeconomic scale. Over 50% of patients were unskilled or semiskilled workers, with 25.4%
unemployed. The mgjority of primary caregivers were also unskilled or semiskilled workers,
with 49.1% being unemployed, 15.8% unemployed, and around 10% professional/semi-
professionals. Professionals and semi-professionals made up less than 8% of the population.

The patient population primarily had ora cancers (34.2%), followed by lung cancer
(13.3%), rectal cancer (11.4%), and stomach cancer (10.9%). Most patients had advanced
stages at presentation, with Stage |11 being the most common at 55.1% and Stage 1V at 19.6%.
Hence, the most common presenting symptoms of cancer are persistent abdominal discomfort
(21.2%), altered bowel habits (20%), and mouth pain (17.7%). Common comorbiditiesinclude
diabetes and hypertension. Most patients (83.3%) present to a hospital within their district for
symptoms, with private hospitals being preferred more than government hospitals for first
presentation (79% vs 21%). 59.4% of patients were suspected or diagnosed at the hospital of
their first presentation and referred earlier for treatment. Patients preferred private specialty or
tertiary level hospitals for cancer diagnosis.

In 78.6% of cancer cases, an oncologist was available at the hospital where the cancer

was diagnosed. Patients preferred private hospitals for treatment, with 98.4% having an
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oncologist available at the hospital where treatment began. The magjority (77.2%) visited at
least two doctors/hospitals for cancer diagnosis, with 20.3% visiting four. The median number
of hospitals visited before treatment was two. After diagnosis, 95.5% of patients stayed at a
single hospital, with less than 6% changing hospitals. The median number of hospitals visited
for cancer treatment was 1, with a total of 3 hospitals visited for diagnosis and treatment.
Popularity for cancer treatment (32.7%) and referral from another hospital/doctor (26.4%) were
the most common reasons for choosing a particular hospital.

The magjority of cancer patients received surgery (62.2%), chemotherapy (79%), and
radiotherapy (50.6%), with a small percentage opting for alternate medicine (AYUSH). The
intent of treatment was curative in 74.6% of patients, and 86.1% completed the treatment.
Financial reasons were the most common reason for incomplete treatment (15.1%). The cost
of treatment was covered by CMCHIS in 72.4% of patients, and 31.1% paid out of pocket.
However, thetotal not equal to 100% as one patient would have used multiple methodsto cover
their treatment costs. The study analysed the status of patients with cancer at the last follow-
up, with amedian follow-up of 246 days or around 8 months. At the last follow-up, 40.9% of
patients were without disease, 33.5% had disease progression or recurrence, and 48 deaths
occurred. The patient status was unknown in 18.8% of patients, and no meaningful cancer
survival analysis could be derived dueto the median follow-up being lessthan one year. Quality
of Life (QOL) assessment was conducted on 1672 patients at the last follow-up, using the Katz
Index for daily activities and the EORTC QL QC30 questionnaire for overall health and quality
of life. The mean total score was 60.36 + 10.99, with a median score of 63.

In primary delay in cancer the study found that the mean of the patients ranged from 1
to 1064 days, with a median of 30 days. The mgjority of patients (54.6%) had a significant
primary delay of over 28 days. The most common reason for primary delays was not being
aware of symptoms (47.1%). There was no significant difference in primary delays between
cancer sites but based on cancer stages (higher stage, longer primary delay). There was no
difference between rura or urban patients, but Christian patients tended to have longer primary
delays. When the primary care giver was a relative other than the immediate family member,
the delay was higher. Married people had more acceptable primary delays than widowed or
single patients, but the type of family did not affect primary delays. Only BMI showed a

significant correlation with primary delay.
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Our study found that patientsliving in certain districts had significantly higher primary
delays compared to those from other districts. Patients from Ariyalur, Chennai, Erode,
Kanyakumari, Karur, Nagapattinam, Perambalur, Pudukottai, Thanjavur, Thirunelveli,
Thiruvarur, Tiruvannamalai, and Trichy, while those from Chengapattu, Coimbatore,
Dharmapuri, Madurai, Namakkal, Sivagangai, Theni, and Vellore did not experience much
primary delays. Patients presenting to a hospital in a different district for cancer treatment had
a higher risk of delays. Despite the type of hospital where a patient presents does not affect
primary delays. However, a significant primary delay is more likely when the cancer is
diagnosed in a tertiary government hospital compared to a private hospital of smaller
government hospitals. If the hospital has an oncology department or specialist, the chance of
primary delay is low. The number of doctors/hospitals visited before, for, or total cancer
treatment is not different when there is a significant primary delay.

In referral delay the study found amean of 25.83 + 38.74 days, ranging from 0 to 390
days. The data was non-parametric and skewed to the right. 7.5% of patients were referred to
a higher center on the same day of first presentation, but experienced no delays. Significant
delays were seen in 26.1% of patients. Referral delays were higher in lung cancer patients but
not based on the cancer stage. No other socioeconomic factors significantly affected referral
delays. Referral delays did not vary significantly between districts, hospital types, oncology
departments, or the type of hospital where the patient presented, was diagnosed, or treated.
However, significant referral delays were associated with a higher number of doctors/hospitals
visited before start of cancer treatment (P<0.001), Number of hospitals visited for cancer
treatment (P<0.001), and Total Number of doctors/ hospitals visited (P<0.001). Overall study
found that referral delay did not significantly differ based on the distance from home to
healthcare facilities like the nearest GP/PHC, Speciality Hospital, Cancer Centre, or Current
Treating Hospital.

In secondary delay the study found that the mean of diagnostic delay in lung cancer
patients ranged from O to 433 days, with a median of 26 days. The majority of patients
experienced no delays (0 days) for diagnosis, and 12.3% were diagnosed within a week of
presentation to ahigher center. However, 45.2% experienced significant secondary delays, with
the most common reason being obtaining a second opinion (25%). Lung cancer patients

experienced higher significant secondary delays. Upper class patients had significantly lower
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secondary delays, with patients with significant delays having lesser mean total family monthly
income and per capita monthly income. However, the levels of association were poor. Patients
from certain districts had higher secondary delays compared to other districts. Secondary
delays were significantly linked to referral delays, with higher referral delays leading to higher
secondary delays. Higher primary delays aso resulted in higher secondary delays. However,
the presence or absence of an oncology department in a hospital or presentation to a hospital
within the same district did not affect secondary delays. Secondary delays were not
significantly influenced by the distance from home to healthcare facilities such as nearest
GP/PHC, speciality government/private hospital, cancer center, and current treating hospital.

The mean tertiary delay or treatment delay after cancer diagnosis was 13.29 + 17.16
days, ranging from O to 197 days, with a median of 8 days, and the data was non-parametric
and skewed to the right. Therefore, the study found that 8% of patients did not experience any
tertiary delay, and 47.7% were treated for cancer within a week of diagnosis, while 10%
experienced significant delays (over 28 days or 4 weeks).Total Medical Related Delay.
Therefore, the mean Total Medical Related Delay defined as the delay in start of cancer
treatment from the first point of contact with healthcare (first presentation to GP/PHC) was
51.50 + 46.34 days ranging from 2 to 440 days (more than 1 year) with a median of 37 days
(IQR 23 to 63 days). This data was again non-parametric and skewed to the right. Significant
Medical related delay (more than 56 days or 8 weeks) was seen in 28.9% of patients (n=600).
Medical related delays were significantly higher in lung cancers when compared to
Gastrointestinal (Gl) cancers and Head and Neck Cancers.

The mean total delay from symptom onset to first cancer treatment was 336.95 days,
with a median of 246 days. A significant total delay was observed in 68.3% of patients, with
no significant difference between cancer sites or stages. The data was non-parametric and
skewed to the right, with higher stages resulting in longer delays.

The study used Key Informant Interviews (KI1) with six cancer treating doctors and
four primary care doctors to explore the factors causing delays in cancer diagnosis and
management. The interviews were categorized into two themes: Patient Centric Factors (Fear
& Denia and Professional Education & Awareness) and Health Care System Challenges
(Infrastructure and Process Improvement and Standardization). Theresultswere anal ysed using
thematic analysis to identify two main themes: patient-centred factors and healthcare system

challenges. The content analysis of 10 interviews revealed patient-centric factors, including
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fear and denial, financial barriers, and patient fears. Oncologists found that patients often face
financial constraints, leading to delays in seeking healthcare, including cancer diagnosis and
treatment. Fear of the biopsy (myth that cancer spreads by biopsy) and not turning up for the
biopsy are aso prevalent. Proper counselling and explanation can help overcomethese hurdles.
The impact of aternative therapies was also discussed, with the doctor suggesting that proper
counselling and explanation could help patients overcome these barriers.

Patients areincreasingly interested in AY USH therapy dueto financial restrictions and
fear of treatment side effects. Oncol ogists emphasize the importance of public awareness and
screening acceptance to dispel misconceptions and encourage timely cancer diagnosis. They
believe that public awareness initiatives can help overcome challenges like delayed biopsy
reporting and improve accessibility to oncologists. Educating the public about cancer
symptoms and the importance of early detection is crucia for fostering a proactive approach
to healthcare. Oncologists also urge the public to take part in screening, asit is vital for early
detection and improving overall prognosis. Improving access and acceptance of cancer
screening can help overcome challenges such as delayed biopsy reporting and treatment delays.
Educating individual s about the benefits of cancer screening is crucial for increasing screening
acceptance and facilitating early diagnosis.

The hedthcare system faces several challenges, including diagnostic challenges,
oncologist accessibility, insurance barriers, and treatment delay factors. Diagnostic delays
often arise due to interdepartmental collaboration and laboratory department cooperation, with
delayed biopsy reporting impacting timely cancer diagnosis. Primary/General Physicians
should be educated about cancer diagnostics and appropriate investigations. Oncologist
accessibility is crucial, especially in periphera districts, and a strong referral system should be
established to prevent delays.

Insurance barriers, particularly under state/central programs, can lead to delays in
cancer treatment initiation. The time-consuming approva process often forces patients to
endure delays in initiating timely treatment. Treatment delay factors include the need for
increased investigations in complex cancer scenarios and optimization of comorbid conditions
before initiating treatment.

Streamlining pathways is essential for a smooth and efficient diagnostic process,
ensuring amore streamlined journey from initial presentation to final diagnosis. Standardizing

evaluation protocols and refining referral timing play a pivotal role in streamlining pathways
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from a patient's initial presentation to the final cancer diagnosis. Addressing pathway
streamlining involves creating standard operating procedures (SOPs) to uniformly follow the
evaluation of cancer symptoms, ensuring a seamless and efficient diagnostic process.

Previous studies amed to evaluate the baseline routes and time to diagnosis for
pediatric brain tumoursin Tamil Nadu (TN) to promote early intervention. A total of 144 cases
were analysed, with 94% from city/district areas, 40% self-referred, and 90% having one to
three health care professional visits before diagnosis. The median TDI, PI, and DI were 3.5,
0.6, and 0.6 weeks, respectively. The study found that infrastructure may not be a problem in
this cohort, and increased training and proper cancer registries could enhance early diagnosis
for these children.!

Another study aimed to describe the presentation of OSCC and identify correlations
between certain factors and the disease at Kenyatta National Hospital. The study involved 58
participants, with amajority being males. The tongue was the most affected site, and most cases
had pain and stage 4 disease. Significant associations were found between farming, weight loss,
tobacco, inflammation, P53, and OSCC. The study recommends healthcare providers be
sensitized to OSCC signs and symptoms, early referral to tertiary facilities, nutritional support,
and pain control. CRP assays should be performed for all casesto control inflammation. Further
research is needed on gene mutations and their role in treatment and prognosis.?

Recent study observed gallbladder cancer (GBC) is arare malignancy with aggressive
advanced stages, rarely metastasing to the mandible. Numb chin syndrome (NCS) is a rare
neurological manifestation linked to various underlying causes. A 69-year-old Japanese
woman with GBC, mandibular metastasis, and NCS presented with numbness and mild pain
for three months. Palliative chemotherapy and radiation treatment wereinitiated, but the patient
died six months later. The study highlights the importance of timely confirmatory testing for
accurate diagnosis and appropriate management.® Biomedical sensing technology is rapidly
developing, transforming laboratory prototypes into commercialy feasible clinical disease
detection devices. It has expanded to measure gastrointestina physiological parameters, non-
invasive screening of oral and lung diseases, and non-invasive detection of diseases like oral
cancer.

This review discusses the practical application of sensors in disease detection, their
detection mechanisms, clinical utility, and future development in medicine, aiming to inspire

medical practitioners. 4 Head-and-neck cancer (HNC) can present with life-threatening
200



S5

TNHSIP

symptoms in the emergency department, leading to delayed diagnosis and potentially
devastating consequences. This article explores contemporary risk factors, common presenting
symptoms, and initial management for HNC patients. It discusses the wide range of emergency
presentations and how clinicians can help determine appropriate examinations and
investigations to reduce the risk of delaying diagnosis and further treatment.®

Despite, genomic medicineisacrucial tool for cancer treatment, enabling the right drug
at the right dose and time. A 2023 conference in Canada highlighted challenges in accessing
biomarker testing and reporting at various levels. Issues included limited patient awareness,
failure to discuss genomic medicine with patients, delays in hereditary testing, lack of timely
reporting, disparities in access, funding, lack of standardized testing, and social determinants
of health impact. Canada must standardize its approach to biomarker testing and prioritize
access to advanced molecular testing to ensure innovation and evidence-based treatments for
cancer patients.® A study examining the impact of patient characteristics (PCs), hospital
characteristics (HCs), case volume (CV), and socia determinants of health (SDoH) on in-
hospital mortality (IHM) after complex cancer surgery in California found that PCs were the
most significant contributor to IHM. The study involved 52,838 patients who underwent
esophagectomy, pneumonectomy, pancreatectomy, or proctectomy between 2010 and 2020.
The IHM varied from 4.4% for ES to 0.8% for PR. PCs contributed the most to IHM variance,
with CV being the second highest contributor. HCs were more important for patients who
underwent PR. The unexplained variancein IHM was highest among ES (72.4%), followed by
PD (67.5%) and PN (64.6%) patient groups. The study suggests that optimizing patients and
exploring unexplained sources of IHM can improve surgical care quality.’

Gastric cancer isthefifth most prevalent cancer and the fourth leading cause of cancer-
related deaths globally. Treatment options include surgical resection, chemotherapy, and
radiotherapy. However, disparities in treatment time are often due to factors such as age, sex,
race, socioeconomic status, insurance status, and demographics. A retrospective study
conducted between 2004 and 2019 found significant disparitiesin treatment timing for various
demographic groups. These include longer treatment times for males, Native Americans, |ow-
income patients, academic patients, and those in academic settings. The study also found longer
treatment times for those over 70, black race, low-income individuals, and females.
Understanding these disparitiesis crucial for devel oping targeted strategies to improve timely

access to appropriate treatments and improve patient outcomes. Future research with updated
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dataand prospective study designs could provide amore comprehensive understanding of these
factors.®

Recent study aimed to explore theintersections of race and social determinants of health
(SDoH) with healthcare access and outcomes of glioblastoma (GBM) patients in a large
metropolitan area. The study involved 276 unique patients, with 46% being female and 45%
being non-White. The racial proportion differed from previous reports, with 80% of patients
with GBM being White. The proportion of non-White patients was similar to the general US
population and significantly lower than that of New York City. Non-White patients
predominantly composed the lowest AHRQ SES index quartile, while white patients
constituted the highest quartile. White patients were older at diagnosis compared to non-White
patients, and older age, higher NCI-CI, and lack of insurance reduced the odds of a home
discharge. Private insurance, younger age, and the highest AHRQ SES index quartile predicted
alower hospital length of stay (LOS). Patients who underwent gross-total resection had greater
OS than those who received a subtotal resection or biopsy, independent of race and SDoH.°
The socioeconomic burden of psychiatric cancer patients is a significant issue, affecting their
healthcare costs, treatment adherence, and quality of life. This burden is exacerbated by the
coexistence of mental health challenges such as depression, psychosis, anxiety, and addictions.
Factors such as gender or age can exacerbate these impacts. Physicians can help mitigate these
risks by adopting integrated care strategies that address the unique needs of patients navigating
the complex intersection of cancer and mental health disorders. Proactive measures,
personalized support, and tailored interventions are recommended to improve outcomes and
enhance the overall well-being of individuals facing these dual challenges. This review aims
to promote the devel opment of more effective and integrated care strategies for this vulnerable
patient population.°

A study at the Uganda Cancer Institute (UCI) found that 65% of head and neck cancer
patients (65%) had delayed diagnosis. Factors such as sociodemographic factors, clinica
characteristics, and access to healthcare facilities were associated with delayed diagnosis. The
median age of the patients was 49.5 years, 70% were male, and 70% had tumour stage 4. The
median time from symptom onset to definitive diagnosis was 8.1 months, with 70% of patients
having delayed diagnosis. The study suggests that public awareness campaigns, anationa care
pathway, and rotation of surgeons to underserved regions could help mitigate diagnostic delay
in HNC patients.*
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Despite globa reductions in lung cancer incidence and mortality rates, African
Americans still face higher mortality rates than other ethnic or racial groups. Factors such as
smoking patterns, social determinants, tumour biology, immunity, and comorbid conditions
contribute to these disparities. This review emphasizes the interplay of social, biological, and
environmental conditions that make African Americans more susceptible to developing lung
cancer and experiencing poorer outcomes, despite progressin treatment and screening efforts.*?
A study examining the impact of social determinants of health (SDH) on ocular cancer patients
found that factors such as race, income, and comorbidities, such as age, were associated with
advanced cT classification and 30-day readmission. Female sex and top income quartile had a
lower likelihood of advanced cT classification at presentation, while no insurance or Medicaid
primary payer status increased the likelihood of advanced cT classification. Patients in rural
areas were more likely to be readmitted within 30 days after initial treatment.®

Another study examines the impact of insurance types on cancer clinical care quality.
Data from 13,340 cancer patients with Purchased or Medicaid insurance was collected from
the All of Us database. Results showed that African American, lower socioeconomic, or lower
educational cancer patients are more likely to be insured by Medicaid. Medicaid patients were
less likely to receive primary care and specialist physician access and more likely to request
lower-cost medications. The study highlights the inequities in the US healthcare system for
cancer patient care, with access to physicians and medications being highly varied and
dependent on insurance types.'*

Further studies showed increasing incidence of oral cancers, particularly HPV -related
oropharyngeal cancer, poses a significant healthcare chalenge. A study in Alberta, Canada,
examined trends and predictors of unplanned hospitalizationsfor oral cavity cancer (OCC) and
oropharyngeal cancer (OPC) patients. The study used administrative data from all Alberta
hospitals and identified a cohort of adult patients diagnosed with asingle primary OCC or OPC
between 2010 and 2017. The study found that 48.8% of patients experienced unplanned
hospitalizations, significantly associated with a higher mortality rate. The rate of unplanned
hospitalization per patient decreased from 0.69 to 0.54 visits, with common diagnoses being
paliative care and post-surgical convalescence. The study suggests that enhanced care
coordination could lead to a decline in unplanned hospitalizations.*

Recent study examines cancer burden estimates by GLOBOCAN 2022 and projections

up to 2050. It compares cancer incidences and deaths of the top 10 cancersin China and four

203



¢

S5

TNHSIP

HDI-classified regions. Thetop five cancer types are categorized by sex and age group. Results
show that prostate cancer is prevaent in countries with low, high, and very high HDI, while
breast and cervical cancers are prevaent in countries with low-to-medium HDI. Lung and
colorectal cancer incidence and deaths increase with high HDI for both sexes. ASIRs and
ASMRs for breast, prostate, lung, and colorectal cancers in the top 10 economies are higher
than the global average. Hematologic malignancies are prevalent among children aged 0-14
years in China, while thyroid cancer leads among adolescents and young adults aged 15-39
years. Projected trends indicate substantial increases in new cancer cases and deaths over the
next three decades.'®

Qualitative study:

The goal of the study was to determine the reasons behind Tamil Nadu's delayed use of
cancer treatment services. The study discovered that a few variables pertaining to the
availability of cancer services were involved in the delays in cancer diagnosis and treatment.
These consist of the time it takes to get from one's house to the facility, the time spent waiting
there, and getting all the services one needs at the institution that is closest to them.

These results demonstrate the need for decentralization of services, community-based
screening for early detection, shorter wait times in medical institutions, and the provision of
cancer services closer to the patient's home in order to minimize delaysin cancer care. Building
infrastructure and educating primary and general physicians. It has been noted that waiting
times have an impact on the use and accessibility of health services, and other research has
suggested that decentralizing cancer services will enhance cancer treatment- (101.102)

The study discovered that, even in cases where a person experienced normal symptom,
delaying screening for cancer or seeking medical attention was caused by fear of receiving a
cancer diagnosis. The belief held by family members and the community that cancer is a
sickness that inevitably ends in death exacerbated these worries. These results highlight the
importance of educating families and communities about cancer in order to relieve these
worries and motivate them to get screened early for early identification and treatment, which
can enhance the prognosis for cancer patients.

