ONCOLOGY PATIENT NAVIGATOR TRAINING: THE FUNDAMENTALS
Cancer Basics: Continuum of Cancer Care

LESSON INTRODUCTION

Welcome to Cancer Basics: Continuum of Cancer Care, part of the GW Oncology
Patient Navigator Training: The Fundamentals course. My name is Reesa Sherin,
Director of Clinical Strategy from ACCC, Association of Cancer Care Centers and | will

be your presenter for this lesson.

Before we begin, we would like to acknowledge the Centers for Disease Control and
Prevention for supporting and funding this work. Its contents are solely the
responsibility of the authors and do not necessarily represent the official views of the

CDC.

Portions of this video are adapted from the National Cancer Institute’s Understanding
Cancer presentation, which is available free of charge for educational purposes.

Other content is taken from educational websites and cited accordingly.

We would also like to thank the following for their help with revising this training:
e Alex Hurst, National Council for Mental Wellbeing
e Laurie Kirstein, Memorial Sloan Kettering Cancer Center
e Janette Merrill, American Society of Clinical Oncology
e Jess Quiring, Patient Navigation Advisors
e Zarek Mena, Patient Navigation Advisors

e Reesa Sherin, Association of Cancer Care Centers

After completing this lesson, you will be able to:
e Describe what cancer is
e Describe current cancer screening guidelines and tests to detect cancer
e Summarize basic cancer treatment options
e Identify supportive care services

e |dentify professional resources
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e Describe potential physical, psychological, social and spiritual effects of cancer

and cancer treatments

Please join me in the next video where we will begin this lesson by learning about

what cancer is and the various kinds of cancer.
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LESSON SECTION |

Let's begin with learning what cancer is and how it affects the body. There are more
than 100 different types of cancer that can begin almost anywhere in the body. Let's

take a look at this visual explanation.

[VIDEQO]

[CHECKPOINT]

Normal cells in the body can become cancer cells by going through abnormal
changes called hyperplasia and dysplasia. In hyperplasia, this is an increase in the
number of cells in an organ or tissue. These cells still appear normal under a
microscope. In dysplasia, the cells look abnormal under a microscope but are not

considered cancer cells. Hyperplasia and dysplasia may or may not become cancer.

A tumor is an abnormal mass, or group, of cells. Tumors are benign—or non-
cancerous—if they do not grow into other tissue. Benign tumors can still cause
problems by putting pressure on other organs if they grow large, so even benign

tumors may need to be removed surgically in some cases.

Tumors are malignant—or cancerous—if they are made up of abnormal cells, invade
tissue, and/or spread to other places in the body. This spread of cancer is known as
"metastasis," which occurs when cancer cells travel to a site other than where they

first started.

The most common sites where cancers spread are the liver, lungs, bones, and brain.

For example, breast cancer cells might be found in the liver if they metastasize.

There are several different kinds of cancer.
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Carcinomas are the most common types of cancer. They start in the cells that

cover external and internal organs or glands. The most common carcinomas in

the United States include lung, breast, prostate, and colorectal cancers.

e Sarcomas begin in the cells of the body's supporting tissues, such as bone,
cartilage, fat, connective tissue, and muscle.

e Lymphomas originate in the lymph nodes and tissues of the body's immune
system.

e |eukemias are cancers of immature blood cells that grow in the bone marrow

and often accumulate in large numbers in the bloodstream.

Cancer can start almost anywhere in the body. Scientists use a variety of names to
distinguish the different types of carcinomas, sarcomas, lymphomas, and leukemias.
Many of these names use different Latin and Greek prefixes that stand for the location
where the cancer began. For example, the prefix “osteo” means bone, so a cancer
starting in bone is called an osteosarcoma. Similarly, the prefix “adeno” means gland,
so a cancer of a gland cell is called adenocarcinoma--a breast adenocarcinoma for

example.