This study also discovered that athough though the individuals may be adults, some of
the delays might be attributed to decisions made by other family members on the use of health
services or the payment for such services. This is usually the case when the head of the

household, who is usually the male parent or the female parent in his absence, makes the
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majority of the decisions regarding the household's finances and health. These results suggest
that in order to guarantee cancer service uptake, al family members in each household must
be involved. Other studies have also discussed the role that families play in cancer care. Since
receiving a cancer diagnosisis afamily experience, it is important for the entire family to be
involved in order to minimize delaysin cancer care.1%

The study also noted that when a patient receives a cancer diagnosis, they are taken
aback and experience overwhelming feelings of disbelief and mortality anxiety. A patient's
persona life is negatively impacted by cancer as it advances, and social and marita
relationships are gradually deteriorated to the point that a patient may lose support from friends
and family. The patient's acceptance of the cancer treatment is delayed as aresult. According
to other research, receiving a cancer diagnosis drastically alters a patient's and their family's
life, causing a tremendous deal of stress. Frequently, the family experiences as much or even
more suffering than the patient.04

A lack of financia support can have an impact on hospital attendance and treatment
adherence for certain individuas. A portion of the delays in cancer screening, diagnosis, or
treatment can be attributed to a lack of local cancer knowledge. Patients believe they are
receiving care from inexperienced local physicians. Occasionally, local facilities are not
equipped with the necessary diagnostic tools, resources, or knowledge to properly diagnose
and treat patients. Other studies have identified a lack of infrastructure or a shortage of
resources as obstacles to cancer detection and treatment.(105.106)

Primary and genera physicians should receive training in basic oncology in order to
resolve delaysin the health system, eliminate the need for needlessreferral's, and make required
referrals. To address concerns with screening attentiveness, guidelines for cancer screening
guality assurance should be established and followed. Guidelines for cancer care that address
awareness, prevention, screening, diagnosis, referrals, and treatment services can help achieve
this.
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SUMMARY

The study was a multicentric mixed model study to understand the Understanding the
Correlation Between Social Determinants of Delays in Diagnosis, Management and Outcomes
for Solid Cancersin Tamil Nadu. We collected data from 2076 cancer patients (Oral, head and
neck, Lung and Gastrointestinal cancersonly) from 32 cancer hospitalsfrom al districts across
Tamil Nadu. The Mae: Female was 2:1, mean age of the patients was 56.58 +12.02 years
(range: 4 to 92 years) and no. of elderly patients (more than 60 years) was 811 (39.1%). The
patient population was representative of Tamil Nadu covering all districts with the highest
numbers from Chennai (217 patients), Coimbatore (159 patients), Thanjavur (114
patients), Thoothukudi (141 patients) and Madurai (116 patients) districts, with equal
distribution between rural and urban aress.

The socioeconomic and demographic profile of the patients was comparable to the
general population of Tamil Nadu with 87.4% hindus,87.3% married, 78.5% from nuclear
families. The spouse was the primary care giver in 59.1% of patients. Majority (>90%) of our
patients were either illiterate or had only school level of education but the highest educational
status within the family was either a graduate or had a professional degree. This was probably
reflective of the age group of patients, their occupation and socioeconomic status of the patient
population.

The mean distance from home to the near est healthcar e facility (the nearest General
Practitioner doctor or private clinic or Primary Health centre - where they regularly go for
check-ups) was4.35 £ 4.15 km (range: 1— 61 km), with 93% living within a10 km radius from
their nearest healthcare facility. The nearest specialty private hospital or Government
Hospital waslocated at amean distance of 13.01 = 9.5 km (range: 1 to 63 km), with more than
50% having a speciality hospital within a 10 km radius and more than 80% within a 20 km
radius from their home. The nearest cancer centre waslocated at a mean distance of 33.76 +
22.32 km (range: 1- 99 km) with more than 75% of patients living within a 50 km radius and
al (100%) within a 100 km radius of a cancer centre. The mean distance from the current
treating hospital to home was 45.5 km = 44.51 km (range 1 to 533 km), with two-thirds
(66.7%) choosing a cancer hospital within a 50 km radius and 95% of patients choosing a
cancer hospital within 100 km radius from their home.
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Oral cancers were the most common cancers among our patient population (34.2%,
n=710), followed by lung cancer (13.3%, n=276), rectal cancer (11.4%, n= 237) and stomach
cancer (10.9%, n=227). Mg ority of the patients had more advanced stage at presentation, Stage
Il — 55.1% and Stage 1V -19.6%. Most patients (83.3%) presented to a hospital within their
same district for their symptoms, private hospitals were preferred more than government
hospitals for their first presentation (79% vs 21%). For 59.4% of patient’s caner was suspected
or diagnosed (without biopsy proof) at the hospital of their first presentation and were referred
earlier to a higher centre for trestment. Again, for cancer diagnosis, patients preferred private
specialty or tertiary level hospitals over government specialty/ tertiary hospitals (59% vs 41%).
In 78.6% of cases an oncologist was available in the hospital where the cancer was diagnosed.

For cancer treatment aso, the patients preferred private hospitals over government
hospitals (55.7% Vs. 44.2%). In 98.4% of cases, there was an oncologist available at the
hospital where cancer treatment was started. A majority (77.2%) of patients (n=1603) visited
at least 2 doctors/hospitals for diagnosis of cancer. The most common reason for choosing a
particular hospital for treatment was its popularity for cancer treatment (32.7%) and areferral
from another hospital/doctor (26.4%).

Surgery (62.2%), chemotherapy (79%) and radiotherapy (58.6%) formed the bulk of
the treatment options. Forty patients (1.9%) opted for alternate medicine (AYUSH). The intent
of treatment was curative in 74.6% of patients and 86.1% of patients completed the planned
treatment. Once treatment was started, 86.1% of patients completed the treatment. The most
common reason for incompl ete treatment was financial reasons (15.1%). The cost of treatment
was covered by CMCHIS/Insurance in 77% of patients and 31.1% percent of patients paid out
of pocket for their treatment.

The median follow-up was 246 days or around 8 months (IQR 185 — 385 days). At the
last follow up, 40.9% were without disease, 33.5% had disease progression or recurrence and
there were 48 deaths. The status of the patient was not known in 18.8% of patients. Since the
median follow-up was less than 1 year, no meaningful cancer survival analysis could be
derived. Quality of Life (QOL) assessment was donein 1672 patients at the time of last follow-
up.

The mean primary delay or patient delay or presentation delay was 49.61+ 75.35
days ranging from 1 to 1064 days (almost 3 years) with a median of 30 days (Inter quartile
range IQR: 12 to 61 days). More than half or 54.6% had a significant primary delay (more than
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28 days or 4 weeks). The most common reason given by the patient for the primary delay was
that they were not awar e of the symptoms (48.6%).

The following patient factors had a significant positive association with primary
delays: cancer stage (higher the stage, longer the primary delay, in stage 3 and 4 cancers),
relationship of theprimary caregiver (When the primary care giver was arelative other than
theimmediate family member, the delay was higher), marital status (Married people had more
acceptable primary delays than widowed or single patients), BM| (lower BMI, higher primary
delay), home district (patients living in Ariyalur, Chennai, Erode, Kanyakumari, Karur,
Nagapattinam, Perambal ur, Pudukottai, Thanjavur, Thirunelveli, Thiruvarur, Thiruvannamalai
and Trichy) had significantly high primary delays), patients presenting to a hospital in a
different district than home district for cancer treatment had a significantly higher risk of
having primary delays (RR:1.13, 95% CI: 1.03-1.25), and absence of oncology department
or specialist in the hospital wherethey first presented (RR 1.17 (1.07-1.28)

The mean Referral Delay was 25.83 + 38.74 days ranging from 0 to 390 days (more
than one year) with amedian of 11 days (IQR: 4 to 30 days). Significant referral delays (more
than 28 days or 4 weeks) from primary healthcare practitionersto a higher centre was seen only
in 26.1% of patients.

Referral Delays were significantly higher in lung cancer patients. significant referral
delays were associated with a higher number of doctors/hospitals visited before start of cancer
treatment, Number of hospitals visited for cancer treatment, and Total Number of doctors/
hospitals visited.

Themean Secondary Delay or Diagnostic Delay was 38.21 + 43.11 days ranging from
0 to 433 days (more than 1 year) with a median of 26 days (IQR: 13 to 44 days). Almost half
or 45.2% of patients experience significant secondary delays (more than 28 days or 4 weeks).
The most common reason for secondary delays was that the patient obtained a second
opinion (25%).

The following patient related factors had a significant positive association with
secondary delays. cancer site (morein lung cancer patients), socioeconomic status (lower in
upper class patients, higher per capita income and higher monthly income), home district
(Dharmapuri, Kallakurichi, Madurai, The Nilgiris, Tenkasi, Theni, Thiruvallur, Thoothukudi,
Tirupathur, Velore and Virudhunagar had higher secondary delays when compared to other
districts), Significant Secondary Delays was associated with Number of doctor ghospitals
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visited before start of cancer treatment, Number of hospitalsvisited for cancer treatment
and Total Number of doctors hospitalsvisited. Higher primary delay RR: 1.12(1.02-1.23)
or areferral delay RR: 36(20.15-65.02) also led to significant secondary delays.

Themean Tertiary delay or Treatment delay (after diagnosis of cancer) was 13.29
+ 17.16 days ranging from 0 to 197 days (more than 6 months) with a median of 8 days (IQR:
4 to 16 days). Only 10% of patients (n=207) experienced significant Tertiary delay or
Treatment delay (after diagnosis of cancer) (more than 28 days or 4 weeks). The most
common reason for tertiary or treatment delays was financial reasons (23.8%).

The following patient related factors had a significant positive association with
tertiary delays: Patient Age group (Old Adults and Elderly patients had significantly high
tertiary delays), type of family (Patients from joint families had significantly lessor tertiary
delays), number of family members (More the family members, lesser the tertiary delay) and
presence/absence of an oncologist in the hospital where cancer was diagnosed RR: 1.5
(1.13-198). Significant tertiary Delays was associated with Number of doctors/hospitals
visited before start of cancer treatment, Number of hospitalsvisited for cancer treatment
and Total Number of doctors hospitalsvisited. Primary, referral or secondary delays did not
significantly affect tertiary delays. Once the cancer was diagnosed, the treatment was initiated
without delay in 90% of patients. Tertiary delays were significantly more with the distance
from home to current treating hospital: when the distance of the current treating hospital
from home was 34.5 km or more, there was a significant tertiary delay (71% sensitivity, 70%
specificity).

The mean Total Medical Related Delay defined as the delay in start of cancer
treatment from the first point of contact with healthcare (first presentation to GP/PHC) was
51.50 + 46.34 days ranging from 2 to 440 days (more than 1 year) with a median of 37 days
(IQR 23 to 63 days). This data was again non-parametric and skewed to the right. Significant
Medical related delay (more than 56 days or 8 weeks) was seen in 28.9% of patients
(n=600). Medical related delays were significantly higher in lung cancers. The other patient
demographics did not affect Total medical related delays. As expected, Total Medical Related
Delayswere higher with agreater Number of doctor shospitalsvisited beforestart of cancer
treatment, Number of hospitals visited for cancer treatment, and Total Number of
doctors hospitals visited. Also, as expected, increase in primary, secondary, referral and
tertiary delays aso affected total medica related delays. The delays with the highest
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association with medical related delays were referral and secondary delays (RR: 3.6 (3.1-4.18)
and 2.2 (2.04-2.37) respectively). The absence of an oncologist in the hospital where cancer
was diagnosed had an increased risk of total medical related delays (RR: 1.11 (1.03-1.18).
Mean Total Delay defined as time from start of the symptoms to the first cancer treatment was
336.95 £+ 250.42 days (range 63 -1470 days), median was 246 days (IQR: 185 -385 days).
Significant Total delay (more than 56 days or 8 weeks) was seen in 68.3% of patients
(n=1418).

Thefollowing patient factors had a positive association with total delays: cancer stages
(Higher the stage, longer the delay), BMI (lower the BMI, higher the Total Deay),
relationship of the primary care giver (male primary care giver — lesser delay compared to
female primary care giver), total family income (lesser income — more delays) and distance
from home to the nearest speciality hospital (longer the distance — longer the delay). As
expected, there was a significant positive association between total delays and the Number of
doctor s’/hospitalsvisited before start of cancer treatment, Number of hospitalsvisited for
cancer treatment, and Total Number of doctors hospitals visited. (P<0.001, moderate
strength of associations). Similarly, there was a significant positive association between total
delays and other cancer delays with the strongest risk factors being referral delays RR: 10.2
(6.7-15.5) and tertiary delays RR: 7.2 (3.9-13.2)

Table 124: Summary of Cancer Delays

Cancer Delays Mean = SD | Longest Significant M ost common

(days) Delay DelaysN (%) | Reason

(days)

Primary or Patient 49.61 + 75.35 | 1064 days | 1133 (54.6%) | Patient not aware of
Delay symptoms
Referral Delay 25.83+38.74 | 390 days | 542 (26.1%) Second Opinions
Secondary Delay or | 38.21+43.11 | 433days | 938 (45.2%) Second Opinions
Diagnostic Delay
Tertiary delay or 13.29+ 17.16 | 97 days 207 (10%) Financial Reasons
Treatment delay
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Total Medical 51.50 + 46.34 | 440 days | 600 (28.9%) Referral/Diagnostic

Related Delay Delay

Total Delay 336.95 t | 1470 days | 1418 (68.3%) | Referral/Treatment
250.42 Delay

From the Qualitative part of the study which included 10 doctors, 2 key themes emerged

on thematic analysis 1) Patient centric factors (patient fears, financial barriers, impact of

aternative therapy and experimentation, screening acceptance, public awareness and
education) 2) Healthcar e system challenges (infrastructure avail ability, diagnostic challenges,
oncologist accessibility, insurance barriers, process improvement and pathway streamlining,
standardisation of evaluation protocols, referral pathways, onco-pathology reports).
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RECOMMENDATIONS:

We propose the following recommendations to reduce delays in cancer diagnosis and

management in Tamil Nadu

1. Enhance Awareness and Education Initiatives:

e Develop comprehensive educational campaigns targeting both the genera public and
healthcare professionals to raise awareness about the signs, symptoms, and risk factors
of solid cancers.

e Utilize multiple channels including mass media, community events, and digital
platforms to disseminate information effectively.

2. Improve Accessto Screening, Diagnostic Services and Oncologists

e Strengthen hedlthcare infrastructure to ensure timely access to diagnostic services,
including imaging and pathol ogy.

e Establishing Oncology Departments at all Government Tertiary HospitalsMedical
College Hospitals (Government and Private) to provide cancer care through aHub and
Spoke M odel

3. Promote Early Detection Practices:

e Encourage regular health check-ups and screenings among high-risk groups,
emphasi zing the importance of early detection in improving cancer outcomes.

e Train hedthcare providers especialy in the primary care setting to recognize early

warning signs and facilitate prompt referral for further evaluation.

>

Reduce Financial Barriersto Cancer Care:

e Implement policies to reduce out-of-pocket expenses associated with cancer diagnosis
and treatment, such as subsidizing screening tests and treatment costs for low-income
individuals.

o Expand hedlth insurance coverage to include comprehensive cancer care including
diagnostic procedures, aternate systems of medicine, palliative care, day care
treatments and home-based cancer care.

5. Strengthen Referral Pathwaysthrough a Targeted Approach
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Establish standardized referra pathways to streamline the process of transferring
patients from primary care facilities to specialized cancer centres for further evaluation
and treatment.

Establish dedicated care pathways for targeted cancers/targeted patient population in
specific districts

Create dedicated care pathways for elderly patients with cancers

Foster collaboration between primary care providers, specialists, and community health
workers to ensure continuity of care and timely follow-up.

Aim to reduce referral delays and medical related delaysin cancer care

6. Enhance Training for Primary and Secondary Healthcare Providers:

Offer continuing medical education programs focusing on cancer detection and
management for primary care physicians, nurses, and allied healthcare professionals.
Incorporate training modules on cultural competency and patient-centred

communication to address potential barriersto care.

7. Leverage Technology for Telemedicine and Teleconsultation:

Implement telemedicine and tele mentoring services (doctor to patient and doctor to
doctor) to facilitate remote consultation and follow-up care, especidly in rural and
remote areas where access to specialized healthcareis limited.

Invest in digital health solutions for patient education, appointment scheduling, and

health record management to improve care coordination.

8. Promote Research and Data Collection:

Support multicentric research initiatives to further understand cancer care disparities
across different regions of Tamil Nadu.

Promote long term research on effects of cancer delays in patient outcomes.

Establish robust surveillance systems (apart from cancer registries) to monitor cancer
incidence, stage at diagnosis, treatment patterns, and outcomes to inform evidence-

based interventions.

9. Foster Community Engagement and Support:

Engage local community leaders, grassroots organizations, advocacy groups and faith-
based institutions in cancer awareness, especially about early detection, timely care,

treatment options avail able and importance of completion of treatment.
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e Provide psychosocia support services for cancer patients and their families to address
emotional distress and improve coping mechanisms.
10. Advocate for Policy Change and Resour ce Allocation
e Advocatefor policy reforms at the state and national levelsto prioritize cancer control
and allocate sufficient resources for early detection and early treatment services.
e Establish Cancer referral and treatment timelines similar to NHS UK 2-week rule or
60-day rule to monitor delays.
e Collaborate with government agencies, non-governmental organizations, and civil
society stakeholders to develop and implement comprehensive cancer control

programs tailored to the needs of the population.

Examples of dedicated/Targeted Cancer Pathways:

1. Dedicated Multidisciplinary clinics - Lung Cancer Clinics, Breast Cancer Clinics,
Women’s Wellness clinics, Senior citizens’ cancer clinic, blood disorders clinic, etc.

2. Dedicated Multidisciplinary Teams — Including of Oncologists (Medical, surgical,
radiation), radiol ogists, pathol ogists, psychologists, dietitians, specialist nurses, social
workers

3. Elderly Cancer Care pathways
e Geriatric cancer clinic (include a geriatrician in the care)
e Geriatric cancer registry
e Dedicated queue/treatment times — preferably first in the morning so that the care

giver can go for his/her job after treatment of patient

e Free/Subsidised Transport services from home to hospital

4. Subsidised/free dormitories or Sathrams with lodging and dining facilities for
cancer patients and care givers to stay during treatment

5. Standard referral templatesfor common symptomsfor primary care physicians

By implementing these recommendations, Tamil Nadu can work towards reducing delays

inthe diagnosis and management of solid cancers, ultimately improving outcomes and reducing
the burden of this disease on individuals and communities.
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THRSIP HOSPITALS

TNHSRP - ORP

Tamil Nadu Health System Reform Programme —
Operational Research Programme

Understanding correlation between social determinants of delays in
diagnosis and management and outcomes for solid cancers in Tamil Nadu-
Multicentric mixed method study

Trial Number:

Centre Name:
Patient Name:
Patient ID:
Age:

Gender: 1. Male |:| 2. Female |:| 3. Others |:| 4. Not Known |:|
Hospital Number:

Contact Number 1: | Contact Number 2:
Address:

House No: Road:
Area/lLocality: Village/Town/City:
Pin code: Landmark:

District: State/UT:
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PATIENT QUESTIONNAIRE — ENGLISH

Instructions: This form should be filled by the designated person. Do not leave any question unmarked. Put a “tick” in the
appropriate box or fill in the relevant information. The information recorded in this form captures data from onset of cancer till

present date.

Section 1. Basic Information

1.1 How long have you lived in the Current addreSS? ...ttt e s

1.2 Name of Relative/Next of Kin/ ACCOMPANYING PEISONN ........eiiiitiiiitiieeiteie e iteeeeattee st ee st e e steeesbeeesbeeeabeeesbeeeaabeeeaateeeeareeeee

1.3 Relationship 1.Father | | 2.Mother [ | 3.Husband [ | 4.Wife [ | 5.80n [ | 6.Daughter [ ]
7.Grandparent |:| 8.0ther Relative 9.0thers 10.Not Known |:|

Relationship of the primary care giver ( if different from above )

1.Father |:| 2.Mother |:| 3.Husband |:| 4 Wife |:| 5.Son |:| 6.Daughter |:| 7.Grand parent|:|
8.0ther Relative 9.0thers 10.Not Known |:|

14 Anthropometry: A Weight [ |B.Height [  JcBmi [ ]

Section 2. Socio Economic Information

21 Religion: A Hindu [ | B.Christian [ | C. Muslim [ | D.Others| ]
2.2 Marital status: A) Married |:| B) Never Married |:| C) Widow |:| D) Separated |:| E)Divorced |:|

2.3 Whatis your highest level of education: 1. llliterate |:| 2. Primary school |:| 3.Middle school|:| 4. High school |:|
5. Higher secondary |:| 6. Graduate |:| 7. Professional degree |:|

2.4 What is the highest level of education among first degree relatives:
1. llliterate |:| 2. Primary school |:| 3.Middle school |:| 4. High school |:| 5. Higher secondary|:|
6. Graduate |:| 7. Professional degree |:|

2.5 Education of Head of family (if patient is not HOF):
1. llliterate |:| 2. Primary school |:| 3.Middle school |:| 4. High school |:| 5. Higher secondary |:|
6. Graduate |:| 7. Professional degree |:|

P I O ToTe7U o X= 1110 I =T 11T o | oSSR
2.7 Occupation of Head of family (if diffErent): ..........ooiiiiiiiiie et e e e st e e e e e ea e e e e s enbaaeeeeennees
2.8 Type of Family: A. Nuclear |:| B. Extended |:| C. Joint |:| D. others |:| SPECITY e
2.9 How many members are there in your family? ...

2.10 What is your total family monthly income of family (give closest estimate in RS.) ...
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Accessibility to Health facilities

2.11 How far is the nearest GP/PHC you contact usually for any minor ailments from your home?
(estimate in km. Use Google Maps if reQUITEA) ........ooii ittt e e e et e e et e e e e et ee e e e e nnneeeeeeenneees
2.12 How far is the nearest Government Hospital or Specialty Hospital with > 50 beds to whom/which you usually consult
from your home?(estimate in km. Use Google Maps if reqQUIred) ........oooueiier i e e
2.13 How far is the nearest Cancer Center (Government or Private) from your home?

(estimate in km. Use Google Maps if FEQUIFEA) .........eiiiiiiiiiie ittt bt rb e sh et e e sebe e e snbe e e saree e

2.14 What is the distance between your home and current treating hospital?

(estimate in km. Use Google Maps if FEQUITEA) .........oiiiiiiiiiie ettt e sbe et e e e sbe e e e snbe e e snbeeesmbeeesnneeeaas

Section 3. Details of Cancer

(Collect this information from patient/ LAR through interview and review of medical records)

3.1 Site of Cancer (Use ICD 10 Codes) (Tick all that is applicable)

1. Oral |:| 2. Lung |:| 3. Pharynx |:| 4. Esophagus |:| 5. Stomach |:| 6. Small Intestine |:| 7. Appendix |:|
8. Colon [ ] 9.Rectum [ | 10.Anal Canal [ | 11.Liver [ | 12. Bile ducts ||

13. Pancreas D 14. Gall bladder D 15. Not Known D

3.2 Pathological Type of Cancer (Use ICDO 3 COUES)  ...uuuuiiiiiiiiiiieee i e ittt e e e e e e e e e ettt e e teaeeeeesasssabssaseeeeaeaeeeeesasannnnees

Stage of Cancer (Use UICC/AJCC TNM Stage + CompoSIte STAGE) ....ccoiuiiiiiiiiiiiiiiiiie ettt

Section 4. Co morbidities

4.1
Chronic lliness Status Duration since diagnosis
1. Yes, on treat t
Have you had a heart attack 5 Y: (r?gt ;E;\atg:‘?ment I:I Years
/angina or heart surgery? 3' No ’ [ ]| Months
4. Do not know |:| Days

. Yes, on treatment |:| Years
. Yes, not on treatment
’ Months
No ]
. Do not know I:I Days

. Yes, on treatment I:I Years

. Yes, not on treatment

. Do not know |:| Days

Have you had a stroke?

Aw N o

Do you have any kidney problem
or undergoing dialysis?

AwN o
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Chronic lliness Status Duration since diagnosis
Have you been diagnosed with 1. Yes, on treatment |:| Years
HIV-AIDS 2. Yes, not on treatment
Months
3 No L 1]
4. Do not know |:| Days
Have you undergone any organ 1. Yes, on treatment |:| Years
transplant? 2. Yes, not on treatment Months
3 No L 1]
4. Do not know |:| Days
Did you previously have 1. Yes, on treatment |:| Years
tuberculosis? 2. Yes, not on treatment
Months
3 No L 1]
4. Do not know |:| Days
Do you have diabetes mellitus? 1. Yes, on treatment |:| Years
2. Yes, not on treatment
’ Months
3. No
4. Do not know |:| Days
Do you have Hypertension? 1. Yes, on treatment |:| Years
2. Yes, not on treatment
’ Months
3 No L 1]
4. Do not know |:| Days
1. Yes, on treatment
Do you have any other medical I:I Years
2. Yes, not on treatment Month
problem? 3. No I:I onths
If Yes, what? 4. Do not know I:l Days

5.1

Section 5. Delay in Cancer Diagnosis & Management

(Collect this information from patient/ LAR through interview and review of medical records)

From Symptoms to First contact with a Doctor (Primary Delay)

What were the symptoms that you initially had? (Tick all that is applicable)

1. Diarrhea |:| 2. Constipation |:| 3. Blood in your stool |:| 4. Persistent abdominal discomfort |:|

5. Weakness or fatigue |:| 6. A white or reddish patch on the inside of your mouth |:|

7. Alip or mouth sore that doesn't heal |:| 8. A growth or lump inside your mouth |:|

9. Difficulty or pain while swallowing, opening your mouth or chewing |:| 10. Mouth pain |:|

11. Ear pain |:| 12. Coughing that gets worse or doesn't go away |:| 13. Shortness of breath |:|

14. Coughing up blood |:| 15. Weight loss with no known cause |:| 16. Chest pain |:|

17. Jaundice | ] 18.Abdominal lump [ | 19. Others
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5.2  When did your symptoms first start? Or For how long did you have the symptoms before you went to a Doctor/Hospital/PHC?

5.3

54

5.5

5.6

5.7

5.8

5.9

(If exact date is not known), please give the nearest estimate in weeks

| | || | || | | | | ...................... Days/ Weeks/Months

Name of Doctor/Hospital/PHC to whom you first presented with the above symptoms ..........ccoocciii i,

Address of DOCLOIHOSPILAI/PHC ... ettt ettt e e e et e e e e s s teeee e e mteeeeeeaanseeeeeeanneeeaeeaaneneeaeeannnneeeeaann
House NO/BUIIAING NAME  ..ooeeiiiiiee e e e e e e e e e e e e e e e e e e e e e s e e anba s e e reaeaaaaeas
0T o S (=Y SRS SRRR
Locality/ Area/Village Name ..........coooeiiiiiiiiiiie e Post office ..o
City/Town/Taluk .........cccooiiiiiiiiieeeeee s District ...oooeeeeeeie Pincode.....oovveeiiiiiiiieeeeee,

UrDan/RUFAl/TIIDAl oo ettt e e e e e e e e et e e e e e e e e e e e e eeaeeeaees

Date of presentation to the above Doctor/Hospital/PHC (If exact date is not known, please give the nearest estimate in

weeks)| | || | || | | | | Or..coooeeeen. Days/ Weeks/Months

If you had presented to the above doctor after 4 weeks of having the problems/symptoms, list the reason(s)

a. | was not aware |:| b. | thought that symptoms will resolve spontaneously |:|
c. | didn’t have knowledge or information |:| d. I didn’t have time |:|
e. There was a family problem during that time |:| f. There was no one to take me to the hospital |:|

g. the hospital was far from home |:| Other reason, SPECIfY .....ooiueiiiiiie e
Was cancer diagnosed by this hospital/doctor:  Yes |:| No |:|
Any Treatment given by Doctor/Hospital/PHC

1. No treatment given |:| 2. Symptomatic treatment |:| 3. Alternate medicine |:|
4. Tests/scans done |:| 5. Surgery done |:| 6. Chemotherapy given |:| 7. Radiotherapy given |:|

8. Advised Referral to another specialist | | 9. Advised referral to oncologist [ | 10.0thers .............cc.c......

Date of Referral if any (If exact date is not known, please give the nearest estimate in weeks)

| | || | || | | | | Or....ccccoe.. Days/ Weeks/Months

From First Contact with Doctor to Diagnosis of Cancer (Secondary Delay)

Name of Doctor/Hospital where cancer was diagnosed (if different from above) ...
Address of DOCIOI/HOSPILAI/PHC ..o ittt e et e e et e e e s e e e st e e e e e e aasaeeaeesasbeeeeesnbeeeeeeanssneaessassreeaeeannes
[ (o U TR N\ [oY S TW 1o 1 T N A= 4= SO PR TSR
e T=To /==Y S O PO PSP OU PP OTPRON
Locality/ Area/Village Name ..........cocviiiiiiiiiiie e Post office ...ooiiiiiii
City/Town/Taluk .......cccovviiiiiiiiiieiiicece, District ....oooviieiiie Pincode.......ccoeiiiiiiiiee
Urban/RUral/TriDal ..ot e e e e st e sre e e sneee e
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5.10 Was this doctor an oncologist?  Yes |:| No |:|
5.11 Did this hospital have oncology departments/specialists: Yes |:| No |:| If Yes, What/Who all?

1. Surgical Oncologist |:| 2. Medical Oncologist |:| 3. Radiation Oncologist |:| 4. Nuclear Medicine |:|

5. Palliative Care |:| 6.0thers ....ccooovveveeeeeee,

5.12 Date of first visit to this hospital
(If exact date is not known,please give the nearest estimate in weeks)| | || | || | | | |

5.13 Date of First Diagnosis of Cancer

(If exact date is not known, please give the nearest estimate inweeks)| | || [ || | | | |

5.14 Any Treatment given
1. No treatment given |:| 2. Symptomatic treatment |:| 3. Alternate medicine |:|

4. Tests/scans done |:| 5. Surgery done |:| 6. Chemotherapy given |:| 7. Radiotherapy given |:|

8. Advised Referral to another specialist |:| 9. Advised referral to oncologist |:| 10.0thers ....ooviiviiiiieeee,
5.15 If you had presented to the above doctor after 4 weeks of having the problems/symptoms, list the reason(s)

a. | was not aware |:| b. | thought that symptoms will resolve spontaneously |:|

c. | didn’t have knowledge or information |:| d. | didn’t have time |:|

e. There was a family problem during that time |:| f. There was no one to take me to the hospital |:|

g. the hospital was far from home |:| Other reason, SPECITY ......oiiiiiiiiiii e
5.16 Were you referred to another specialist/hospital? Yes |:| No |:|

5.17 Was this specialist an oncologist or did the hospital had oncology department Yes |:| No |:|

5.18 Date of Referral if any (If exact date is not known, please give the nearest estimate in weeks)

| | || | || | | | | Or..ccevn Days/ Weeks/Months

5.19 Did you visit any other hospital before the cancer diagnosis was made in this hospital? Yes |:| No |:|
If Yes, AdAress Of the NOSPILAl (S) ......ueeiieieiiiie ittt ettt ettt e bt e e e st e ettt e e ene e e e anbeeeanbeeeanneeesnnneas

If Yes, reason
1. Second Opinion |:| 2. Known Doctor/Hospital |:| 3. The hospital was nearer to home |:|

4. Alternate medicine | | 5. Financial Reasons [ | 6. Suggested by Friend/Relative | |
7. Facilities not available in the referred hospital |:| 10. Ohers......coiiii

From Diagnosis of Cancer to Start of Treatment (Tertiary Delay)

5.20 Name of Doctor/Hospital where cancer was Treated (if different from above) ..........cccooiiiiiiie
Address of DOCIOI/HOSPITAI/PHC ........oooieie ettt ettt e et e e et e e e anbe e e enbeeeanteeeanbee e e
House NO/BUIIAING INGME ..ottt b e bt e bt e e bt e e abb e e e rate e e smb e e e smbe e e smbeeesabeeesnbeeeans

[RUOT= 0 FE 3 (<1< RN
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Locality/ Area/Village Name ..........coouiiiiiiiiiiie e Post office ....oooiiiiii
City/Town/TaluK .......ccceeiiiiiiiiiiiiececee, DIStriCt .eeeieieeeee e Pincode.......ooooiiiiiiii
L0 T oT=T A U =1 1|« 7= T

5.21 Was this doctor an oncologist?  Yes |:| No |:|

5.22 Did this hospital have oncology departments/specialists: Yes |:| No |:| If Yes, What/Who all?
1. Surgical Oncologist |:| 2. Medical Oncologist |:| 3. Radiation Oncologist |:| 4. Nuclear Medicine |:|

5. Palliative Care |:| 6.0thers .......ccoevveeeeeeen.

Date of Commencement of Cancer Directed Treatment (If exact date is not known, please give the nearest estimate

inweeks)| | || | || | | | |Or ................. Days/ Weeks/Months

5.23 Any Treatment given

1. No treatment given |:| 2. Symptomatic treatment |:| 3. Alternate medicine |:| 4. Tests/scans done |:|

5. Surgery done |:| 6. Chemotherapy given |:| 7. Radiotherapy given |:| 8.Hormone Therapy |:|

8. Advised Referral to another specialist |:| 9. Advised referral to oncologist |:| 10.0thers ...ocevveiiiieieeee e,
5.24 If you had presented to the above doctor after 4 weeks of having the problems/symptoms, list the reason(s)

a. | was not aware |:| b. I thought that symptoms will resolve spontaneously |:|

c. | didn’t have knowledge or information |:| d. | didn’t have time |:|

e. There was a family problem during that time |:| f. There was no one to take me to the hospital |:|

g. the hospital was far from home |:| Other reason, SPECITY ......oiiiiiiiiie e
5.23 Intent of treatment 1. Curative |:| 2. Palliative |:| 3. Pain relief only |:| 4. Symptomatic |:| 5. No Treatment |:|

Section 6. Details of cancer Management

(Collect this information from medical records.
Enter date as 01/01/1981 if the date is unknown or not available.)

6.1 Type of treatment Given/Done/Not Date of treatment- beginning
Surgery 1.Yes [ ] 2.No []
Chemotherapy 1. Yes |:| 2.No |:|
Radiotherapy 1.Yes [ | 2.No [ ]
Hormonal therapy 1. Yes |:| 2.No |:|
Immunotherapy 1. Yes |:| 2.No |:|
Alternate Medicine - AYUSH 1.Yes [ | 2.No [ ]
Others 1. Yes |:| 2. No |:|
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6.2 Status of treatment
a. No Treatment |:| b. Completed |:|c. Modified |:|d. Under regular treatment but not completed |:|
e. Delayed |:| f. Partial / incomplete / Irregular follow up |:|

6.3 Date of Completion of Cancer Directed Treatment ( If treatment completed)

(If exact date is not known, please give the nearest estimate in weeks)

DOMMAYYYY | [ L L] L] ] Oree. Days / Weeks / Months

6.4 Reasons for Non-treatment/partial/ incomplete treatment

a. Declined Treatment |:| b. Advise to take planned Treatment outside this treatment |:|

c. Advised to take treatment elsewhere |:| d. Death during treatment |:|

e. Unable to tolerate treatment |:| f. Financial Reasons |:|

g. SocCial REASONS, PIEASE SPECITY: .. .eiiiiiieiiii ettt e et e e et e et e et e e b b e b

h. Chose Alternate medicine |:| Other reason, SPECITY ..ot e e

6.5 Name(s) and addresses of other Hospital / doctors where you received treatment ..o,

6.6 Cost of treatment covered by:
a.Self [ | b.cMCHIS [ | c.AB-PMJAY [ | d.ESI [ | e.CGHS/EHS [ ]

f. Private Health Insurance |:| 9.Other reason, SPECITY .......c.cueveveveeeeeeeeceeeeee oo

Section 7. Follow up

71 DateoflastFoIIowUp/Contact:| | || | || | | | |

7.2 Frequency of follow up: a) Regular |:| b) Irregular |:|

7.3 Adherent to treatment Follow up Schedule Yes |:| No |:|

7.4 Disease status at last Follow up or at 6 months (whichever is earlier)

a. No evidence of Disease |:| b. Cancer in regression/residual disease |:|
c. Cancer in Progression/recurrence |:| d. New cancer/second primary |:|
e. Too advanced/cachexia |:| f. Patient Dead |:|

Other reason, SPeCify ......ccccveeviiiiieeiieee e Not Known.........ceviiveiiiiieeeees

7.5 Dateofdeath:| | || | || | | | |
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7.6 Quality of Life (at the time of interview): As per EORTC QLQC30&Katz index below

Assessment of daily life activities through Katz index of independence

Activities Currently: Point (0/1) At the time of diagnosis: Point (0/1)

Bathing

Dressing

Toileting

Transferring

Continence

Feeding

TOTAL

Independence (1) - No supervision or personal assistance

Dependence (0) - With supervision, direction, personal assistance or total care

S.No Question Not atall | Alittle | Very much | Quite a bit

1 Do you have any trouble doing strenuous
activities, like carrying a heavy shopping

bag or a suitcase?

2 Do you have any trouble taking a long walk? 1 2 3 4

Do you have any trouble taking a short walk 1 > 3 4

outside of the house?

4 Do you need to stay in bed or a chair 1 2 3 4
during the day?

Do you need help with eating, dressing,

washing yourself or using the toilet?

During the past week

6 Were you limited in doing either your work or 1 > 3 4
other daily activities?

7 Were you limited in pursuing your hobbies or 1 2 3 4
other leisure time activities?

8 Were you short of breath?
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S.No Question Not at all Alittle | Very much | Quite a bit
9 Have you had pain? 1 2 3
10 Did you need to rest? 1 2 3
11 Have you had trouble sleeping? 1 2 3
12 Have you felt weak? 1 2 3
13 Have you lacked appetite? 1 2 3
14 Have you felt nauseated? 1 2 3
15 Have you vomited? 1 2 3
16 Have you been constipated? 1 2 3
17 Have you had diarrhea? 1 2 3
18 Were you tired? 1 2 3
19 Did pain interfere with your daily activities? 1 2 3
20 Have you had difficulty in concentrating on things, 1 2 3
like reading a newspaper or watching television?
21 Did you feel tense? 1 2 3
22 Did you worry? 1 2 3
23 Did you feel irritable? 1 2 3
24 Did you feel depressed? 1 2 3
25 Have you had difficulty remembering things? 1 2 3
6 Has your physical condition or medical treatment ] 5 3
interfered with your family life?
7 Has your physical condition or medical treatment ; ) 5
interfered with your social activities?
08 Has your physical condition or medical treatment 1 2 3
caused you financial difficulties?
29 How would you rate your overall health 1 2 3 4 5 6 [
during the past week? ® @ @ @
Really Bac |ustalme | okey | usaime| Gooa | Realy
30 How would you rate your overall quality 1 2 3 4 S 6 7
of life during the past week? Q .::J ,::_ :;, {1'_'. ; ( ___x}. fc"__", y lf:?": h_"__‘_;::_l
=il I -~ il Ml M il I I = ¢
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SHBeULVNMIHS RPLILISH60 Ligeuld (GLIFleuyHeir)

SHENGULIL]:

SODHTL 1960 UBMIGHTUI SHewl§ighe0 o@BmId FHFemauled gBUBD SHTOSHmISETET OBHBID DIH6T AleD6Ta|H6TN0 Felpsh

pirewruitiumenseEns@ Qenl G o _siferm GHTL FenLLI LFhSHI0sTeTaugl- D0 GF 6L fld S0l (WenB DUl

GrumITel / LBIGSBUTONT GLILIT: .ooeeevvvveeeeeeeeeeeeeeeeeeeessesseeeeeeeesseesssssesseeeesesssnees

.U UIRISET DL RIS HH6aleD HTeMer HHe sleianl LD CaTBaHSLUILL (HeTengl. GoBanmiu gpuialed LURGHBE HTe
(paiTeUb G166 6T,

SpIaTe NeUImIGS6NT 6T60Tdh@ 6N(SBILILTOIOTS UPRISILL (B steidl Gamhad Ombuled seib@ elendsLLL (BeTengi.
GoBanpiw puiemeult Lfihai0lsTen(h Cseialsenernds CaL @ euruitienLlt GLBBIeTEs T sT6LIenNS

2 pIFILGSHSHIFCBer. BTG EBBID BbhsH ITUIFSUTED 2 6Telm SDILUTWIRIGET LOBBID HeTeNLoSH6T LB Hrest Lfhaitls-
TewiGL6iT 6TaTLIend o MIFHILGSHHIHCBeT. BHFH DLUIeTe0 sTardhl LMIGHMBL] HETGITI6UOTISH] 6TTLINSHUILD, 61HS SHTTewT(LLD
FaBTLO6V, BHS LD(HSHHIULOMTUTED 6T60TEHI QULDSHSHLOTET LO(HGHIaUF GFenal LITHHSLILILTIO6, 61H% GBI SHSHILD HTei alevdd -
HTeien HHHAHTOTE EHEHEB6 seLemnSLD LFHHIOSTeTHEB6N. aigh DI WTenSHHle JoFsHHeaenn SuITuIsFSs

BTVHHNID, DI (PIYHS LIBGLD, (LpIga|semen GealemuiGd CGurgid LFmofssILBLD sTeTma BHTer Lifbha6smeTaGmer.
D16 GBI HEIBEHHHTH/ (e Hmend: Qb0 TaTaSBHETES CsTamneuBLA LT CsTL LGS TsTaLD FbL0d)EH&HCBem

B LIFbSHICETewmI(H, DIeUTH6N sleTenedl ChHTaHTeme0 QFUIL 6168 FIDDHHMBHSH CHfalhaids CareTdBnper. Abhs Spuialed
LRIGSBLISBETET 6160 FIOSHSMSID aNBHLILISMSBUID s a1aig msOuITILLD [ B g L mLalyed Lifame

QL BHCmeT (DIHTeugl, LIgLILIg CHemeusend@ al(hLILISSHIL 631 E6wimIFH S Gme).
Gpmumed/umiGspureny / &1 L1 1y SPguier QLT wBgib
@aCUITILLD /G 1L alyed Lige] G ei:

Briysmented GauiLeafler GQLIWIT BMID enasCWITCILILD GHHU L 6T

FTLFullesr QW BBID m&SGWMILID Gl 6



TNHSRP - ORP Research
Understanding correlation between social determinants of delays
in diagnosis and management and outcomes for
solid cancers in Tamil Nadu- Multicentric mixed method study

CUBEBITT 6LILSH60 Lig6euLD
(13-18 UWIHISHGLLIL L GLOHMSHEHEHE))

FHENGULIL:

SODHTL 1960 LIBBIGHTU &6t 1ig60 BmILD HESFemnaFuled gBLIBLD SHTLDSHHISM6T LBBILD HIH6 alenerTa|HeMed Fepss Hifewrul-
LUmeny s eha@ el Gul 2 eitelm GHTLFewLLl LUFiHaHIOHTeTeug - 106019 GlF 6T fld &6Vl (Lpenm DLUIe]

SU16) ATQTHIGHET DL RIS HBH6ED HT6TT [HH6V 6TRIGETL LD QULDBIBLILIL (BET6N]. BHTRIGHET (61631 @GLOHENSHWILD BTaniD) GLojaniul

SpU16760 LRIBHMBS (LpeitalhaIGmITLD.