Cancers are capable of spreading throughout the body by two mechanisms: invasion
and metastasis. Invasion refers to the direct migration and penetration of cancer cells
into neighboring tissues. Metastasis refers to the ability of cancer cells to penetrate
into lymphatic and blood vessels, circulate through the bloodstream or lymphatic
system, and then invade normal tissues elsewhere in the body. It is important to note
that the new, metastatic tumor is the same type of cancer as the primary tumor. For
example, if breast cancer spreads to the lung, the cancer cells in the lung are breast

cancer cells, not lung cancer cells.

Let's check out this brief video by the National Cancer Institute to understand more
about how cancer spreads throughout the body.

[VIDEQO]
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[CHECKPOINT]
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LESSON SECTION I

According to the National Cancer Institute, tobacco products are the single largest
cause of cancer death and are implicated in roughly one out of every three cancer
deaths. Cigarette smoking is responsible for many, but not all, cases of lung cancer
and has been linked to cancers of the mouth, larynx, esophagus, stomach, pancreas,
kidney, and bladder. Smoking also increases cardiovascular side effects of radiation
or chemotherapy, reduces quality of life, and increases mortality. A recent study
found that up to two-thirds of smokers will die from the habit if they continue
smoking. Pipe smoke, cigars, and smokeless tobacco are also risky. E-cigarettes,
while often marketed as a safer alternative, are not safe and still pose significant
health risks. The aerosol produced by e-cigarettes contains nicotine and other
harmful substances that contribute to lung disease, heart disease, and cancer. Recent
studies indicate that e-cigarette users have a 2.2 times higher risk of developing
cancer compared to non-smokers. Additionally, although e-cigarette users have a
lower prevalence of cancer compared to traditional smokers, they are diagnosed with
cancer at a younger age. Avoiding all forms of tobacco is the single most effective

lifestyle decision any person can make to prevent cancer.

Drinking alcohol is linked to an increased risk for several kinds of cancer, especially
those of the mouth, throat, and esophagus. The combination of alcohol and tobacco
is particularly dangerous and significantly increases the risk of cancer more than each

factor alone.

While some sunlight is beneficial for health, excessive exposure can cause skin
cancer, including a serious form of skin cancer called melanoma. Melanomas are
potentially lethal tumors. The risk of melanoma and other skin cancers can be
significantly reduced by avoiding excessive sun exposure, using sunscreen, and

wearing protective clothing to shield the skin from ultraviolet radiation. This also
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includes not using indoor tanning beds: No amount of UV exposure is considered
safe from indoor tanning.

What we eat also affects our cancer risk. While fats and calories appear to increase
cancer risk, other dietary components may decrease our risk for cancer. Eating fruits
and vegetables has been strongly correlated with reduced cancer risk. Consuming
five to nine servings of fruits and vegetables each day is recommended.

Regular exercise also reduces cancer risk. Lack of physical activity and being
overweight are risk factors for cancers of the breast, colon, esophagus, kidney, and

uterus.

In addition to avoiding tobacco and alcohol, eating fresh foods that have not been
processed, and moving more, other ways to reduce cancer risk include getting the
human papillomavirus (or HPV) vaccination to reduce risk for HPV-associated cancers

like cervical cancer, anal cancer and head and neck cancers.

Hepatitis B is a risk factor for liver cancer. And people with HIV are at a higher risk for
several cancers, including Kaposi sarcoma, aggressive B-cell non-Hodgkin
lymphoma, and cervical cancer. Other cancers that are more prevalent among
people living with HIV include anal cancer, Hodgkin lymphoma, lung cancer, mouth

and throat cancers, skin cancer and liver cancer.

There are several types of carcinogens that can put a person at greater risk for cancer
that may be hard to avoid.
e For example, immunosuppressive medicines, often used for organ transplants,
can increase a person’s risk for cancer.
e Exposure to radiation from the sun, medical radiation, or radon gas is another
cancer risk factor.
e Occupational carcinogens, and those found in daily living environments may
damage healthy cells and cause cancer. For example, construction workers

exposed to asbestos have cancer rates ten times higher than normal.
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Firefighters are exposed to volatile organic compounds (VOCs) that put them
at greater risk for cancer. Carcinogens can also be found in old homes with
asbestos, radon gas, and uranium mines. Environmental pollution is also a
carcinogen.

e Genetics can also play a significant role in the development of cancer. The
National Cancer Institute estimates that inherited gene mutations—genes
passed from one family member to another—are major risk factors in 5-10% of
cancers. Scientists are discovering more and more inherited mutations that
predispose individuals to various types of cancer.

For example:

e BRCA 1 and BRCA 2: These gene mutations, often referred to as "BRCA 1" and
"BRCA 2," increase the risk of female breast and ovarian cancers.

e Lynch Syndrome: This genetic condition elevates the risk of developing
colorectal cancers.

Understanding these risk factors can help us take preventive measures and seek

appropriate screenings.

It's estimated that 40% of the cancer cases diagnosed in the United States and nearly

half of all deaths from cancer are caused by things we can change.

Many cancer risk factors are also risk factors for other chronic diseases, such as
cardiovascular disease, respiratory diseases, and diabetes. This is why public
education and policy initiatives to reduce or eliminate exposure to potentially
modifiable cancer risk factors may also reduce risk for many diseases, including
cancer. Most U.S. adults are still unaware of the significant cancer risks associated
with obesity and alcohol use. This points to the continued need to raise awareness
about what we know from science that can reduce cancer risk. Navigators, community
health workers, social workers and nurses play an important role in educating the

public about cancer risk reduction.
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Shown here are some common symptoms of cancer, which can help in early

detection and prompt referral to healthcare professionals. These symptoms include:

Breast changes: Lump or firm feeling in the breast or under the arm, nipple
changes or discharge, skin that is itchy, red, scaly, dimpled or puckered
Bladder changes: Trouble urinating, pain when urinating, blood in the urine
Bleeding or bruising for no known reason

Bowel changes: Blood in the stool, changes in bowel habits

Cough or hoarseness that does not go away

Eating problems: Pain after eating (heartburn or indigestion that doesn’t go
away), trouble swallowing, belly pain, nausea and vomiting, appetite changes
Fatigue that is severe and lasts

Fever or night sweats: Occurring for no known reason

Mouth changes: A white or red patch on the tongue or in the mouth, bleeding,
pain or numbness in the lip or mouth

Neurological problems: Headaches, seizures, vision changes, hearing changes,
drooping of the face

Skin changes: A flesh-colored lump that bleeds or turns scaly, a new mole or a
change in an existing mole, a sore that does not heal, jaundice (yellowing of
the skin and whites of the eyes)

Swelling or lumps: Appearing anywhere, such as in the neck, underarm,
stomach or groin

Unintentional weight gain or weight loss: Occurring for no known reason

Additionally, there are symptoms that may vary depending on the type of cancer.

It is very important to always refer people to a clinician or the healthcare team for an

accurate explanation of symptoms or diagnosis. Proper evaluation by a professional

is essential for appropriate diagnosis and treatment.

Some people may visit the doctor only when they feel pain or notice changes like a

lump in the breast, or unusual bleeding or discharge. However, it is important to note
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that early-stage cancer may not have any symptoms at all. This is why routine
screenings and regular doctor’s visits are important. While screening doesn’t
PREVENT cancer, it helps find cancer early. This is called “early detection.” The way
early detection works is by finding cancer when it is localized and less likely to be
metastatic. Early stage cancer is easier to treat and outcomes from treatment tend to

be better.

The methods used to diagnose cancer depend on the type of cancer in question.
Diagnosis can be achieved through various procedures, including biopsies, blood
tests, urine tests, colonoscopies, sigmoidoscopies, x-rays, ultrasounds, bone scans,
CT scans, MRI scans, and/or surgery. Often, several methods are used in combination

to confirm a diagnosis.