Sp1e06 aleuTmRIS6N 61 SHHILILTeUTS UFlhHI0STeniGLTLD sTelenSHULD

Gaenalamamensd oL G eurilienUll QUB®IETGsTLD sTaLmSWD 2 BISHILGSHSHISCBID. SWiTE wHBBID GbHoITuUISFFluTled
© 616N SILITULIRIGET LOBMILD LIGVGTSH6T LIMNS! [HTRIS6I (616015 GHL0hHemSHUILD BTeniD) Lfhg Camewnt(HeT@enTd 6T6lLInd

® BIHILGSHHISCBTD. BTRISET (6765 GLHMSWID HTaID) DUIeTe0 LBIGCHBLIGI HETeTTAIDTEIH! 6TTLIMSBUID, 6THHS
STTERI(LPLD FnPBToe0, BHS LO(HIHHIUDMmTUTED 6160I%H aUPSSIOT W(HHBHINF CFemeu LTHSHSLILLTO, 6hFH CHISHHILD
aleudldh GIBTETETEVTLD 6TGTLIMSHUILD BTRIHET LIFIHHIOBTETESGBTLD. 616018 DIGHL WITET S ST JHFUISH SH6ETeno SITUIFSS HT60S-
FHsvild, DI (Phs LIBESLD, (PYalHemen GeuaTulB Curgid LIFTOSSILBLD 6T6TLMS HTRIS6T (616015 GLOHMBUILD [HTEDILD)
U SHI0®TeTSGBTLD.

BIEIG6T (STl GBS HIaib) Syuie| CHTohsmisEhssTE/ (pgaEmen SfaugsnaTs 05TmeGLAUTN CBTLTL
Gameiten gD SHHEMBITLD

AL UFHHI0BTem B, Di6vTH6l sihidemert GbJHmented OFUIL 6163 FLOLDGHHM S SH(HACBITLD. 61| GLHDH BHS DU IeT60
UBIGSBLISBETET 6160 FIDSHMSWID aNBHLILSMSUID Gies aaig eaGuITiLb / G gl &1L aifed Ligmel
QL (hSHCB6T (SIFHTeug, LIgliLish CHemeusseha @ al(hLILISSHIL 6T E)6mimiEaGmer).

QuUBGHTY / &1 L1t Iy &Bsules QLT WBBID esGWITIILILD /S8 L amLalysd Lday G L 6T:

Gpismented GauiLeaufler QLT oBMID e»aGWITIILILD CHUIL 6ir:

CapFHuL et GLobamauler G LBEILD en&BCWITLILILD (GLPHeNs SFWSLD B (HbHSHT60)

FTSulesr QUWIT LBBID &SOWIMILID G UL 6d:
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Crmwmen H&6U6v &6t (AUflweuTs 6T ImmiLD
(& LD 60) & & 61T)

SHM6VLIL]:

SUOPBTLIG  LUHmMGHTU SeorLmigey  wwmmib  HEEmsuillsd  ghu@lid
STNGHIGT6T IHmID &6 ellemerasefley Fens mlFeoorWLILMeTI&HEHE&EG @)L Gl
2 66T QSTLFemLL Ll &0 &meTeugl- 106V F60TL_ 16 &H6evLiL] (Demm b6

L9 edT60T 6001 :

amieald Wl (14%), menTuiTey (10.4%) WLMHMID @enIleml GL6V (&MY 20%)
LUHmICHTUISET @hHwmalan SlpsSH D LMmmICHTU semnuleT QLUIBLLIGS W
2 (HEUMEHGROTMT. @BS LMHMGHTUISMETS HaoLMige) WM  BlIFeuSLILS 6w
gHUGILD STINSHEISEHLD alenere|sefled GMILILNLE5H55 SME85E5mMSE M LD 8 S5 60Tm6or.
QbBSS FILLEHT WERW GSMIGECHTTHT, @& LMHmICHTUISm6TS: & 6vorL & 60
WOHMID BIfuSLUUH gHU@ STNSBIGEHT, NEHET SHTTEOTHRGET MM @b
SMNGHEIGET  LOMGHTU  ellemenasemer  elelalmm  LMTHESTMET  6TaTLIeNS 5
&H600TL_Ml6US MG LD.

@3 SUPBETH &HHETHTT AMWLILG&T TTUFRS HL LI (TNHSRP), sApBTH
ATF T FHETSTILD WLMOMID GOHLWU HeV SeMDFFHID e6d PSG LO[HS S 6ULD6m6oT W6V
BLESIOWD sevallulwey ouImilFsd gilam@ld. SUPpsD WDEWeaISID 2 6T6m LisuGelm
HOMIGHMU  emwmisefley  @ehaE  &WMF 2000 LMHoGHTWmeflsener  GFI&HSH
THTUTTHRCMTLD.

PriseT SUPESE LIaTHINsEs Q&ML 66TLSTIM, 2 HBIHEHEHCHT
VLGl 2 MIGT GHWLUSSTHSECEHET CMmInmw LMHoCHTUIS6T e (eumil LmmGHTUl,
Blemguigev, 2 eoore]d GLOMUL, euulmi, GL6V, &6065Tev, LG5 LI6mLI, 860600TUILD, (LD 65)LLI6T)
@eTM  @O;UUE  SeorLmMWlUlLST) @bhs WITUER puileled UBICHMS
SMPESLILGR I TSH6IT.

@b <Ula] eTeng L1 LiHMIuIg?

SLU1eiev, Fens MMID QUITHETTSTT LI edTeorevot], BhIG6T eu& & @G @)L LD, 2 _HIg6T
GBI, BrseT QUMM HEFnsF, BRIGEHT amiG DRFNF QUMHOTSET WLMHMILD
2 MBIGEBHESHTOT GF6e| eelelere, FHFamauller CUMEZ HBRIGET THTQSHTETEHLD
FITBIGET VeV E SMNGHIGET LUMHMPIW STeasemer G&s&flLIGUMD. LHNeaTQsMTLFH60
LOMHMILD S HME W HTINSBIGET 606V S G\ITL0MHIS 61588 60T &5 ITIJ600T &6 LIM MU 261861
HHSSH6T. QHSS 556160 CHeTellg 5 MeT aulgalley CF&flEELILIMID, 3605 [BHIG6T 6T 1S 6IT
Lev gplleumenpsefler 2 galujLer BITLiLeiT&Her. @bhss SHoHaiamensd CoFsFILILSHHTSH
2 BIGEILIOmHESHT 2606Vl 2 BIGET IDHSSIaIaeTWLImBHEST 2 BIGH6T DHSSI6L
LS e &emeTuld BMHEIGET GHLGMD. CHTWMISNES (LN6T 2 MI&G6T GBHITUI TLDLLD,
W5H696V GP QFHTLITL| Q&Tevor(h) PR FenF QSMTLMmIGLILLL GBI LMMIL SIenel [HITHhIg6T
GFafILIGUITID. 2_MIG6T aIBLOMETD, &H6Val MM QG TSev LM Flev a6y gerL 6T
R SHeooTEHR &M IemU BIFLILDULN CHL&ILBGeTTH6T. gCHIlD CHeTallH6T 2 Hi%hEHeH S
FHBIGLLDTEIS TS @ (BHS TV, ASHME HHIG6T LIS everfldg Geusooriq Ul 60emev.

@bS lelley LUBICHEMLIG 2 mG6eT HHFamaulley 96veva LNeTQSTLIUH O 6THS
STESHSOSWD gHUGSSTSH. BhIG6T LRCHEMSE (N6 QFUISTaID @ eveumelll L mein
2 MIG6T AR FnFuilev eThS LDMHMUNLD Q& WIWLILIL TSI



PSG Institute of Medical Sciences & Research oo
Peelamedu, Coimbatore 641 004, India
Phone: +91-0422-4345818 Fax: +91-422-2594400

HOSPITALS

ueflev UBICHEMGLI CUME Coeatallsmemnerll LfhSIQ&EMeTaSHe 2 HI%HEHE G
JGH eI AT @IHH STV QMLBIQLIWITLILTETH eULpmkIsS LU GILD.

GBI S LILesofLIL:

2 MIGEH&HSHTET CBHT ANTLU6uLIL W&HeWD Gemmey (&Wmy 20 BILOILBIg&6T). [Hhisse6r
DHSSIUNe6TUIN @ HEGLLCUTS, SLTTULFR &G LHevefles 2 mhigsemneT 3emLpLliGLITLD,
G @8 GMSHH 2 HIGHEDHEG JCHID CoaTelldHeT @IBHSHTEV HITHIGET 2 MhdHEHE G
asTalelICUTD. @5MHGL NG, 2 BisGeT URICHEML wWhsall(hld, Geld ese|n
Q& UIW Ceu6uoTLq W 6Vem 6.

S| LITUWIMIGET LDMMILD [HE0TEMLN&H6IT:

2 MBIGEHEHSTET Ulalldd LBICHMLISTEL GHIIQWITET JUTLBISGHT  36VeVgl
H6OTEMLD G6IT 6TSI6) LD @)6V6MI6V. LDEDM (LD SHLOITEOT LIGVEDT 6TE0TE0T U 63T M M6V, 3, LNl 60T (LD LY 6) & 61T
STFMRIGSHMNG 2 &a|b. SUPHTH AauFHeflear Q&meaTandHEHemeT GLLDLIH &S0 5 60T
eLN6VLD FIMHS LMHMICHTUI F&H &g GFemals 66T aULpmhig Caleoor(hLD.

@I&HH UG H60TenLN:

2 MBIGTL LMWL $&H6U6VSH6T THEFWITEH MeusH&LILGID. Ule] (LDLY6 8 em6rTL]
UMMl &MBSMSL QLM l@LN6T T, 2 migGe6T LWeTerEhdFemnsvll LS Talsmamer G5
2 MIGEHEHG PBIGLILGLD. Br&GeT sl UG T ellpueilsemney 606val Ll6TeoTEho 6V
&600TE: 6008 6061 &5 (15856160 60I6V 6T6OTMITEY, [HMBIGHET 24 TEULDTE @) (HHST6V, @)HH S &5 616V
2 6TeeB QWITUFS Gl Lmemseflld (Sh&HHS ST Pl) eTLICUTHID G&HL&H6VITLD.
2 MIGeTL LMW rmildFfesEHs CHemalliLG GMBSLLE S5H6U60 @) HS 2blicmel
ROBBIR MGG SOIDBTEH ATHESG (TNHSRP) sliuliLi(Bb. @& 10 ,e00r(H)&6T
G l&&LILGILD, 3L60TTe LleTeoTd W& LILIGIWD. STemal (NIHSeIemT LIMSISTLILTSLD
Genmealmer lelFnm&e|lD mMeaISHHLCUTD; 2 MIG6T QUWT WOI6TarEehss) 6V6ual
Q&TemeLCLIS LIMmMIW LIS 6 56T 3LUl16] enlnul G TLILIG6 60 606U8 s LILIL TS

@UIL|G6V:

U lilev GFmeud 2o miser a@LUL. BhisGer LUBCHEMSE LI 86 8 TesorLIT6,
RS LUQasSHe m&QWMLLLL (veng m&Crend) 2 miGe LD Gl GUITLD.
CBIWss Goueller GUME ermseaflar gGHeln CHaTalsHEb&HGL LK eveflliLG e
2 BHEHG SAQFaHIlWD QOGhHsTo, abHE CHISHMD CHIsHTIl @QmHS /
L LiNedmrs v 2 BIsEHsEEG 2 flenn 2 aor@®. 6Hs5 CHISH e LIS mbal
aflevs 2 BIGEHEHEG &FSHHH T 2 6aT6engl. HhIGT 6Hs Blemevwilaild LBIGCHEME MILILIS
Qe HHUL QUM BHEIGET euaumm (WPIQe] QFUISTE, eIpmIsGLILGILD
Cremauserfley 6THGIGINMET FIDIFD 36UV LUMTLULFD gHLLTSH HVeVEH LTTHLID
B EHELILILTG 6TeTLmS SUeQFwg 2 miGluweflésaln. Crmwmeflés@ alpmbisLiL(m LD
QPGS LDIMTET CFemal s 66T BHIGET QSMTLTHI 36l @GeiToer. L L6y @b 6l6v &6l g
BBIgG6T QLMD SHelefllienLll LUTH &M

@\h& CIhIISTeuuTeV/ LI LILIG&TS HhIGET 6ThISEHL6T QFvaltEHS CHISHHMGS
Ihs ETHWI(NLD 2 MIGEHSHEG 6UPBISUULTS. BHIGET IPBIRL SH&HeI6VSH6T
BLOLINGHUL LT mausiELILGILD. 6hHEF  Gbleaneuuian, USeveflliLell 3jevevgl
Sarsas  GOLUSH Tl L WTeTGHemsES BMHIGET WIHEGL s flalss
LILGLTD. BMHI&GeT GCF&flEG HHaI&ET ABRSHFHHEULULL UTTUSFS
CBMESEBIGEHHSETH LLGHICL UweaTUGSSLIUBGL. gCssn GMUULESS5585 LS W
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HeooT(HLNG LIL|&H6T - LIMSHSHLIDMTET Bl&HLD6 56T, JCHID @BHSHTE) - 2 BIHEHHEG V6V
@bs uieller L9m LIBIGSHMHLIMETI&HEHL 60T CHIIQUIMES QSTLFLMLWSTES G IBHETeLD,
@bs wITUFRWeT CUTEH 2 (BaUMGSHLLULL, QSTLIHS LUBICHMLSMHHTET 2 _MHhIg6T
ANBLILSSIL 6T QSTLILIMLWSTH @) (H&HE6VTLD.

Ggild oMU hISEhE S THs CBHrSSH el 265 GWmaus
Q&ML G &TETET6VITLD:

(LG 6eTemLn oy Uleumery 696wy ki & 6it:

LT&LIJ. G& 6160 FTRGLOIT - (DS E0TEMLD 4, UI6UTEIT [T
GupmAflwy

I MmaUFRFmF LimmICHITUIw6L Hlemm

PSGIMSR, G&TWILDLIS ST

LIS]G'('SI'G'GI'@B:G'U: rajkumarks@psgimsr.ac.in

IEC el 6 I} 61 & 6iT:

o2 _miSeTy Q& WeVmery,

Bloieier esfls QBMIWEnME G W (HEC),

FHeualls QBTG 1618 ST,

PSG DS SI6U S|Mlelluieh LDMHMILD QLT TUIFS BlmiealeriD,
NBTR Crm@), LferG(@),

GS&TWIDLS ST - 641 004, @\ HSWIT.

QB MemeVELIG: +91 422 4345818

QS MemIGVIHEEV: +91 422 2594400

L) 60T 60T (€H & 6L: ihec@psgimsr.ac.in
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F5aeVMIHE @LIL|S6L LIlgalld (QLKflwelTsser)

HM6VLIL]:

SUOIBITLIG6Y LHMGHTUI s&evorLMigeu mmild A&RFanFuled gmu@ILD &ITL0GHIserleor
LHmID  AHeT  ellemeraysefley  Fens  BlFeorWlLILTeTI&EH&HEG @emLGul 2 6T6rT
QaTLienUL U hIQ & meTelSi- LnevlgQ &6l flé g6l (Wemm 2LUli6)

G mwimerfl/LUMBIGE&MUITETH QLIWIJ:

Wwaalifl:

U6 eIIBIGeT LB HHeU6D STEfler Hoev 6rereflLd Q&HTHEHSLILL (DTS
CMFaMI U160 LIBIGSHMEs [HITEOT (LD 60T6U 5 S! 61T G6IT60T.

L1660t el 6) T IS 6T 6T60TE & 6T(L & SILILLTOULNTS aUPMHISLILL (H 6Te0TE QFTHS Qomidluilev
6TeoTs & e aLILL QeTensl. Cumammiul ulemalll Lflhaesmeor®h Coerallsemnerd
GoL G aUMUILIemLIL QLIMHMIGTCETET 6T6dTiemnsd 2 MIGLILGSSHRCmedr. @LLiLi® wmmild
@b WITUEFRUIL 26TaT  SIUTWMBIGET WMHMID  HTenn 6T UMMl Hmeor
L SIQ&MeoorGL 60T 6T6dTLIensE 2 MIFILRQSSIHCMmeT. @b plielley eTergl LIBIGSHML]
B 60TEOTTTEULDITEOTS! 6T6OTLIENG LD, 6T[HS SMTIEN(NILD SaMTDE, @S L0([HS S 666t uilev
6T60TSl QULNGGINMET NHSSIEF CoFemnal LMHEGSLILLTINN, 6HE GHhISHeD [HTeor
VR GRS TETAT HFHHHTLOMSG @HEHRCMET 6rerUamSWD L HSIQ&HTETHCM60T. 6T6rs!
SIOLWTTSH 6T THEAWSHTeMD TTUFHSE SHTusH D, g WehHs LInms,
(LP19.6)| &> 6M6IT Qeueflul (B b GuUMaILD ugrwilssliu@mn 6TEOTLIEN G 15 IT60T
L1108 meiT & GmedT.

U6 GCBTEHESBIGEHHSTH/ (NGNS QSHHEHC&HTHTUSNHETH Q& TanevCLG Ulsy
Q&ML Q& TeTaTe] D &FLL0G) &8 G m 6ot

@emsl Ulh&a&Teor(H), HeUTSH6T 6TeTemnerT GBISMTENe) Q&FUIL 6TeT FLDNGHHMSGS
Q5N E5 QGTaTHCMET. @Bg Uilellev LUMBECHMUSMSETET 6M60Tgl FLDING S M S U|LD

ANBLUUSMSUD GMIEHS 6T60Tg ME&QUIMLILILD / QL& &L enLallFey LiFlemel el (H& Cmesr
(@I15mag), LIS CHemeUs Eh& @& 6l (HLILISSIL_ 60T @)600TMmIE 5 G medr).

Grmwimerfl/UBIGHMHUMTT / FLLLI LIS mI&SH ulledr QU LDMHMILD 6én&HQWITLILLD /@)L &l
&L enLallTeL LIFle G5 S UL 6oT:

GBS MeoTev Q& UILIAUl6T QUWT LDMHMID emE&QWITLILILD G855 WL 60T:

FTLA W6 QUWT LMD eMSQWITLILILD G885 UL 60T:
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QUMHCMTY LIL|&6V LILgaILlD
(13-18 UWISIGH S L LILL SLPIH60S S EH 5 (S)

HEM6VLIL]:

SPBILIQ6L LHMICHTUI SHevorLmigey Wmmild AHFamFuley gmu@Bld SMngmIGe e Wmmibn
Iar  ellememaysefley Fepns BlFeorWILIUMeTIGHERSHG @eLCu  2.6Tem  QSTLTemLILI
L& Q& TeTau G- 106V Q&F6TL_fl& &HevLiL] (LNem 3LUIe)]

G mwimerfl/LmICEHMHUIMETT GlLIWIT:

QUMEMITT QUWI:

(Wwaeurfl:

Q16| aflelImiseT LB HH6U6V ST6T HH ermiGefl D aupmIsLILL (H6TeTgl. BITHBIGET (6T60T
GLPHEMG LD HMTeLD) GLMan Ml gLlieley LIBIGSHMSE (N6Tal®BHRGMITLD.

SplieN et efleumbIGeT 6TWSSILILLTOINTE 6ThIGHEHS @ 6UHBIGLILIL(RETETS IDMHMID 6THBIGET QFTHS
Qurdluiev eThis&EHEHG allemsasLILL (H6TETS. BTBIGET (T6TS! GLHenS LDMMILD HTeT) G M &n ML
Lig LUl 4S50 & mevor GLITLD 6T6dTLIeM & LD C&H6TeNl&emenss Ga LG aumillien LIl QU meTCaTTLD
GTTLIEMNS WD 2 MISILBGSSRCMTD. GLLli® WwHmID @bs TTULEFRUN 2 6TeT LITWIBIS6T
HMID LIVeTS6T LM BITHIGET (6Te0Tg GLLHenSWLD Brenin) LfhE Q& mesor(hleTEeTTID 6T6iTLIeNS
2 MFILGSSIHCMTID. BIBEIGET (67607 GPHMSUWID  BIeID) Splileley URICHMHLS
SETEOTTIOULDTES! TeT LIS WD, 6THHEH SHITTOT(NL SnMMNG, @bHS DBSSIeINaTuley 6Ters
QINGSEIDTET DBSSIE CFemal LMTHESELILLMNG, 6hs CHIsHaln alleds Q&MmeTeramin
GTEOTLIEN S LD BITHIG6T L BSIQ & TETH CMITLD. 6TE0TS! 160 LU TETS S 60T 18 &)U &S edTenin T mUlFF &
HTVSH I, & WIHS LIDGSLD, WIgeseameT Qealaflul®in Cumsibh LFTF&ESEIUMLD 6TaTLIMS
IBITHIG 6T (6T60TS! GBS LD Besid) Ll b Q& meT&H CmmiD.