When cancer is detected, a doctor will determine the type of cancer and assess how
fast it is growing. They will also check if cancer cells have invaded nearby healthy
tissue or spread to other parts of the body. Early detection can reduce a person's risk
of dying from cancer. Therefore, improving our methods for early detection is a high

priority in cancer research and healthcare.

In general, screening tests are based on recommendations from national guideline-
setting organizations like the U.S. Preventive Services Task Force, the American
Cancer Society, or the American College of Obstetricians and Gynecologists. It is
important to be aware of which guidelines your clinic or program follows.

The screening tests a person may need depend on their age, sex, personal or family

history of disease, and other risk factors.

Screening is especially important in the early diagnosis of:
e Cervical cancer
e Breast cancer

e Prostate cancer
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e Colorectal cancer

e lung cancer
Screening tests are performed to detect a condition or chronic disease early, which
can make them easier to treat and decrease a person's risk of dying or minimize the
need for more toxic treatments. Primary care doctors often perform or recommend
screening tests. Community health workers and patient navigators play an important
role in helping people adhere to screening guidelines by linking people with doctors

and helping to address barriers to screening.

Cancer screening guidelines change as we gather more evidence through science. It
can be confusing to keep up with current recommendations. Screenings guidelines
issued by state or national programs can be helpful educational tools to summarize
current recommendations. Be mindful that any guide you use should have the most
up to date recommendations. Here are two examples of educational guides created

to summarize recommendations for cancer screenings.

Here is another screening recommendation tool that can be printed and provided to
patients to help clarify when basic screenings are recommended. You will notice that
guidelines are different across different guideline-setting organizations. Here, the
American Cancer Society recommends screening starting at age 25. lowa's screening
guide used the U.S. Preventive Task Force recommendation for cervical cancer
screening starting at age 21. These differences can be confusing to people. When
guidelines are conflicting, CHWs and navigators can explain to people that experts
interpret the scientific evidence in different ways and direct them to speak to their

doctor about what screening is right for them based on their personal risk factors.

Current guidelines are not generally responsive to the queer community in general
and the gender expansive community in particular. However, this is changing. Going
forward, the US Preventive Services Task Force will use gender-neutral language to

communicate screening for people with specific body parts rather than by gender.
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While more research needs to be done, here we summarize what we know now

about how screening might be tailored for transgender and intersex people.

Of course, all people, regardless of gender or sex assigned at birth, should be
screened for colorectal cancer and lung cancer based on general population

guidelines.

Let's explore the various screening options by type of cancer in more detail.

Breast cancer can sometimes be detected in its early stages using a mammogram,
which is an X-ray of the breast. Mammography is most beneficial for people with
breast tissue as they age and undergo menopause. It is a screening tool that can
detect the possible presence of an abnormal tissue mass. However, by itself, it is not
accurate enough to confirm whether breast cancer is present. If a mammogram
indicates the presence of an abnormality, further tests such as ultrasounds, a breast

MRI, or biopsy must be done to determine whether breast cancer does exist.

People with extremely dense breasts are recommended to undergo a screening
ultrasound or additional testing such as breast MRIs and biopsies. Together, these

additional tests can detect approximately 90% of breast cancers.

Shown on the screen is a simplified summary of the American College of Radiology’s
2021 guidelines for breast cancer screening in transgender persons. In the additional
resources section below, you may reference various case scenarios from the

American College of Radiology to inform breast and chest screening for transgender

persons.

A screening technique called the Pap test (or Pap smear) can detect cervical cancer.
The cervix is the narrow portion of the uterus that extends into the upper part of the

vagina. During this procedure, a doctor uses a small brush or scraper to remove a



ONCOLOGY PATIENT NAVIGATOR TRAINING: THE FUNDAMENTALS
Cancer Basics: Continuum of Cancer Care

sample of cells from the cervix and upper vagina. These cells are then placed on a
slide orin a liquid and sent to a laboratory, where they are examined for
abnormalities. Since the 1930s, the Pap test has contributed to a more than 75

percent reduction in the death rate from cervical cancer.

If abnormalities are found, additional tests or procedures may be necessary.
Currently, there are 13 high-risk types of HPV recognized as major causes of cervical
cancer. Tests are available to detect these high-risk types of HPV. Some tests can
identify the presence of any of these high-risk types, while others are more specific to
HPV strains 16 and 18, which cause the majority of cervical cancer cases in the U.S.
These tests can sometimes detect the virus before it causes any visible changes to the
cervical cells. This is why cervical screening recommendations now provide options
for Pap OR HPV testing or both. In 2024, the Food and Drug Administration (FDA)
approved HPV self-testing, which is a major win for the LGBTQI community given
gender dysphoria associated with Pap testing for transgender men and nonbinary
people with a cervix. All cervical cancer screening should take a trauma informed
approach, and navigators and clinicians should be aware that this is especially
important for LGBTQI populations given historical experiences with healthcare that

reinforce trauma.

Doctors often use the Prostate-Specific Antigen (PSA) test and Digital Rectal Exam
(DRE) as prostate cancer screening tests. Prostate-specific antigen, or PSA, is a
protein produced by cells of the prostate gland. The PSA test measures the level of
PSA in a person’s blood. In a Digital Rectal Exam, the doctor inserts a gloved,
lubricated finger into the rectum to feel for lumps or other abnormalities. Together,
these tests can help doctors detect prostate cancer in people who have no symptoms

of the disease.

Importantly, while a PSA level of 4.0 ng/ML is generally considered normal for

cisgendered men, a PSA level of less than 1.0 ng/ML is normal for transgender
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women who are on hormonal therapy. A 2024 study cited 2.0 ng/ML as the average

PSA level for transgender women receiving estrogen.

There are several types of tests to screen for colorectal cancer. The most common are
fecal occult blood test (FOBT), sigmoidoscopy, colonoscopy, blood-based DNA tests,

and virtual colonoscopy (CT scan screening).

A fecal occult blood test (FOBT) detects invisible amounts of blood in the feces or
stool, which is a possible sign of several disorders, including colorectal cancer. The
test is painless and can be done at home or in the doctor’s office along with a rectal
exam. With an applicator stick, a dab of a stool specimen is smeared on a chemically
treated card, which is tested in a laboratory for evidence of blood. Generally, several
samples are needed for accurate testing. If blood is confirmed in the stool, more tests

may be done to find the source of the bleeding.

Sigmoidoscopy uses a lighted instrument called a sigmoidoscope to find
precancerous or cancerous growths in the rectum and lower colon.

A Colonoscopy uses a lighted instrument called a colonoscope to find precancerous
or cancerous growths throughout the colon, including the upper part. This is similar
to flexible sigmoidoscopy, except the doctor uses a longer, thin, flexible, lighted tube
to check for polyps or cancer inside the rectum and the entire colon. During the test,
the doctor can find and remove most polyps and some cancers. Colonoscopy is also
used as a follow-up test if anything unusual is found during one of the other

screening tests.

Blood-based DNA tests are a newer method of screening for colorectal cancer that
can detect certain DNA markers associated with cancer in a blood sample.
Virtual colonoscopy, or CT colonography, uses a CT scan to produce detailed images

of the colon and rectum to identify any abnormal growths or polyps.
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The decision about which test to have usually takes into account several factors,
including:

e The person’s age, medical history, family history, and general health

e The potential harms of the test

e The preparation required for the test

e Whether sedation may be needed

e The follow-up care needed after the test

e The convenience and the cost of the test and the availability of insurance

coverage

Screening with low-dose computed tomography (LDCT), also known as a low-dose
CT scan, can help detect lung cancer. This screening is recommended for adults
within certain age ranges who have an extensive smoking history and who either still
smoke or have quit smoking within the past 15 years. During this test, an x-ray
machine scans the person’s body and creates detailed images of the lungs using low

doses of radiation.