BTMRIGET (6Te0TH GLPHMSWD HMEID) Uie] CHMEHESBIGER&HESTH/ (Pa|GHM6T SIMlalsmeTs
QSMTeVCLIRUN G QFTLIL Q&T6TeT FIIEH &R CMITLD

@ens Ll LflBSIQ 8 Teor(h), eUTE6T eThIGemeT CBISHTETe) Q&L 6Tédl FINNGSHMES SHHRCMITLD.
CTEUTS GBS @B Ulellel LIBICSHMHLIGHETET 6l60Td! FLDNGSGWLD el(BLILSMS LD GMl&s
6TeUTgl MSQWIMLILILD / @ L&l L enLallFe LiBlemel el Q& CMedT (NS T, LI LILS CHeMalsEheH S
ANBLILIS SiIL_65T @) 600T I (&S Gmedr).

QUMCHMT / FL LU LFSmISuler QuUT LDMHMID MS&QWTLILILD /GL S &L enlalFe LG ey
GHG\U|L_6oT:

GBS TeTTeL Q& WILIF6T QUIWIT LDMMID 60SQWITLILILD GG UL _6dT:

GHH UL 6T LB WleT QLT MHMILD én&HGWITLILILD (GBS FDnGLD @) (HHST6)

FrLGAulleT QUWIT LMHMILD M&HQWTLILLD CHS UL 60T:
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Patient Information Sheet (Adult and Paediatric)

Study Title:
Understanding correlation between social determinants of delays in diagnosis and
management and outcomes for solid cancers in Tamil Nadu- Multicentric mixed method study

Background:

Oral cavity (14%), lung (10.4%) and Gastro intestinal tract (around 20%) cancers form
major proportion of the cancer burden in India and Tamil Nadu. Delays in diagnosis and
management of these cancers also has a significant impact on the outcomes. The main goals
of this project are to identify delays in the diagnosis and management of these cancers, along
with its causes and how these delays impact cancer outcomes.

This is an academic research study conducted at PSG Hospital funded by Tamil Nadu
Health Systems Research Project (TNHSRP), Ministry of Health and Family Welfare,
Government of Tamil Nadu and led by PSG Hospitals, Coimbatore. We expect to include
around 2000 cancer patients from multiple cancer centres across Tamil Nadu.

You are being invited to participate in this research study because you are a native of
Tamil Nadu and you or your family member has been diagnosed with one of the above cancers
(oral cancer, lung, food pipe, stomach, bowel, liver, gall bladder, pancreas, etc.)

What is this study about?

In the study, we will collect data about social and economic background, where you
live, your disease, the treatment you received, including where you received treatment and
how much it cost for you, any difficulties or delays that you faced during the treatment or follow
up and your opinions regarding the causes for such delays or difficulties. This information will
be collected in the form of a questionnaire which you will fill with the help of our field
investigators. We may also ask for your medical records from you or your hospital for collecting
this information. We will collect data about your disease onset, first GP contacted before
diagnosis and the time of treatment initiated. You will be asked to fill a survey with some
details about your income, education and occupation. If any questions make you
uncomfortable, you do not have to answer them.

Participation in this study will have no impact on your treatment or follow up. No
changes to your treatment will be made whether you decide to participate anot.

An interpreter/translator will be provided if you have any difficulty in understanding the
guestions during taking part in the study.

Time commitment:

The time commitment for you is very low (about 20 minutes). Whilst you are in hospital
we will invite you to answer the survey and we will support you in any guestions you have
about it. After this, your participation will be over and nothing further will need to be done.

Risks and Benefits:

There are no direct risks or benefits of participating in the study for you. The indirect benefit
is that the results from the study can help the Govt. of Tamil Nadu to provide better cancer
care services by updating their policies.

Confidentiality:

Information about you will be kept confidential. You will be given the choice to share
your email in case you want to get feedback about the study results. If you don’t wish to share
it or don’t hold an e-mail account, you can always ask the local research partners (respective
site PI) for this information, if you are interested. The least possible information about you that
is needed for the research will be sent to the Government of Tamil Nadu (TNHSRP) which is
coordinating this study. It will be stored for 10 years but wthen be destroyed. We will keep
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the data as safely and less detailed as possible; no records of your name e-mail or telephone
will be kept in the study central files.

Consent:

It is up to you to decide to join the study. If you agree to take part, we will ask you to
sign (or fingerprint) a consent form. If you are uncomfortable in answering any of our questions
during the course of the interview, you have the right to withdraw from the interview / study at
any time. You have the freedom to withdraw from the study at any point of time. Kindly be
assured that your refusal to participate or withdrawal at any stage, if you so decide, will not
result in any form of compromise or discrimination in the services offered nor would it attract
any penalty. You will continue to have access to the regular services offered to a patient.
Withdrawing from the study will not affect the care you receive.

You will NOT be paid any remuneration for the time you spend with us for this
interview / study. The information provided by you will be kept in strict confidence. Under no
circumstances shall we reveal the identity of the respondent or their families to anyone. The
information that we collect shall be used for approved research purposes only. You will be
informed about any significant new findings - including adverse events, if any, — whether
directly related to you or to other participants of this study, developed during the course of this
research which may relate to your willingness to continue participation.

You can contact the study team at any time for further details:

Principal Investigator Details:

Dr. K S Rajkumar — Principal Investigator
Professor

Department of Surgical Oncology
PSGIMSR, Coimbatore

Email: rajkumarks@psgimsr.ac.in

IEC Details:

Member Secretary,

Institutional Human Ethics Committee (IHEC),
Academic Block, 1st Floor,

PSG Institute of Medical Sciences and Research,
Avinashi Road, Peelamedu,

Coimbatore — 641 004, India.

Phone: +91 422 4345818

Fax: +91 422 2594400

Email: ihec@psgimsr.ac.in
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INFORMED CONSENT FORM (Adults)
Study Title:
Understanding correlation between social determinants of delays in diagnosis and
management and outcomes for solid cancers in Tamil Nadu- Multicentric mixed method study

Patient/Participant Name:

Address:

| have been given a copy of information sheet giving details of the study. | volunteer
to participate in the above-mentioned study.

The details of the study has been provided to me in writing and explained to me in my
own language. | confirm that | have understood the above study and had the
opportunity to ask questions. | confirm that | have understood about the compensation
and the risks and benefits involved in this research. | understand that my participation
in the study is voluntary and that | am free to withdraw at any time without giving any
reason, and without my routine medical care in this hospital being affected. |
understand that confidentiality of my identity will be maintained during the research
period, after its completion as well as during publication of the results.

| also consent to be contacted over telephone for study purposes/ knowing the results
Having understood the same, | hereby give my consent to them to interview me. | am

affixing my signature / left thumb impression to indicate my consent and willingness to
participate in this study (i.e., willingly abide by the study requirements).

Name and Signature / Left thumb impression of the Patient / Legal Representative
with date:

Name and Signature of the Interviewer/Investigator with date:

Name and Signature of Witness/Interpreter with date:
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PARENTAL ASSENT FORM
(For children between 13-18 years old)
Study Title:
Understanding correlation between social determinants of delays in diagnosis and
management and outcomes for solid cancers in Tamil Nadu- Multicentric mixed method study

Patient/Participant Name:

Parent Name:

Address:

We have been given a copy of information sheet giving details of the study. We (my
child and 1) volunteer to participate in the above-mentioned study.

The details of the study has been provided to us in writing and explained to us in our
own language. We (my child and I) confirm that we have understood the above study
and had the opportunity to ask questions. We (my child and I) confirm that we have
understood about the compensation and the risks and benefits involved in this
research. We (my child and I) understand that participation in the study is voluntary
and that we are free to withdraw at any time without giving any reason, and without
my routine medical care in this hospital being affected. We (my child and I) understand
that confidentiality of my identity will be maintained during the research period, after
its completion as well as during publication of the results.

We (my child and I) also consent to be contacted over telephone for study purposes/
knowing the results

Having understood the same, we hereby give my consent to them to interview us. |
am affixing my signature / left thumb impression to indicate my consent and willingness
for my child to participate in this study (i.e., willingly abide by the study requirements).

Name and Signature / Left thumb impression of the Parent / Legal Representative with
date:

Name and Signature of Person Conducting Assent Discussion with date:

Name and Signature of the child with date (if child assents):

Name and Signature of Witness/Interpreter with date:



PSG Institute of Medical Sciences & Research
Peelamedu, Coimbatore 641 004, India
Phone: +91-0422-4345818 Fax: +91-422-2594400 HOSPITALS

Participant Information Sheet (Doctors)

Study Title:
Understanding correlation between social determinants of delays in diagnosis and
management and outcomes for solid cancers in Tamil Nadu- Multicentric mixed method study

Background:

Oral cavity (14%), lung (10.4%) and Gastro intestinal tract (around 20%) cancers form
major proportion of the cancer burden in India and Tamil Nadu. Delays in diagnosis and
management of these cancers also has a significant impact on the outcomes. The main goals
of this project are to identify delays in the diagnosis and management of these cancers, along
with its causes and how these delays impact cancer outcomes.

This is an academic research study conducted at PSG Hospital funded by Tamil Nadu
Health Systems Research Project (TNHSRP), Ministry of Health and Family Welfare,
Government of Tamil Nadu and led by PSG Hospitals, Coimbatore. We expect to include
around 2000 cancer patients from multiple cancer centres across Tamil Nadu

You are being invited to participate in this research study because you are a doctor
who treats patients with one of the above cancers (oral cancer, lung, food pipe, stomach,
bowel, liver, gall bladder, pancreas, etc.) or are a primary care or specialist doctor who
regularly sees patients with the above cancers

What is this study about?

In the study, we will collect your opinions regarding the social and economic
background of your patients, any difficulties or delays that they face(d) during the treatment or
follow up and your opinions regarding the causes for such delays or difficulties. This
information will be collected in the form of an interview with the help of our field investigators.
If any questions make you uncomfortable, you do not have to answer them. The interviews
will be recorded for qualitative analysis.

An interpreter/translator will be provided if you have any difficulty in understanding the
guestions during taking part in the study.

Time commitment:
The time commitment for you is very low (about 20 minutes After this, your participation
will be over and nothing further will need to be done.

Risks and Benefits:

There are no direct risks or benefits of participating in the study for you. The indirect
benefit is that the results from the study can help the Govt. of Tamil Nadu to provide better
cancer care services by updating their policies.

Confidentiality:

Information about you will be kept confidential. You will be given the choice to share
your email in case you want to get feedback about the study results. If you don’t wish to share
it or don’t hold an e-mail account, you can always ask the local research partners (respective
site PI) for this information, if you are interested. The least possible information about you that
is needed for the research will be sent to the Government of Tamil Nadu (TNHSRP) which is
coordinating this study. It will be stored for 10 years but wthen be destroyed. We will keep
the data as safely and less detailed as possible; no records of your name e-mail or telephone
will be kept in the study central files.
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Consent:

It is up to you to decide to join the study. If you agree to take part, we will ask you to
sign (or fingerprint) a consent form. If you are uncomfortable in answering any of our questions
during the course of the interview, you have the right to withdraw from the interview / study at
any time. You have the freedom to withdraw from the study at any point of time. Kindly be
assured that your refusal to participate or withdrawal at any stage, if you so decide, will not
result in any form of compromise or discrimination in the services offered nor would it attract
any penalty. You will continue to have access to the regular services offered to a patient.
Withdrawing from the study will not affect the care you receive.

You will NOT be paid any remuneration for the time you spend with us for this
interview / study. The information provided by you will be kept in strict confidence. Under no
circumstances shall we reveal the identity of the respondent or their families to anyone. The
information that we collect shall be used for approved research purposes only. You will be
informed about any significant new findings - including adverse events, if any, — whether
directly related to you or to other participants of this study, developed during the course of this
research which may relate to your willingness to continue participation.

You can contact the study team at any time through this email:

Principal Investigator Details:
Dr. K S Rajkumar — Principal Investigator
Professor
Department of Surgical Oncology
PSGIMSR, Coimbatore
Email: rajkumarks@psgimsr.ac.in

[EC Details:

Member Secretary,

Institutional Human Ethics Committee (IHEC),
Academic Block, 1st Floor,

PSG Institute of Medical Sciences and Research,
Avinashi Road, Peelamedu,

Coimbatore — 641 004, India.

Phone: +91 422 4345818

Fax: +91 422 2594400

Email: ihec@psgimsr.ac.in



mailto:jfs945@bham.ac.uk
mailto:rajkumarks@psgimsr.ac.in
mailto:ihec@psgimsr.ac.in

PSG Institute of Medical Sciences & Research
Peelamedu, Coimbatore 641 004, India
Phone: +91-0422-4345818 Fax: +91-422-2594400 HOSPITALS

INFORMED CONSENT FORM (Doctors)

Study Title:
Understanding correlation between social determinants of delays in diagnosis and
management and outcomes for solid cancers in Tamil Nadu- Multicentric mixed method study

Participant Name:

Address:

| have been given a copy of information sheet giving details of the study. | volunteer
to participate in the above-mentioned study.

The details of the study has been provided to me in writing and explained to me in my
own language. | confirm that | have understood the above study and had the
opportunity to ask questions. | confirm that | have understood about the compensation
and the risks and benefits involved in this research. | understand that my participation
in the study is voluntary and that | am free to withdraw at any time without giving any
reason, and without my routine medical care in this hospital being affected. |
understand that confidentiality of my identity will be maintained during the research
period, after its completion as well as during publication of the results.

| also consent to be contacted over telephone for study purposes/ knowing the results

Having understood the same, | hereby give my consent to them to interview me. | am
affixing my signature / left thumb impression to indicate my consent and willingness to
participate in this study (i.e., willingly abide by the study requirements).

Name and Signature of the study participant with date:

Name and Signature of the Interviewer/Investigator with date:

Name and Signature of Witness/Interpreter with date:
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LIBIGS MG &8 6U6V &ITET (LO(HE SI6UIJE6T)

SH6M6VLIL:

SIOPBILIG6 LHmICHTU SHemLmMss wmmibh FNEFomsullsd ghU@d STLngnigerler
LHmIDh  HerT allemeTasefley Fensds BlFeoTuILILmeTIHEh&HEG QL CUl 2 6T6m QST FenLIL
L& Q& TeTaug- LDVIGQFTLfl& &HevliL] (emm hUl6)]

L9 edTeoT60011:

amiead Gl (14%), Benguiyev (10.4%) LDMHMILD @emTLImL L6V (&MY 20%) LM GBS 6T
@S wmellain sllpssSHeud LHmICHTU &FHanlnuileT QUGG e 2 (helTsh @R 6eTmer. @\ hs
LHMICHTUISHMETE: SHevornilgey Wmmih BlfeuGRlUEe ghuU@ld STnSHISGEEH0n allenere]serfle
GSOLNL_ 5568 SMHHS5MS JHLIOSSIROTHET. QHes HL_L&SH 6T (N&HHW &l&ECHT6TS6T, @) hH
LM mICBTULIS66Td &eooT_ &6 LnMmmID BIFeUSILLE6L gHLBILD STINGMHBISET, & 60T 55ITJ60T M8 6T
LHMID @hs STNSBEIGET LHMCHTU elenera|&HemneT eralelmm LTHEHESHTM6T  6T6TLIemnSH5H
FeoorL_Jleus Mm@ L.

@3 sWUPETH HFHETHTT AMLIL&HET TTUFFRS G LD (TNHSRP), sWlbbT® oF&leor
&GHMSTIL LOHMID GHLU Bev NOWNFFSHID epeuld PSG  IGBH S eunameTuiled BLESLIGID
Sevaflulwey ourmilEFs g iiamGLld. SN (W WeaISILD 2 6T6T LiIsvCauml LimMIGHTUI émLDWIHIS6rfley
@GBS &LMF 2000 LHCHTWTefl&HemneT GFF&H eTHTLUTFHEHCMMTID.

CM&mw LHmCHTUIS6 6 (eumil LmmiGHT, Blemguirey, 2 6moreys GGLomul, euullml, &L 6v,
F606076V, LI5S LI60LI, Semevor b CLIMesTmemau) GBI Merfl& @68 & PR Fang 36l @G0 HBSH ST TS
BhIG6T @ULILST, @hs SWTTUFFH lilele LBICHEMNSE AMPESLILGSHNTEHET. Gmam Ml
LHmIGHTWITEL LMTHSSLLLL Ghmwmefleener QSTLIbHS LMIHGWD NSHeTenld FIHFans 60605l
Uy BGSSI6T.

Qbs 2blie] eTeng L1 LHMILIS?

SplieNey, 2 miger Grmuwlmefl&efler Feng MM QUITBETTSTTL L ereorent], F 6 &emna ufleor
GUIME SITG6T THTQHTETEHLD FCHEIN FFLNBEIGHET VLG STIDGMBIGHET 3j6VevG! LNTOSTL 7560
LOHMID SS5HMHBW STNSHEIGET VLS FTNBISEHHHTEOT STJOM&GH GO&HSH 2 BIG6T
&H(HSSIH6T FWalHenm HTHEIGET CFHIILIGUTD. @h&Hs &H&H6U6VEH6T 6TMHIG6T &6l 2y UlelTaTigerfleor
2 galuLer GBIHsTeorey  allgalley  CF&HFGHLILMBWL. gl GHaTallEHer 2 MISEHEHG
FRIGLIDTEOIGTEH @ BHST, SSMHG BhseT UG eveflss GeusorquFHevens. GBIosTeuorelss 6T
SmeT UGUUTUelm&Ts LU e Qawwliu@im.
Spliefey LBICHEMHGIL CUTE Gadarallsemerll LflhsHQsmeaTeuHer 2 misEhHEG JgeHeID H b
@BHST QLMEQUWFLLTETH/QWMEQUWFLILTETT Ui LILG D,
GBI S L6l
2 BIGEHSHESETT CHY Srliueolliy W&ss Gemme] (&my 20 BIOLB&EEpSS LNNG, 2 BT
UmBICHML (DL HEIeNGILD, CLOSILD 6THI6 D Q& U GeU6uoTLq LI 6V6DI6V.

SILITWIMBISGET IDMHMILD [660T60 L& 6IT:
2 MBIGEHEHSTET gLlilalle) LBICHMLIST GHIQUITET UTWBISGEHT V6V HeTenNG6T 61EIa|LD
@)6V6M6V. LDEM(LNSLOITET LIGVEIT 6TEOTEOTGlEETMITEY, L U1eN6T (LNIQ6&6T ATFMHIGSHMNHG 2 HalD.
SUILBTH jeuTsHerler Q&ETaTenHSHmM6T GUILGSSIAIGET epevld FmBES LMmICHTLI A&RFas
CFemMeUEHEMET aULDMIGEH Geuevor(hLD.

@ T&EF WSS 6TemLN:

2 MBIGETL LImNIW $85616056T THEAWLNTS emelsia&LILGIN. SLU16)] (NLe8emeTll LiImMIw &Hm&HemsLl
Qum alpilermey, 2 migGer LeTeTerdFemnsull LIRTasM&Ter CH6a| 2 BI&HEHHE aIBIGLILGILD.
PG gensll LRI allbLelcensy jeveugl LO6TeTEhTF6) &600TEemas 60618 H) (H5 56606060
6TedTMIMEY, BBIGET QLTaIDMES @UBHEHTN, @HEHE SHHEUME) 2 6Teeh) TTUIFF Snl L meTiserflLDd
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(BB HS SHern Pl) eTlIGUMEID G&HL&GMD. 2 BIGmeTL Umnflw WImlFRESsS CoHeamallllipbd
GONHSLILEF HHaI @bhs el @BEHaEGD SULBTH SI0&HES (TNHSRP)
gelulu@. @g 10 eorhiseT CFleGasLILGWL, aperme ertery < WesasLUGILD. STemnel
W ST UMSISTLULUTSEAD GammelTear elaJnnsa|ld eSS HLGUITD; 2 MGeT QuUWIF
LA 6OTEOTEH &F 6V VAV G QB TENVCLIF LML LIS &6 opUle] emnul GSHITLIL|&6T60 eneudhasLILL TSl

@UILIS6:

L 19ev CFmeug 2 miseT eflpliumn. Bhiser LBICHMS @LILI&GSHTE0TLT6, RLILIS L6550
&QWTLILEL (Sj6vevgl em&HEIaNS) 2 MG LD CaHLCUTLD. CHIWSES G Ialer CLIMS! 6mIge6rfler
JGHIN GHeTalHERSHG L LIFevaTILILIF 6 2 MHEHsHE e FaTsflD @ BHET6, 6ThS CHIsHS evln
Crrsmeooredlev @@bhg / UIQLILNeO®mHg ellevs 2 BIGEH&HEG 2 flenln 2 cor(h). abhs CHISH D
U LNedmhs elevs 2 MSErHEG FSHHTID 2 6dreng. BRsaT 6bHs Blenevulaud LURBICHMS
LOILILG vevd HGUUL QUMAIG, BHEIGEHT 6lamn (WIe QFUISTN, elpmIsLILHILD
Creamaisefley abhFeNSIOmeT FIOIFD VG UTTULFD gHULTS s SLUTTSD
APGHLILLTE  eTeTlamS  SWeeFuig 2 mGuwealssen. CrmwmeaflsE  eupmisliu@D
QUILNGSIDMET GFenelsHemeT BRIGET QSTLIHS 3jemGeifsear. Liglile @omba ellev@Geaug Bbiger
QUMD SauefllienLILl LTS &HSHTSI.

@bs CHISTeT6/LI LIL|&H&HTEH BhIG6T 6MiGEHLT QFaltsEs CHISHMEG 6Hs 2emTHUlLaLh
2 BIGEHEHEG GUPRIGLLLTS. BhRSG6T aIpRBRIRL SHHEIL&HET SHemWTET B8 608 UL 60T
Mmals&ILMLWD. 6dhsE Ghblemeulewld, UGevefliLea] S6Vevg aIi&HeTH & OILDLIGSSE 6orifler
ML WMETSHMS BMHISGET WTHHGSGWL FFellds WMl GLTD. BhiseT CF&HflEG HoH6aI60&H6T
SRIESFGHEIULL WITUFR CHTHEEMBISGEEHESTS WLEGIGL UWaTU@SSLILGD. gCHeh
GOLNLE565 LUHW SHeaorGUlgLlL&eT - UTSSWMeT Bl&De&H6ar, gCohamild @ dbhEHTey -
2 BIGEHEHEG g @Qbs Sulalear KM LUBICHMHLIMETIHEHL6T CBHIIQUMS QSTLFL ML UISTS
@GHSTIMD, @HS T TUFRUNET CUMG 2 (BHaUMe&LILLL, QSTLIHS LBICHMLISMSTET 2_HIG&H6T
aNBLUUSSILET QSTLILeMLWSTSH ) ([HSHHITLD.

@\hS LA6TeTEh &6V eLN6ULD 6THS CHISTHID U168 GWeMalsS QHTL LG &TETeTaITLD:

(DG ETEnLD SLUIGUTETIT 66 [T IS 6iT:

LT&LIT. G& 6Tel) TTRGLOMY - (NS 6TemLD 3, UIRUTETT
CurmAlwF

I MIMUFPRFF LIMHMICHTUIWIE Slemm

PSGIMSR, G&TWILDLS ST

L) 60T 60T (65 & 6V: rajkumarks@psgimsr.ac.in

IEC el euIy rigeit:

2 _miliINeTy Q& WV,

Blmieuer Wwesflg QBOIWLamE G (HEQ),

Foallsd QFTGH, 1eug ST,

PSG LD(HSSI6l SMlafluiey InMHmID L TTUIFS BlmialeTLD,
eBrmd Gy, LferGw®),

CHMWIDLGSETT - 641 004, @ HEIWIT.

QB MemeLELIG): +91 422 4345818

Q& MeM6LIH&E6V: +91 422 2594400

L) 60T 60T (6 & 6V: ihec@psgimsr.ac.in
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&HUeVMIHS 62LIL| &6V LI aILD (LITEL [T56IT)
HM6VLIL]:
SUOIBITLIG6Y LMHMGHTUI s&evorLMigen mmild A&HFanFuled gmu@ILD &ITL0SMHIserleor
LHmID  AHeT  llemeraysefley  Fens  BlFeoruWlLILTeTI&HEH&HEG @emLGul 2 6T6rT
QaTLienuULll U hIQ & meTelSi- LnevlgQ &6l flé g6l (Wenm 2LUliey

LMBIG&HMUIMET QLIWI:

Wwaalifl:

U6 eIIBIGeT LB HHeU6D STEfleT Hoev 6rereflLd Q&HTHEHSLILL (DTS
CMFaMI U160 LIBIGSHME [HITEIT (LD 60T6U 5 S! 6T G6IT60T.

316N 6T el 6) T IS 6T 6T60TE: & 6T(L & SILILLTOULNMTS aUPMHISLILL (H 6Te0TE Q&FTHS Qmidluilev
6TeoTs @ e aLiLL QeTensl. Cumaamiul ulemalll Lflhaesmeor®h Coerallsemerd
G&HL @D aumiiliemUL] QUMD MIETCETET eTeiTLIeNSS 2 MIHLILIGSSIH Cmedr. @olilf® wmominh
@b WITUFRUIL 26TaT  SIUTWMBIGET WOHMID  HTemngseT UMMl Hmesr
L SIQ&MeoorGL 6T 6T6dTLIeNS 2 MIGILOSSIHCMeT. @Hs aplielléy eTergl LIBIGHML]
B 60TEOTTTEULDITEOTS! 6T6OTLIENG LD, 6T[HS SN Sa MmN, @BHS L0([HS S 666t uilev
6T60TSl QULNGGINMET NHSSIEF CoFemnal LMHEGSLILLTINN, 6HE GHhISHeD [HTeor
AR GQSTETET &HHHHTNTEH @HEHCMET eTaTLeNSW D Ll BSIQHTTRCME0T. 6T
SO WTTSH 6T THEAWSHTND TTUIFHS HTusHad, g WehHs LHImGSLD,
(LP19.6)| &> 6M6IT Qeueflul (B b GUMaILD ugrwil&sliu@mb 6TEOTLIEN G 15 IT60T
L1 &I0 & meiT & GmedT.

U6 GCBTEHESBIGEHHSTH/ (PGS QSHHEHC&HTHTUSNHETH Q& TamneCLG Uley
Q&ML Q& TeTaTe] D &FLL0G) &8 G meor

@ensl Ulh&a&Teor(H), HeUTSH6T 6TeTemnerl GBISMTTe) Q&FUIL 6TedT FLDNGHHMSGS
QNG s15 Q&TaTHCM6T. s ulallev LUBIGCHEMUSMSETET 6M60Tgl FIDNG S MG LD
ANBLUUSMSUD GMIEHS 6T60TE ME&QUIMLILILD / QL& &L enLalFey LiFlemel el (& Cmedr
(@I15mag), LIS CHemeUs eh& @& 6l ([HLILISSIL_60T @)600TMHIE 5 G medr).

LUBIGHMUMETT QU LDMMILD 6én&HQWIMLILLN G&H 5 UL 6oT:

@B IJ&ITetorev G &F WLIUl6or QUIWT LDMMILD 6M&QWITLILILD C&H S UL 60T:

Frl S uWileT QUWIT LMHMID SHQWITLILLD GSHSH UL 6oT:
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Understanding correlation between social determinants of delays in diagnosis
and management and outcomes for solid cancers in Tamil Nadu- Multicentric
mixed method study

Interview guide for Doctors
About you

1. Could you please tell me a little bit about yourself and your practice?- (Name,
Gender, qualification, Years of practice, Specialty)

About early diagnosis of cancer

2. From your perspective, what is the role of family physicians in diagnosing cancer
as early as possible? What is the role of cancer specialists in diagnosing cancer

as early as possible?

3. Can you please help me understand how you generally proceed when a patient
presents to you with signs/symptoms that might be related to cancer?

4. Once patients present to you with signs/symptoms, what challenges have you
faced in getting to a cancer diagnosis as quickly as possible? What things
influence the time it takes to get to that diagnosis?

Expediting the diagnostic process

5. In your experience, what are some facilitators or enablers of making a cancer
diagnosis as early as possible?

6. Given your experience, what are some opportunities for streamlining the
pathways from the time a patient presents to a family physician to diagnosis of
cancer?

Improving patient and family experiences

7. We know from a previous study that the diagnostic period can be a time of high
anxiety for patients and families. What, in your opinion, could be done to better
support them during this period?

Anything else?

8. Is there anything else you wish to say?

Thank you
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IB L] 600T [ 85 (615 &5 & IT60T G 6 [J 8 T6UuT6V 6u LI S5 ITL_ LY.
2_MIgGemerLumn
1. 2 mseeTLiLmmlube migeTUWINHT enwILMHMILLDG&TEHE DG &F 6LV (LY ULOIT? -
(Quuw, umedleorid, &&S), LIUWIMHE o 600T(H &6T, ML)

LM 01 G B IT6D) WL (LD 60T Fer. L LG, G LI &5 650T L Ml 6L LI M )

2. 2 MG6ETUMFemeuulle,

LD 01 GIB T60) ULl B L9 LI 611 600 [T 6111 60 85 600T L 1] 621 85 60 & (B) LD LI LD (15 & 31 621 [T 85 61 | 60T LI 11 (5 6T 63T 60T ?
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| @ Institutional Human Ethics Committee
( ) PSG Institute of Medical Sciences & Research
R
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Red Noo PEG/IHEC/021AppnF BDN Jonisney 07, A3
To
Dr Ragkumar K 8
Professor
Department of Surgical Oncology
PSGIMS &R
Combatore
Co-investigators: Dr Saranya Rajamanickam / Dr Sudha Ramalingam / Dr Arulmurugan Ramalingarm
Or Sandhiya Venkatesan

Ref: Project No. 22/335

Diear Sir,

instilutional Human Ethics Committes, PSG IMSAR reviewed and discussed your application dated
02122022 1o conduct the research study enfitled *Understanding comelation befwean social
demminants of delays in diagnosis and managemeni and oulcomes for solid cancers in Tamilnady -
Mutticentric mixed method study” during the IHEC review meeting held on 16.12 2022,

The: foliowing documents were reviewed and approved.

Project submession form

Study prolocol (Version 1 dated 02.12,2022)
Informed consent forms

Assent and Parental consent forms

Data collection tool

Project sanction letter

Authorship Agreement

Current CV's of Principal investigator, Co-investigators

Budget

The full board review meeting was convened on 16.12.2022 belween 2.30 pm and 4.45 pm. The
foliowing members of the Institutional Human Ethics Committee (IHEC) were present for the

descussions:
| = — | T e "
i L S e
| 1 Yestho | Yoo |
1 Mr Anlony RajB M, Local Boiercas _ _.-_!gﬂlﬂ‘l o L] I
! 7 | DrBhuvaneswar K MO | Chevcal Pharmaca ' |- Fomae | ~yan,™, | Yes
BEG L 9 |. |
Proposal Ne, 2935 gLO7.01.2023, Tie: Understancing socil derminants Ew:nﬁmum and
managemant and outcomes for soid cancers in Taminad - mixed mgthad sudy 5 j
e TR T TAL 225 Page10f?
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Institutional Human Ethics Committee
PSG Institute of Medical Sciences & Research

Recognized by The Strategic Initiative for Developing Capacity in Ethical Review (SIDCER, WHOI
POST BOX HO. 1674, PEELAMED, COMMAATORE 641004, TAMIL MADL, INDIA
Phone ;| +91 422 - 4345818, Fax; 9] 427 - 2594400 Ernail | iheo@psgimsracin

)

™ l-
oy, e

I -CT- 205,

| 3 | Mr Gowpaihy Velappan B4, B Lagl Advsar wale hic s
TS 25 |
£ | (Membes - Secretary, i) | MO BT Ece. | e = =
| 5 | M Masgandan B B Com, LLE Lay Parson Mate Wa Yed
| WrsRimaa M . I
b (Abermate amber Secwary. | M Se Mursing Famalo e vea
|, | OrParag K Shah
" | Ve Charerson e ohe Clinician [Ophthamokogy] | Maie Ho. b
R . B iy S
® | (Chstpersan, ey M0.LA Gimiczen i i oA
| 9 | DOr Remeshs w0 Clvician M Yot Yes
I i Dr Senfrurseli B MO th;xln;:.l Femalk Ne e
1| o Swskumar MPham,PhD |  Phamacy Male | Yes Ne
12 | Dr3ujshaR D Biochemisiny Fesmle Yes i !
13 | s Sweaty Subha P | MPT Pysotrerapy Femals Yes Yas

The study is approved in its presented form for the stated sample size. The decision was afrived at
through consensus. Meither Pl nor any of proposed study team members were present during the
decision making of the IHEC. The IHEC funcbions in accordance with New Drugs and Clinical Trials
Rules, 2018. The approval is valid until one year from the date of sanction. You may make a written
remmﬁﬁ for renewal [ extension of the validity, along with the submission of staius report as decided by
the IHEC.

Following points must be noted:

1. IHEC should be informed of the dale of initiation of the study
2  Status report of the study should be submitted fo the IHEC every 12 months
3. Fland other investigators should co-aperate fully with IHEC, who will menitor the trial from time
o fime
4. Al the fime of Fi's retirementintention lo leave the institute, study responsibiity should be
ransferred to a colleague after oblaining clearance from HOD, Status report, including accounts
detads should be submitted to IHEC and extramural sponsors
5. In case of any new information or any SAE, which could affect any study, must be informed to
IHEC and sponsors, The Pl should report SAEs ocourred for IHEC approved studies within 24
hours of the occurrence
6. Inthe event of any protocol amendments, IHEC must be informed and the ame
be highlighted in clear terms as follows: e o
3. The exact alleration/amendment should be specified and indicated
amaqdrnenl occurred in the original project. (Page no. Clause no, ete | wnere e
B Variation in the: proposed sample size B

e Alteraton i the budgetary stafus should be cleary fiscalét 3nd tha rhusiebudget form
Fropasal Mo, 2335 ot 07.01.2023, Tite: Undarstanding [FV e o w0
Anegemant and auteomes for safid cancers in Tamiinady -
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_.«cerutional Human Ethics Commitiee
PSG Institute of Medical Sciences & Research

cognteed by The Strategic Initiative for Developing Capacity in Ethical Review (SIDCER, WHO)
POST BOX HOL 1674, PEELAMEDU, COIMBATORE 641 004, TAMIL MADU, INDIA

Phone @ 491 422 - 4345818, Fax - +91 422 - 2594400, Email : ihec@psgimsr.ac.in BECT M1 Ai5E

7. Fin
the

should be submitted

d. If the amendments require a change in the consent form, the copy of revised Consent
Form shauld be submitted to Eihics Committes for approval

€. If the amendment demands & re-look at the toxicity or side effects to patients, the same
should be ﬂmmemﬁd

f. If there are any amendments in the ki [ i i
& nal design, these must be incorporated in the
g’pﬂﬁ% ;n:m mere;Er Cstud'_.- dacuments. These revised documents should be submitted for
and only then the i
0. ARY devigg s by can they be implemanted

. Vioationiwaiver i . N

:ﬂpul Bted perio for rary waiver in the protocol must be infarmed 1o the IHEC within the
repart along with summary of findings and ; G

Study should be suhminmr[!:; |HE§'W presentations/publications if any on closure of

Thanking You,

Yours Sincerely,

_En_q_f]'ulif--r- "J'l"L I

Dr S Karthikeyan

Member - Secretary
Institutional Human Ethics Committee

‘\kukh"'_'
Proposal No. 22015 gt07.01.2023, Title: Undlerstanding soclal derminants of defays in dlagnosts and
management and owtcomas for solfd cancers dn Taminady - frie mlned medhod study
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<> Institutional Human Ethics Committee
( T) PSG Institute of Medical Sciences & Research
R
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S0 0 PERE [CE DS P AR A TR A TR R A T AMIL MRATH . IR

Plhdaiies a1 484 A 1SN0, Ve WO Apd .."'-“'1-"““]. I iviail  (Feii Elpec)irmse ar in TP T rm e,
Rl Mes  PROIHE G A ppriF BT danuary 0F 025
T
U Hagkumar K 5
Frofessi
Departmant of Surgical Oneology
PSGIMS & R
Laimibuabaris

Co-investigators: D Saranya Hajamanickam | D Sudha Ramalingam | Or Arulmunsgan Ramalingam
Lir Sendhiya Vankabosarn

Rel: Projoct Mo 2245

Divar Sir,

Inshtutional Hurman Ethics Committes, P5SG IMSER reviewsd and discussed your application dated
0212 2022 1o conduct the msearch siudy entitled *Understanding correlation between  social
derminants of delays in disgnosis and management and oleomas for selid cancers in Tamilnady -
Multicentric mixed method sludy” during the IHEC review meeting held on 16,17 2002

The: Tallowing documents were reviewsd and approved:

Progect submission fonm

Study protocol (Version 1 dated (212 2022}
Informed consent forms

Assent and Parental consent forms

Dala collechion tood

Praoject sanction letler

Authorship Agresmant

Current CVe of Principal inveshgator, Co-investigators
Budge

BB e —

The full board review meeting was convened on 1612 2022 between 2,30 pm and 4.45 pm. The
following members of the Instiutional Human Ethics Committee (IMEC) were present for the

discussions:
I Affiliation | Presont at
of |
lﬂ Hmnl:-lE:m'rhlr Oualitication dawa of Exbarts Garder bnlhn_u the
\ Inatitution mieEling
| | | | | TauMa | FormiMe
1 fir darrtny R B e L PR ] ot I ™ Ve
{ W R R P - 1
7 | L Bhuvamssasd | L2 ] | Chnks thrn:r,-,.;-( " L Fampks 1 fecy, Yoy
! | ) e
o ke 1

Propessl Mo, JRO1S dLOT.01.2001, Tie: Usdwratanding ..i,. socil deeminanty ﬂi"ﬂm 1 itkgrosis and
managamant snd onfcomes for soid cancaers in Tamilnedy - Ic migwd maihnd study f_,f"'
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GSTIN : 33AAACT3400E124 CIN : U85110TN19945GC027239

TAMILNADU MEDICAL SERVICES CORPORATION LTD.,

( A Government of Tamil Nadu Undertaking )
150 9001 : 2015 Certified Organisation  No. 417, Panlheon Road, Egmore,
Channai - 600 0048,
Fhone - 844 - 2315 18590, 2815 0254
FaX ; Ddd -2318 0635
Ref. 0BO3/TNMSC/MAINT /2023 08.03.2023
To Dat :

BN 1 B B B 8 i b

The Head of the Institutions

RGGGH(Chennai), SMC(Chennai), TNGMSSH(Chennai), GRH{Chennal),
GMCH-Coimbatore, Madurai, Tirunelveli,

Trichy, Thanjavur, Salem, Sivagangai, Villupuram, Theni, The Nilgris, Tiruvarur, ES]-
Coimbatore .

GH-Melur,Srirangam, Pattukottai, Mettur, Karaikudi, Tindiva nam,Periyakulam,
Conoor.

SirfMadam,

Sub: Operational Research Program (ORP) implemented by TNHSRP - sharing
of particulars to investigators-reqg.

Ref: Copy of TNHSP ltr.ref.no. 1806/ TNHSRP/PMU/2021 Dt.23.02.2023

As per reference cited, It has been Informed by the Project Director, TNHSRP
that an Operational Research Program (ORP) has been implemented by
TMHSRP to study the existing services and performances of Govt.Hospitals in
Tamil Nadu through Indian Institute of Techneology ,Mumbai and for this a MaU
has been executed between the IIT{M) and TNHSRP.

As it has been proposed to perform study related to Equipment Utilization and
cancer management in the above menticned Government Medical College
Hospitals and as the activities of TNMSC are restricted to CT/MRI/RT centres, it
is informed that the HoDs of Radiology/Radiotherapy centres may permit the
investigators to conduct the study in the specified area and share necessary
details to the team with a copy marked to TNMSC.

Sdf-
Managing Director.
3\ True copy\by ordery\,

Gereral Manager (S)Te

Copy to
1) The PD TNHSP
2) The Director of Medical Education,Chennail
3} The Director of Medical & Rural Health Services
4} The HoDs of respective Radiology/Radiotherapy centres.

Visit us @ https:/iwww.tnhealth.tn.gov.in https:fiwww.tnmsc.tn.gov.in
E-mail : enquiry.tnmsc@in.gov.in



Directorate of Public Health and Preventive Medicine

Scientific Advisory Committee
Mo. 359, Anna Salai, DMS Campus, Teynampet, Chennai - 06,

S Mo. . DPHPM/SAC/2023/109 R.No.011575/HEB/A2/2023
Date :  13-02-2023

Sub. | Scientific Advisory Committee - Health Education Bureau (HEB] — Study Permission -
Dr. Rajkumar K.5- "Understanding correlation between social determinants of delays in diagnosis
and management and outcomes for solid cancers in Tamil Nadu — Multicentric mixed miethod

I study”— Regarding.

Ref: | Individual's Application Dated ; 23.01.2023

with reference to the above Dr. Rajkumar K5, Professor, Department of Surgical Oncology,
PSG Institute of Medical Sciences & Research, Coimbatare — 641 004, is permitted to conduct a study on
“Understanding correfation between social determinants of delays in diagnosis and management and
outcomes for solid cancers in Tamil Nadu - Multicentric mixed method study”

[ Institutional Ethics Commitiee 07,01.2023

| Approval Date [

| Institution Institutional Human Ethics Committee,
| PSG Institute of Medical Sciences & Research,
| _— Coimbatore - 641 004.

Subject to the following conditions:

s Data Collected should not be published in the newspaper or in any media without the prior permission
of Government of Tarmil Madu / DPFHEPM, Chennai - 06,

« The data on the survey should not be shared with any other 3 party and inference arising on analysis
of the data should not be disseminated without the written permission of Director of Public Health
and Preventive Medicine / Government of Tamil Madu.