To diagnose the presence of cancer, a doctor generally must examine a sample of
the affected tissue under a microscope. When preliminary symptoms, Pap test,
mammogram, PSA test, FOBT, or other screening tests indicate the possible
existence of cancer, a doctor must then perform a biopsy. A biopsy involves the
surgical removal of a small piece of tissue for microscopic examination. For example,
during a colonoscopy, any polyps or abnormal growths found are removed and
biopsied at that time, so a separate biopsy is generally not needed. For leukemias, a
small blood sample serves the same purpose. This microscopic examination will tell
the doctor whether abnormal cells are present and, therefore, whether a tumor is

malignant or benign.

In addition, microarrays, which are small pieces of DNA, may be used to determine
which genes are turned on or off in the sample. Proteomic profiles, which provide

information about proteins in the blood, other body fluids, or tissues, may also be
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collected. This information helps doctors make a more accurate diagnosis and can

inform treatment planning.

There are various different kinds of biopsies. The first image on the slide shows a core

needle biopsy, the second image shows punch biopsy.

Cancer tissue has a distinctive appearance under the microscope. The doctor looks
for several key traits, including a large number of irregularly shaped dividing cells,
variation in the size and shape of the cell's nucleus, variation in overall cell size and
shape, loss of specialized cell features, disruption of normal tissue organization, and a

poorly defined tumor boundary.

Tumor grading is a system used to evaluate the likely behavior of a tumor and its
responsiveness to treatment based on its microscopic appearance. During
microscopic examination, doctors assess how abnormal the cancer cells look and
how many cells are dividing. Cancers with highly abnormal cell appearances and
large numbers of dividing cells tend to grow more quickly, spread to other organs
more frequently, and be less responsive to therapy than cancers whose cells have a

more normal appearance.

Based on these differences, doctors assign a numerical "grade" to most cancers. In
this grading system, a lower number grade (grade | or Il) refers to cancers with fewer
cell abnormalities, whereas higher number grades (grade Il or IV) indicate cancers

with more significant abnormalities and a more aggressive behavior.

Cancer staging is an important part of cancer diagnosis because it affects treatment
planning. A cancer's stage depends on the tumor's size, the number of tumors, and
how far it has spread from the original site. This spread can be categorized as local

(confined to the original organ), regional (spread to nearby tissues or lymph nodes),

or metastatic (spread to distant parts of the body).
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Staging is very important for doctors when planning the appropriate treatment and
estimating a person’s chance of recovery. It helps identify suitable clinical trials and
facilitates communication among care providers about a person’s condition and the

results of clinical trials.

Most, but not all, types of cancer use the TNM Staging System, as updated in the
AJCC 8th Edition Staging Manual. The TNM system determines a cancer's stage
based on three factors: the size or amount of the tumor (T), whether it has spread to
the lymph nodes (N), and whether it has metastasized to other parts of the body (M).
A number is added to each letter to indicate the size or extent of the primary tumor

and the extent of cancer spread.

These letters and numbers are then used together to classify a tumor. For example, if
bladder cancer is classified as T3 N2 MO, it means there is a tumor large enough to
be seen on imaging tests (T3), it has spread to nearby lymph nodes and fatty tissue

(N2), but it has not spread to other parts of the body (MO).

Some people with cancer may be confused by a staging system that describes their
illness with a formula of letters and numbers. Navigators and health care colleagues

can reduce confusion by taking the time to explain the staging system.