» The analytical findings are to be shared to this office for useful inputs.

s The outcomes of the proposed study, policy and its implications in the Public Health may be shared

A

with this department.
[
., sdﬂuinapgi;i
Director of Public Health and
Preventive Medicine,
Chennai —06.
To: | Copy To:
Dr. Rajkumar K.5, ' The Praject Director,
Professor, Department of Surgical Oncology, Tamil Madu Health System Reform Program
PSG Institute of Medical Sciences B Research, (THHSRP)
Coimbatore — 541 004, Chennal - 06,

Page 1of 1
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GSTIN : 33AAACT3400E124 CIN : U85110TN19945GC027239

TAMILNADU MEDICAL SERVICES CORPORATION LTD.,

( A Government of Tamil Nadu Undertaking )
150 9001 : 2015 Certified Organisation  No. 417, Panlheon Road, Egmore,
Channai - 600 0048,
Fhone - 844 - 2315 18590, 2815 0254
FaX ; Ddd -2318 0635
Ref. 0BO3/TNMSC/MAINT /2023 08.03.2023
To Dat :

BN 1 B B B 8 i b

The Head of the Institutions

RGGGH(Chennai), SMC(Chennai), TNGMSSH(Chennai), GRH{Chennal),
GMCH-Coimbatore, Madurai, Tirunelveli,

Trichy, Thanjavur, Salem, Sivagangai, Villupuram, Theni, The Nilgris, Tiruvarur, ES]-
Coimbatore .

GH-Melur,Srirangam, Pattukottai, Mettur, Karaikudi, Tindiva nam,Periyakulam,
Conoor.

SirfMadam,

Sub: Operational Research Program (ORP) implemented by TNHSRP - sharing
of particulars to investigators-reqg.

Ref: Copy of TNHSP ltr.ref.no. 1806/ TNHSRP/PMU/2021 Dt.23.02.2023

As per reference cited, It has been Informed by the Project Director, TNHSRP
that an Operational Research Program (ORP) has been implemented by
TMHSRP to study the existing services and performances of Govt.Hospitals in
Tamil Nadu through Indian Institute of Techneology ,Mumbai and for this a MaU
has been executed between the IIT{M) and TNHSRP.

As it has been proposed to perform study related to Equipment Utilization and
cancer management in the above menticned Government Medical College
Hospitals and as the activities of TNMSC are restricted to CT/MRI/RT centres, it
is informed that the HoDs of Radiology/Radiotherapy centres may permit the
investigators to conduct the study in the specified area and share necessary
details to the team with a copy marked to TNMSC.

Sdf-
Managing Director.
3\ True copy\by ordery\,

Gereral Manager (S)Te

Copy to
1) The PD TNHSP
2) The Director of Medical Education,Chennail
3} The Director of Medical & Rural Health Services
4} The HoDs of respective Radiology/Radiotherapy centres.

Visit us @ https:/iwww.tnhealth.tn.gov.in https:fiwww.tnmsc.tn.gov.in
E-mail : enquiry.tnmsc@in.gov.in



THHELP

From 02 December 2022
Professor V R Muraleedharan,

Indian Institute of Technology (Madras),

Chennai - 600036.

[Coordinator, ORP — TNHSRP]

To

Dr. K.S. Rajkumar,

Professor of Surgical Oncology,

PSG Institute of Medical Sciences & Research (PSGIMSR),
Coimbatore — 641 004

Dear Dr. K.S. Rajkumar,

Subject: Your research proposal “Understanding the correlation between social determinants of
delays in diagnosis and management and outcomes for solid cancers in Tamil Nadu using a
multicentric mixed method study” submitted to the Operational Research Programme-Tamil Nadu
Health System Reform Programme (ORP-TNHSRP)

We are happy to announce that your proposal has been approved with financial support by the
Selection Committee of the ORP — TNHSRP. The total amount sanctioned for the above study is Rs.
24,36,000/-.

The draft MoU to be executed between IIT Madras and PSG Institute of Medical Sciences & Research
(PSGIMSR), is attached for your reference. We request you to kindly consult with your legal cell and
let us know if you need any clarification/modification or further information in this regard. We shall
then prepare the final version of the MoU and forward you the same for signature.

In the meanwhile, we request you to get the approval of your Ethics Committee for your proposal to
enable us to transfer the funds to your account and complete other formalities.

We request you to furnish details of the Bank Account (of your Institution) in order to release the
funds.

We thank you for your interest in being part of this pioneering initiative of the Dept. of Health and
Family Welfare of the Govt of Tamil Nadu.

Sincerely,

f I'I A
|'||"!" _|'I'I|__

V.R.Muraleedharan
Coordinator, ORP-TNHSRP
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FULL DETAILS (Read-only) -> click Here to Create PDF for Current Dataset of Trial

CTRI No

Acknowledgement
Number

Last Modified On:

Post Graduate
Thesis

Type of Trial
Type of Study
Study Design

Public Title of
Study

Scientific Title of
Study
Clarification(s) with
Reply
Modification(s)

Trial Acronym

Secondary IDs if
Any

Details of
Principal
Investigator or
overall Trial
Coordinator
(multi-center
study)

Details Contact
Person
Scientific Query

Details Contact
Person
Public Query

CTRI/2023/03/050660 [Registered on: 14/03/2023] Trial Registered Prospectively
REF/2023/03/064243

03/06/2023

No

Observational
Mixed Methods - Qualitative and Quantitative Cohort Study
Single Arm Study

A study to understand the reasons for delays in the diagnosis and management of solid cancers in
Tamil Nadu

Understanding correlation between social determinants of delays in diagnosis and management and

outcomes for solid cancers in Tamil Nadu- Multicentric mixed method study

INIL INIL

|Name ||Dr K'S Rajkumar

|Designation ||Professor of Surgical Oncology

|Affliation  ||PSG Institute of Medical Sciences and Research |
Department of Surgical Oncology PSG Institute of Medical Sciences and Research
Peelamedu Coimbatore 641004
Address Coimbatore
TAMIL NADU
641004
India
|Phone (9940155250 |
Fax | |
|Emai| ||drksrajkumar@gmai|.com |
|Name ||Dr K'S Rajkumar |

|Designation ||Professor of Surgical Oncology

|Aff|iation ||PSG Institute of Medical Sciences and Research |
Department of Surgical Oncology PSG Institute of Medical Sciences and Research
Peelamedu Coimbatore 641004
Address
TAMIL NADU
641004
India
|Phone (9940155250 |
Fax | |
|Emai| ||drksrajkumar@gmai|.com |
|Name ||Dr K'S Rajkumar |

|Designation ||Professor of Surgical Oncology

|Aff|iation ||PSG Institute of Medical Sciences and Research

Department of Surgical Oncology PSG Institute of Medical Sciences and Research
Peelamedu Coimbatore 641004

Address
TAMIL NADU
641004
India

https://ctri.nic.in/Clinicaltrials/rmaindet.php?trialid=82186 &EncHid=24515.76636&modid=1&compid=19
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|Phone (9940155250 |
Fax I |
|Email || drksrajkumar@gmail.com |

Source of
Monetary or
Material Support

||Tami| Nadu Health Systems Reforms Project Operational Research Grant ||

Name |Tamil Nadu Health Systems Reforms Program |
TNHSRP 3rd Floor DMS Annex Building 359, Anna Salai, Teynampet Chennai
Address
. 600006
Primary Sponsor
Type of .
Sponsor Government funding agency
Details of | ” |
Secondary INIL INIL |
Sponsor
Countries of India
Recruitment
Sites of Study
Clarification(s) with Department of Surgical Oncology PSG
Reply Superspeciality Hospital PSGIMR 9940155250
Modification(s) Dr K S Rajkumar PSGIMSR Avinashi Road Peelamedu
Coimbatore drksrajkumar@gmail.com
TAMIL NADU
Details of Ethics
Committee
Clarification(s) with PSG
Reply .
Modification(s) Il\/rlleséliE:LaI\tle of
Sciences Yes ESR/ZSZ/INST/TN/ZOB/RR_ Approved 07/01/2023 ?itl)eproval No
and
Research
IHEC
Regulatory | ” ” |
Clearance Status  (INot Applicable [No Date Specified [No File Uploaded |
from DCGI
Health Condition
/ Problems Patients (1) ICD-10 Condition: C00-D49||Neoplasms,

Studied

Intervention /
Comparator Agent

Inclusion Criteria Age
From
Age To 99.00 Year(s)
Gender Female

Details 1. Resident of Tamil Nadu (resided in Tamil Nadu for atleast 1 year at the time of
diagnosis of cancer)
2. Known to have oral cavity (including lip) cancers, lung cancers and cancers of the
Gastro intestinal tract (any age and any stage).
3. Diagnosed on or after January 1 2020

18.00 Year(s)

https://ctri.nic.in/Clinicaltrials/rmaindet.php?trialid=82186 &EncHid=24515.76636&modid=1&compid=19 2/6
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4. On treatment or have received treatment (at least some part) or on follow-up at one
of the hospitals (study centers) in Tamil Nadu. Efforts will be made to include patients
who have died or lost to followup.

5. Able and willing to give consent for participation in the study

1. Patients with other cancers, hematological cancers, second cancers or multiple cancers
(synchronous or metachronous).
2. Not willing to participate in the study.

Details 3. Patients who are not residents of Tamil Nadu
4. Patients (including residents of Tamil Nadu) who have received whole of their
treatment in a hospital outside Tamil Nadu

Exclusion Criteria

Method of
Generating
Random Sequence

Method of
Concealment

Blinding/Masking

1.Socioeconomic and demographic determinants contributing to delay
. Delays in cancer diagnosis (Time durations):

. Actual Delays (rounded to the nearest week)

. Patient-reported reason for the delay in treatment

. Significant delays

0O T W

Primary Outcome
Clarification(s) with

Reply 1 & 3 years
Modification(s) 4. Cancer Outcomes:
a. Adherence to Treatment - completed/delayed/not completed/modified
b. Adherence to Follow up - Regular/irregular
c. Recurrence and Survival data
Secondary
Outcome None 1 year
Total Sample Size="2000"
Target Sample Sample Size from India="2000"
Size Final Enroliment numbers achieved (Total)= "Applicable only for Completed/Terminated trials"
Final Enrollment numbers achieved (India)="Applicable only for Completed/Terminated trials"
Phase of Trial N/A
Date of First
Enroliment 15/03/2023
(India)
Date of Study
Completion Applicable only for Completed/Terminated trials
(India)
Date of First
Enroliment If country of recruitment is only India, global date would be not applicable.
(Global)
Date of Study
Completion Applicable only for Completed/Terminated trials
(Global)
Estimated Yearsh= _1 non
Duration of Trial Months=
Days="0"

Recruitment
Status of Trial
(Global)
Modification(s)

If country of recruitment is only India, global status would be not applicable.

Recruitment
Status of Trial Open to Recruitment
(India)

https://ctri.nic.in/Clinicaltrials/rmaindet.php?trialid=82186 &EncHid=24515.76636&modid=1&compid=19 3/6
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Publication

Details

Clarification(s) with None yet
Reply

Modification(s)

Individual
Participant Data
(IPD) Sharing
Statement

Will individual participant data (IPD) be shared publicly (including data dictionaries)?

Response - NO

Do you wish to upload results?

Result Disclosure
Response - Summary results have not yet been disclosed

Brief Summary Despite increased access to healthcare and the establishment of Oncology departments in
various medical colleges, Tertiary cancer care centers and Regional cancer centers by Govt. of Tamil
Nadu and an increased number of private cancer hospitals, there are still gaps and barriers in access
to healthcare in some geographical locations within Tamil Nadu.. Geographical and social barriers to
healthcare contribute to the diagnosis and treatment delays and therefore to cancer outcomes in
patients with solid tumors especially in oral cavity (including lip) cancers, lung cancers and cancers of
the Gastro intestinal tract. Identifying these determinants will help address health care gaps in Tamil
Nadu, decrease delays and improve cancer outcomes. Aim of the study is to understand the
correlation between social determinants of delays in cancer diagnosis and management and cancer
outcomes for patients with oral cavity (including lip) cancers, lung cancers and cancers of the Gastro
intestinal tract in Tamil Nadu.

Study Design: Mixed Methods Research study with convergent parallel design (Quantitative
and Qualitative)

The study will have 2 components:

1. Quantitative component: Observational ambispective cohort study

2. Qualitative component:  In-depth interviews of doctors

Study Duration: 10 months

Study Population:

1. Patients with known with oral cavity (including lip) cancers, lung cancers and
cancers of the Gastro intestinal tract residing in Tamil Nadu and who are on
treatment or follow-up at one of the eligible hospitals in Tamil Nadu.

2. Doctors involved in cancer care in Tamil Nadu

Inclusion Criteria for patients:

1. Resident of Tamil Nadu (resided in Tamil Nadu for atleast 1 year at the time of
diagnosis of cancer)

2. Known to have oral cavity (including lip) cancers, lung cancers and cancers of
the Gastro intestinal tract (any age and any stage).

3. Diagnosed on or after January 1 2020

4. On treatment or have received treatment (at least some part) or on follow-up at

one of the hospitals (study centers) in Tamil Nadu. Efforts will be made to include
patients who have died or lost to followup.
5. Able and willing to give consent for participation in the study

Exclusion Criteria for patients:
1. Patients with other cancers, hematological cancers, second cancers or multiple
cancers (synchronous or metachronous).

2. Not willing to participate in the study.
3. Patients who are not residents of Tamil Nadu
4. Patients (including residents of Tamil Nadu) who have received whole of their

treatment in a hospital outside Tamil Nadu
Inclusion Criteria for Doctors (qualitative part):

1. Oncologist (Radiation or Medical or Surgical Oncology) directly involved in the
care of cancer patients

https://ctri.nic.in/Clinicaltrials/rmaindet.php?trialid=82186 &EncHid=24515.76636&modid=1&compid=19 4/6
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2. Primary care doctors (primary care clinician/GP/ any specialist other than
oncologist) not directly involved in the care of cancer patients but who usually
refer patients to specialists

Study area:
1. Government Hospitals within the state of Tamil Nadu with Oncology
departments (Radiation or Medical or Surgical Oncology)
2. Private cancer centers/hospitals within the state of Tamil Nadu with oncology
departments (Radiation or Medical or Surgical Oncology)
3. Primary care centre (Qualitative part)
Study Approvals:

PSGIMSR, Coimbatore will be the coordinating institute and will be responsible for
overall study approvals (regulatory and ethical), financial approvals, MoU with TNHSRP/IIT
Madras, manpower recruitment and training, project oversight, reporting and publications.

Kilpauk Medical College (Govt. Royapettah Hospital) will be the nodal centre for the
North zone, Thanjavur Medical College will be the nodal centre for the East zone and Madurai
Medical College will be the nodal centre in the South zone.

Ethical approval will be obtained from IEC of PSGIMER, nodal centres & other
hospitals as required. Since this is an observational ambispective cohort study with no impact
on patient management, we expect expedited IEC approvals/waivers from most
hospitals/centres. Administrative approval will be obtained from all hospitals/proposed study
centres. If required, a Clinical Trial Agreement or Material Transfer Agreement can be signed
between PSGIMSR and individual hospitals.

The proposed study centres and the number may change depending on approvals and
permissions. Individual Hospital leads will be included as site/local Principal Investigators.
Additional co-investigators can be included as per hospital needs and guidelines for IEC or
administrative approval purposes. However, it the responsibility and discretion of Individual
Hospital leads to include co-investigators who they think will contribute substantially to the
study.

Consent:

Written informed consent (for adults aged 18 and above — hard or soft copy) and
parental consent (for pediatric patients < 18 years— hard or soft copy) will be obtained. We
estimate that only a small number of the patients with the above cancers will be under the age
of 18 years for whom a parental assent/consent will be used. Consent Waivers/permission for
oral consent will be obtained from individual IECs if required and used wherever applicable.
ICMR guidelines regarding informed consent will be followed. Informed consent will be taken
from the doctors for participation in the qualitative study.

DATA COLLECTION:

Qualitative Study:

The qualitative component of the study will include an in-depth interview of 20 doctors
of whom 10 would be oncologists directly involved in the care of cancer patients and 10 would
be primary care doctors not directly involved in the care of cancer patients but who usually
refer patients to specialists.

Interviews will be recorded and transcribed for qualitative analysis. Interview questions
will be structured based on previous literature and government reports so that we can gather
doctors’ opinions on what they think the delay in cancer diagnosis and management is and
how they think it affects the outcome of patients with solid cancer.

Quantitative study:

Patients will be identified from hospital records and cancer registries. After obtaining

consent, the data collected will be from the patients and caregivers’ records/memory and if
available, hospital records. Strict confidentiality of patients will be maintained. The management of

https://ctri.nic.in/Clinicaltrials/rmaindet.php?trialid=82186 &EncHid=24515.76636&modid=1&compid=19 5/6
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patients will be at the discretion of their doctors as per their hospital policy. Data regarding the
sociodemographic profile, causes of delay in treatment, follow-up duration, and recurrence details
will be collected (using a structured questionnaire) by interviewing the participants.

OUTCOME MEASURES

1. Social determinants contributing to delay
a. Demographic factors
b. Socioeconomic factors
2. Geographical determinants contributing to delay
a. Distance between nearest GP/PHC to whom/which the patient usually goes and his or her
home
b. Distance between nearest Government Hospital or Specialty Hospital with > 50 beds to
whom/which the patient usually goes and his or her home
c. Distance between nearest Cancer Center (Government or Private) and his or her home
d. Distance between home and current treating hospital
3. Delays in cancer diagnosis (Time durations):
a. Actual Delays (rounded to the nearest week)
b. Patient-reported reason for the delay in treatment
c. Significant delays

> 4 weeks => significant delay

4. Cancer Outcomes:
a. Adherence to Treatment — completed/delayed/not completed/modified
b. Adherence to Follow up - Regular/irregular
c. Recurrence and Survival data

https://ctri.nic.in/Clinicaltrials/rmaindet.php?trialid=82186 &EncHid=24515.76636&modid=1&compid=19 6/6
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CANCER INSTITUTE (WIA)

(REGIONAL CANCER CENT RE)
INSTITUTIONAL ETHICS COMMITTEE- NA BH ACCREDITED
NABH Accreditation No: EC-CT-2020-0141
Re-Registration No. ECR/Z3 5/nst TN2013/RR-19

IEC/ 2023/ Aug 06

To, 23/08/2023
Dr. Arvind Krishnamurthy

Principal Investigator

Professor & Head, Department of Surgical Oncology

Cancer Institute (WIA)
38, Sardar Patel Road Adyar, Chennai-600 036

Subject: Ethics Committee Approval Letter

Referenca: “Understanding correlation between social determinants of delays in diagnosis and
management and outcomes for solid cancers in Tamil Madu- Multicentric mixed mathed study”

Dear Dr. Arvind Krishnamurthy,

Institutional Ethics Committee reviewed and discussed your application dated 13 July 20323 o
conduct the study titied "Understanding correlation between social determinants of delays in
diagnosis and management and outcomes for solid cancers in Tamil Nadu- Multicentric mixed
method study” during the Institutional Ethics Committee meeting held on 05 August 2023 at 5.00
am in the Board Room 2nd Floor, lions Cancer Support Centre (IORT bullding) Dr. 5.
Krishnamurthy Campus, Cancer Institute {(Wia), Chennai 600 036.

At the IEC mesting held on 05 August 2023, the committee, after due consideration had raised
certain queries and IEC query letter dated 14 August 2023 was issuad.

Responses to the queries received on 22 Aug 2023 and the supporting documents were reviewed
and approved on 23 August 2023

Phone: (044-22209150 Exin: [35/219. Fax: 044-24912085
E-mail; jecEicancennstitotewin.org



The following documents were reviewed and approved.

PNm e WM

Covering Letter dated 13 July 2023

Title Page

Certificate from Investigator

Protocol with Annexures

Patient Information Sheat- Aduit & Paediatric- English & Tamil

Parental Assent Form - English & Tamil

Infermed Consent Adult- English

Institutional Ethics Committee Approval letter- PSG Institute of Medical Sclences

The following members of the ethics committee were present at the Ethics Committes Meeting
held on 05 August 2023 at 9.00 am in the Board Room 2nd Floor, Lions Cancer Support Centra
{IORT building) Dr. 5. Krishnamurthy Campus, Cancer Institute {WIA), Chennal 600 036

% No | Name of the member Role/ Designation in | Affiliation of the

Ethics Member with
| Committee Institution

1 Dr. 1.5. Sathyanarayana Murthy Chairman Mo

2 Dr. R. Swaminathan Member Secretary Yes

3 Dr. Mano] Murhekar Clinician Mo

4 Dr. C. Suthakaran Medical Scientist/ Mo
Pharmacologist

5 Dr. ). C. Bose Clinleian Mo

G Dr. 5. Lakshminarasimhan | Clinlcian Mo

7 Dr. B, Ananthi Clinician Yes

B Dr. 5. Padma Legal Expert No

9 ‘Mrs. Sudha Ganapathy® Social Scientist Ne

10 Mrs. Lata Ramakrishnan Lay Person Mo

*Participated through Virtual video conferencing piatform.

The Quarum requirements as per New Clinical Trial Rules 2019 was fulfilled,
L]




The study protocol and documents were reviewed and approved by the ethics committee to be
conducted in its presented form. The decision was taken unanimously. Principal Investigator
should conduct the study in accordance to the IEC approved protacol

The Institutional Ethics Committee, Cancer Institute (WI1A) functions in accordance with:

The New Drugs and Clinical Trials Rules 2015,Go0d Clinical Practice Guidelines for Clinical Trials
in India issued by CDSCO and Ministry of Health and Family Welfare, Government of India,
National Ethical Guidelines for Bio-Medical and Health Research involving Human Particlpants
issued by ICMR and ICH-GCP Guidelines,

The ethics committes expects to be informed about the progress of the study, Please note that
it is the responsibility of the Principal Investigator to Inform the |EC if there |s any changes In the
protocol and patient information sheet /informed consent farm, if applicable. You are also
reguested to provide a copy of final report to 1EC.

Yours Sincerely,
e N
Dr. R. Swaminathan L ;. 551

Member Secretary ek S



Ref.No: S067/ME3/ 2023 Office of the Dean

Coimbatore Medical College,
Coimbatore-14.
Dated:s 07.20273.

Sub: _T;_f!ﬁgﬁcni Eclucation - Coimbatore Medical College, Coimbarore —
i '1 4 SRP -Operarional Rescarch Program (ORPY) 4% year (20722
023) research proposals approved and study to be initiated
Permission Order Issued -Regarding.

Ref: 1. Ref No:1806/TNHSRP/PMU/2021 dated: 17.02.2023 of the Project
Director, Tamil Nadu Health system Reform Program, Chennai
2. Rel. No.017181/MEL/1/2023 dated: 20.02.2023 of the Directorate of
Medical Education and Research Kilpauk, Chennaj -10
3. Dr.K.S.Rajkumar, Professor of Surggical Oncology PSG Hospital,
Peelamedu Coimbatore-04 letter dated: 03.06.2023. . - _

e e

As per the above reference cited, 1% and II" cited above, the
Dr.K.S.Rajkumar, Professor of Surgical Oncology PSG Hospital is permitted to

conduct the study in this Institution.

The above Individual : . )\‘
[ 9
-y
<" DEAN =

Coimbatore Medical Collego
~ Coimbatore - €41 014,
To p— i

Dr.K.S.Rajkumar, Professor of Surgical Oncology PSG Hospital, Avinashi Road

Peelamedu, Coimbatore-04.
Copy to the Head of the department Surgical Oncology /Radio oncology/Ethical

Committee Member Coimbatore Medical Coimbatore-18. -
Copy to the Project Director Tamil Nadu Health System Reform Program,

Teynampet, Chennai -600 006.




OFFICE OF RESEARCH
INSTITUTIONAL REVIEW BOARD (IRB)

CHRISTIAN MEDICAL COLLEGE, VELLORE, INDIA
CDECO - ErhiesCommittee Registration No: ECRIGINSTTN0IVRR-2019, DHR Reglstration No: ECNEW/INST023TN021 1

Dy, 1. Amalorpavanathan, AS, Bip. S BE. AL Cha, D Jacol Joln, Ao i,

Chairperson, Ethics Committes Chairperson, Research Committes

e, Frasinna samuel, M. 5c., P, Dir. Suceens Alexander, M, DM [ Sephrology,
Secretary, Research Committee FROCP {Lom) FASN, Phy,

Secrefary, Ethics Commities, IRB

Prof. Keith Gomezr, da =W MLPhil. Additional VicePrincips! (R reh)

Deputy Chairpersan, Ethies Commities,

HNovember 02, 2023

Dir. Bohin Mitgal,
Professor,

Department of Surgery - 2,
Christian Medical College,
Vellore — 632 004,

Sub:  Understanding correlation between social determinants of delays in diagnosis and
management and outcomes for solid cancers in Tamil Nadu- Multicentric mixed method
study.

Dr. Rohin Mittal, Professor, Employment Number: 28639, Department of General
Surgery Unit 2, Dr. Rovson Jerome Dsouza, Employment number: 21407, Fellow-
Colorectal Surgery.

Ref: IRB Min. No. 15578 [OBSERVE] dated 26.07.2023

Deear Dr. Rohin Mittal,

The Institutional Review Board (Silver, Research and Ethics Committee) of the Christian Medical
College, Vellore, reviewed and discussed your project titled “Understanding correlation between
social determinants of delays in diagnosis and management and outcomes for solid cancers in
Tamil Nadu- Multicentric mixed method study™ on July 26, 2023.

The Committee reviewed the following documents:

|[RB application

Information Sheet and Informed Consent forms

Case Report Form

GCP Certificate

CWVs of Drs. Mark Ranjan, Rohin, Vidya, Inian Samarasam, Samuel Paul, Royson.
No of documents 1- 5,

Sl e i

The following Institutional Review Board (Silver, Research & Ethics Commitiee) members were
present at the meeting held on July 26, 2023 at 845 am in NEW [RB ROOM, ADJACENT TO
CARMAN BLOCEK, CMC, BAGAYAM CAMPUS, Vellope-632002. 1 of4

Ethies Commitiee Sklver, Office of Research, Ist Floor, Carman Bloek, Christian Medical College, Vellore, Tamll Mada 632 0032
Tel: 0416 — 2284204, TIR42R0, AHTS6HIS Fax: 0416 - 2261788 E-mail: ressarchimemevellore.ac.in




OFFICE OF RESEARCH
INSTITUTIONAL REVIEW BOARD (IRB)
CHRISTIAN MEDICAL COLLEGE, VELLORE, INDIA

CDSC0 = Edhies Convmities Registration No: ECROZHINSTTMNI0RRE-2009, BHE Registration Moz EC/NEW/AINSTINZATN2 01

D Amalorpavanathan, A8, ip NBE, M_Eh, Dr. Jacob John, MP. Ph ..

Chairperson, Ethics Committes Chairpersan, Research Commitiee

[ir. Prasanna Samuoed, V.Sc., Phoo D, Suceena Alexander, ML DM {Nephrobogy ),
Secrerary, Research Comminiee FROP | Lanl, FASY.. PhIL

Spcretary, Ethics Commities, IRB

Prof. Kelth G o VA 5,9 ), R - T
P PUVER: LA () MWL Additional Vice-Frincipal {Rescarch)

Deputy Chairperson, Ethics Committee.

ETHICS COMMITTEE MEMBERS ol
Name Qualification Designation | Affiliastion |
Dr. ). M.5 (Gen. Surg), Dip. | Chairperson, Ethics External,
Amalorpavanathan NBE (Gen. Surg), M. | Commirttes, [RB, CMC Clinician
Ch (Vascular Surgary} | Vellore, Vascular
Surgeon, Retired
Faculty, Chennai.
Dr. Suceena Alexander | ML.D, D.M (Wephro), | Secretary - (Ethics Internal, Clinician
FRCP (Lon.), FASN, | Committes), IRB, Addl.
Ph.D. Vice Principal
(Research), Professor of
Nephrology, CMC,
| Vellore
Prof. Keith Gomez oA {5 W), M. Phil Deputy Chairperson, External,
{Psychiatry Ethics Committes, IRB, | Social Scientist
| Bocial Work) Student counselor,
Loyola College,
Chennai,
Dr. Jayaprakash Mulivil | M.D, MPH, Dr. PH Retired Professor, CMC, | External,
(Epid). DMHC Wellore Scientist &
c o - keriaeegNes BN Epidemiologist
Dr. Blessed Winston M.D Pharmacology Associate Professor, [nternal,
Clinical Pharmacology, | Phammacologist
| CMC, Vellore
s, Anne Jarone M. Sc (Mursing) Professor, Associale Internal,
MNursing Superintendent, | Nurse
CMC, Vellore
Mrs. Shandrila M. S¢ (Mursing) Deputy Dean, College of | Internal,
Immanuel Mursing, CMC, Vellore | Nurse
Mr. C. Sampath B.5c, BL Sr. Lepal Officer, External,
Vellore Legal Expert
Mirs. B. Scholastica M. Phil, Ph. D. Aszistant Professor, External,
Mary Vithiva Auxilium College, Layperson
Vellore

Ethics Comunittee Silver, (MTice of Resewrch, st Floor, Corman Biock, Christian Medical College, Yellore, Tamil Nadu 632 (02
Tel: 0416 — 22842304, 2TR4TRD, 72445 Fax: 0d4i6—226275% E-mail: resenrchi@omevellarenc.in




OFFICE OF RESEARCH
INSTITUTIONAL REVIEW BOARD (IRB)
CHRISTIAN MEDICAL COLLEGE, VELLORE, INDIA

CDSCO - ErbiesComm iitee Registration No: ECRIIZGINSTITN2ZO I HRR-201%, DHR Reghstration SNo: ECINEW/ INSTIZ02NTRA2 LI

(TR

Dr. 1. Amalorpavanathan, ALS, Dip. NBE AL £,
Chairperson, Efhics Commities

. Prazanna Samuel, M.5c., Pho.
Secretary, Research Commities

D Jacol Jobn, M. rwn.
Chairperson. Research Commitiee

D, Suceena Alexander, M3 By (Nephrolig,
FRCT (Lol FAShL, Fhik

Prof. Keith Gomez, MA S WL ML,
Deputy Chairpersan, Ethies Committee,

Secretary, Ethics Committee, IRB
Additional Viece-Principal (Rescarch)

~ BRESEARCH COMMITTEE MEMBERS
Dr. D. J. Christopher DTCD DNE, Professor, Pulmonary | Internal, Clinician
FRCP({Glasg), Medicine, CMC, Vellore |
FCCR(USA)
Dr. Jaceb John MD, MPH Chairperson, Rescarch Internal, Clinkcian
Committee, Professor,
Community Medicine,
| CMC, Vellore L
Dr. Prasanna Samuel M. Sc, Ph.D. Secretary, Research Internal, Statistician |
Committes, Associate
Professor of Biostatistics,
CMC, Vellore
Dr. Rajdeep Ojha M. Tech, PHD Associate Professor of Internal,
Physical Medicine and Bazic Medical
Rehabilitation, CMC, Scientist
L Vellore -
| Dr. BV, Shaiji M.Se, Ph DD Professor, Hematology, Internal, Basic
CMC, Vellore | Medical Scientist
Dr. Winsely Rose MWD {Pacd) Professor, Paediatrics, [nternal, Clinician
CMC Vellore
Dr. Wihal Thomas MDD MiNAMS DNB Professor & Head [nternal, Clinician
{Endo) FRACP (Endo) | Department of
FRCP (Edin) FRCP Endocrinology, Diabetes,
(Glas) FRCP (London) | and Metabolism
FACP PLD.
42 2 | (Copenhagen)
. Christhunesa 5. M.5c., Fh.D Professor, Internal, Basic
Christudass Neurochemistry, Medical Scientist
Department of
u Neurological Sciences
D, Rohin Mittal M5, DME Professor, Department of | Internal Clinician
General Surgery, CMC
e Vellore
Dr, Elizabeth Yinod MBRBS, MD. Associate Professor, Imernal Basic
Department of Medical Scientist
Fa Physiclogy, CMC Vellore

Ethics Commiites Silver, Office of Research, Is1 Floor, Corman Block, Christian Medical College, Vellore, Tamil Nuadu 632 002
Tek: 0416 — 2284304, IIH4T89. JOT5645 Fas: (416 — 2262748 E-mail; researchiwcmevellore.acin




OFFICE OF RESEARCH
INSTITUTIONAL REVIEW BOARD (IRB)
CHRISTIAN MEDICAL COLLEGE, VELLORE, INDIA

CDSCO - Ethics Committes Registration Ne: ECRAZGINSTITNZOTHRE-I019, DHR Registration Yo: ECSEW/INSTI200AT a2 11

Dr. ). Amalorpavanathan, M5, Dip. NBE, M, Che, Dir. Jacob John, MD., Fhb.,

Chairperson, Ethics Commities Chalrperson, Research Commitice

. Prasanna Samuoel, M.5¢., P, Dr. Suceens Alexander, M, DA Nephrodozy
Secretary, Research Commitice FROCF | Lon), FASA. Phie

Secretary, Ethics Committee. IRE

Prof. Keith G MA S WL MLEFhiL.
ppliscdniimeieril el Additional Vice-Principal (Resenreh)

Deputy Chalrperson, Ethles Commitice.

We apprave the project to be conducted as presented for the duration 10 months.

Kindly provide the total number of patients enrolled in your study and the total number of

Withdrawals for the study entitled: “Understanding correlation between social determinants of
delays in diagnosis and management and outcomes for solid cancers in Tamil Nadu- Multicentric
mixed method study”. Please send copies of this to the Research Office

(researchieiomovellore acing,

The Institutional Ethics Committee expects to be informed about the progress of the project.
Any adverse events occurting in the course of the project, any amendments in the protocol and
the patient information / informed consent. Un completion of the study, you are expected to
submit a copy of the final report, Respective forms can be downleaded from the following link;
htp 172,06 11 1 16 Research/IRB  Polices himl in the CMC Intranet and in the CMC website
link address: htip:/fwoww.emeh-vellore edufseatic/research/ Index hrml.

Y ours sincerely, NDER
e ur. quEEHFl-ﬁ-l-ﬁﬂ} FASH, PRO.
e B N . DM[HErhrTﬁgkﬂ L‘.I:[rn?:'l-:ﬂe'i!]
e - = Cecretd 1€aTee,
, I.'J-:lst.l-'lf’!ﬂﬂ waleg
Dr. Suceena Alexander, tnstitatioes] Review E':Iizfﬂﬁ E e M, bavdia.

Secretary (Ethics Committee) vellore - 632
Institutional Review Board

IRB Min. No, 15578 [OBSERVE] dated 26.07.2023 4ofd

Ethics Committee Silver, Oflice of Research, kst Floor, Carman Block. Clhiristian Medical College, Vellore, Tamil Kad 632 002
Tol: 0416 — FIG420, 22R428, 075045 Fax: 04146 - 2162758 E-mmails researchicmevellarenc.in




Ref.No.017181/ME1/1/2023 Directorate of Medical Education

Kilpauk, Chennai -10.
Dated :23.02.2023.

Sub: Medical Education - TNHSRP - Operational Research

Program (ORP) — 4™ year (2022-2023) research proposals -

" @pproved and study to be initiated - Permission requested -
E:nmmuni{:a!ed - Regarding

Ref. RefNo,1808/T NHSRP/FMUI2021 of the Project Director, Tamil

Nadu  Heajth System  Reform Program,  Chennai
dated: 17.02.2023.

e A

A copy of letter in the referenca cited received from the Project Director, Tamil

Nadu Health System Reform Frogram, Chennai, is enclosed and the Deans / Head of
the Institution's are directed to pemit the Investigators to conduct the study in the
specified area at their respective Institution.

Encl. As in the ref. Cited,

Ta:

~ @ o oa £

o

for Directﬁ:ﬂal Education
™y

Draty

The Dean, Rajiv Gandhi Government General Hospital, Chennai

The Dean, Government Stanley Medical College Hospital, Chennai

The Dean. Government Medical College and Hospital, Omandurar Government
Estate, Chennai

The Dean, Coimbatore Medical College Hospital, Coimbatore

The Dean,Government Rajaji Hospital and Madurai Medical College, Madurai
The Dean, Tirunelveli Medical College and Hospital, Tirunelveli

The Dean, Mahatma Gandhi Memorial Government Hospital and Kap
Vishwanatham Government Medical College, Trichy

The Dean, Thanjavur Madical College Hospital, Thanjavur

The Dean, Government Mohan Kumaramanagalam Medical College and
Hospital, Salem



10, The Dean, Government Sivagangai Medical College and Hospital Sivagangai
11 The Dean, Government Villupuram Medical College and Hospital, Villupuram
12 The Dean, Government Theni Medical College and Hospital, Them

13. The Dean, Government Medical College and Hospital The Nilgiris

14 The Dean, Government Thiruvarur Medical College and Hespital, Thiruvarur
L4

Copy ta:

1. The Project Director,
Tamil Nadu Health System Reform FProgram,
Chennai

3 The Mission Direc¢ior,
Mational Health Mission — Tamil Nadu,
Chennai



X Dr. GVN Cancer Institute

VN (A UNIT OF GVN HOSPITAL [P) LTD) 3y
M’“ INSTITUTIONAL ETHICS COMMITTEE N

h He W] ST TER

To:

Dv.Rajkumar K.8

Profiessor & Surgical Oneologist,
PS50 Institute of Oncology,

PSG IMSR & Hospitals,
Coimbatore- 641004,

Ref: Proposal dated 23/06/2023
Suob: Ethical Clearance

Dear Dr.Bajkumar,

As our Institutional Human Ethics Committee has reviewed your proposal to the conditions
placed upon

The ethical approval and also which is based upoen your presentation dated 23" June 2023. The
Committee concluded that there was no aspect of human vielation in this project. The commiltee
recommended to consider the participants privacy during data collection.

Project Title: Understanding correlation between social determinants of delays in diagnosis and
management and outcomes for solid cancers in Tamilnadu -multicentric mived method study

TMHSRP — ORPTamilnadu Health Svstem Reform Programme-Operational Research Programme.
We approve the study conducted in its presented form

GWN- |EC excepts be informed about the progress of the study, the final report, amy Changes in the
protocol.

Yours sincerely,

1. Zhalelhi &dﬂfﬁs

Member Secretary GVN-1EC

Trichy - Chennai NH, Thimmarayasamuthiram, TV, Kowvi, Trchy - 520 005,
Tel - 0431 - 2003015, 2003089 | email: gmrversidehosplal@omail.com | www.gnriverside com
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Name of the Membaer Designation & Role at MMHREC - IEC

| Ur G Kumaresan Chairperson
| Or Ramesh Arghanan MMember Secnata i

DOr. M Maiathi Fharmacologist & Baslc Medical Seantist

D1 P Krishnamoorthy Clinician

Mr M Parmeerselvam Legal Expert
Mrs R Amuthaseivi Lay Person |

Or M Kznman Social Scientist

MMHRC - IEC approves this project to be conducted in its presented form

With Regards
Dr Ramesh Ardhanari
Member Secretary Liember Samelan
MMHRC - IEC nEzulionz! Efties Commitiee
Msenakshi Mission Maspital and Research Cantra
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5. No. ™ . ;

1. | Protocol i NA | NA

|i' . 5Iudy  Proforma NA | NA
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INSTITUTIONAL ETHICS COMMITTEE |

Clata 27 Jul 2023 |
To
iy "..-'ll-;-'l'-'.;lF'jI':a:,I-.i-rr H |
Samor Coneuliant & Head
Depariment of Surgical Oncology,
Meenakshi Mission Hospital and Research Centra
Lake Area, Melur Road, |
Madural = 625107 |

Sub: MMHRC-IEC Approval for the Academic thesis entitied: * Undarstanding

sorrelation between social determinants of delays In diagnosis and management and
autcomes for solid cancers in Tamil Madu- Multicentnc mixed method study  Operabional
Research Program 2022-2023; Tamil Nadu Health System Reform Program (TNASRPY

Dear Dr.VijayaBhaskar.R,

The Institutional Ethics Committee MMHRC - |EC reviewed and discussed your appiication
for the approval of Academic Study Enttled:  Understanding correlation between social
determinants of delays in diagnosis and management and QUICOMES for zolid cancers m
Tamil Nadu- Multicentric mixed method study_ Operational Research Program 2022-2023;

Tamil Nadu Health System Reform Program (TNHSRP)® on 20 Jul 2023

The following documents were reviewed

Version No. | Date of Version 'I

MName of the Document

* NA - Not Applicable
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Chairman

Mr. C. G. Kumar
Legal Advisor
Mob.: ded3752041

Member Secretary

Dr Amand Narayan

Chigf of Radiation Oncolog,
GKNM Hospital

Ph: 9443163459

Members

Dr. T. SundaraRajan
Clinician

RMO

GKNM Haspisal

Ph : 04224305436 ; Mob:
SEO0SE6697

Dr. Rajani Sundar

Cliniclan

Department chairperyon-
Anaestheniology

GENM Haspital

Ph : 04224305340 709843257910

Dr. Ahila Ayyavoo

Clinician

Consultont Poed Endocrinologist
GKNM Haspisal

Mab : 9442643072

Dr. M. Suganthi
Social Scientist
Mob 9894571170

Dr. M. Punitha
Social Scientist
Mob: SR43576175

Dr. Prasanna Kumuari
Basic Medicel Scientist
Mob 9789572172

Mrs. Premalatha Govindaraj
Lay Person
Mob.: 9367122851

Dr. Meera Devi
Basic Scientific Member
Mob - 9176785422

Mrs. Pavithra Ramanath
Social Scientist

Manager Research

GKNM Hospital

Mob.: 9003600872

ECR/209/Inst'TN/2013/RR-19

COPY

INSTITUTIONAL ETHICS COMMITTEE
Date; 27" July 2023

To,

Dr. B.Sivanesan

Chairman — Department of Oncology
GKNM Hospital

Coimbatore

Subject : Approval to conduct the below mentioned study.

EC Reference Number: 2023/IEC/042

Study Title: Understanding Correlation between Social
determinants of delays in Diagnosis & Management and Outcomes for
Solid cancers in Tamil Nadu - Multicentric Mixed Method Study

Dear Dr. B.Sivanesan,

Your study titled “Understanding Correlation between Social
determinants of delays in Diagnosis & Management and Outcomes for
Solid cancers in Tamil Nadu - Multicentric Mixed Method Study.”
proposal has been reviewed and accepted by the Institutional Ethics
Committee and herewith grant permission to conduct the study.

The IEC functions in accordance with Indian GCP, ICH GCP, ICMR
guidelines and other applicable regulatory requirements.

Yours sincerely,

Rgomdecsll)

U/
Chairman/ Member Secretary, Ethics committee
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