The T, N, and M classifications can then be used to describe the stage of cancer for
most types. The criteria for each stage vary based on the type of cancer.

e Stage 0 reflects carcinoma in situ, which is cancer that has stayed where it
started and has not spread to nearby tissues. It is noninvasive without tumor
extension.

e Stage | indicates an invasive tumor in the primary site with no evidence of
regional lymph node involvement.

e Stages Il and lll reflect an invasive tumor that may have regional extension with

involvement of regional lymph nodes.
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e Stage IV indicates either the greatest tumor involvement or distant metastasis,
meaning cancer has spread to another organ.
As the stage numbers increase, the extent of the disease becomes more significant.
By Stage lll, the tumor is larger and/or has spread to lymph nodes. By Stage IV,

cancer has spread to another organ.

Outcomes are generally better for people at earlier stages when the stage numbers

are lowest.

Tumor registrars are specially trained professionals who collect and analyze data on
cancer diagnoses, treatment, and outcomes. They play an role in accurately staging
cancer, which is essential for determining the most effective treatment plans and for

tracking patient progress.

Tumor registrars verify that all relevant information about people who have cancer is
documented, including tumor size, lymph node involvement, and the presence of
metastasis. They use standardized staging systems, such as the TNM system, to
categorize and record this information. This data not only helps in individual care but
also contributes to population-level cancer research and public health knowledge.
Healthcare teams can collaborate with tumor registrars to:

e Verify staging information and confirm its accuracy.

e Access data that may assist in treatment planning and clinical decision-making.

e Stay informed about the latest staging guidelines and updates.
By working closely with tumor registrars, healthcare teams can enhance the quality of
cancer care and provide clear, accurate information about their diagnosis and
treatment options. This collaborative approach helps in delivering personalized care

and improving overall patient outcomes.

In the past, most people with cancer received the same medicine for the same type of

cancer, but people who had the same treatment did not necessarily have the same
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results or outcomes. Researchers have discovered that genetic testing can identify
who may be at higher risk for certain cancers, who might respond better to specific
treatments based on their genes or the genetic makeup of their tumor, and how their
body might process a particular drug. This means that two people with the same
diagnosis and stage might receive different treatments that are best suited for them.
These advances have led to what is known as “personalized” or “precision” medicine.
Precision medicine uses information about a person’s genes, proteins, and
environment to prevent, diagnose, and treat disease. For example, targeted therapy,
which we will discuss in more detail in the treatment portion of this presentation, is a
strategy of personalized medicine that uses drugs or other substances to precisely
identify and attack cancer cells, usually while doing little damage to normal cells.
Precision medicine allows doctors to make treatment decisions based on the genetic
makeup of a person’s tumor. By examining the DNA of the tumor, they can identify
cancer-causing genes and find drugs that target these genes, improving the

effectiveness of treatment.

It's important to distinguish between genetics and genomics when discussing
personalized or precision medicine. Genetics refers to the study of DNA, focusing on
inherited traits and predispositions to certain diseases. Genomics pertains to the
analysis of the tumor's DNA, specifically identifying mutations that cause the cells to
become cancerous. By examining these mutations, genomics can provide insights
that guide treatment decisions, helping to tailor therapies that target the genetic

abnormalities of the tumor.

Genetic mutations play a role in how cancers start. Most mutations occur during a
person'’s lifetime, but some can be inherited from a person’s parents. Based on a
person’s family and personal history of cancer and the characteristics of the tumor,
they may be referred to a genetic counselor to discuss if genetic testing is

appropriate.
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For example, if a young woman is diagnosed with breast cancer and their mother and
aunt were also diagnosed with breast cancer at a young age, the doctor may order
genetic testing or refer her to a genetic counselor. If they find a hereditary genetic
mutation, such as BRCA1 or BRCA2, that person may be at increased risk for a
recurrence or ovarian cancer. This information helps the care team determine the
best treatment for optimal outcomes and assists family members in making decisions

about their own risk.
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LESSON SECTION I

Now that we've discussed how genetic mutations contribute to cancer development,
the role of genetic counseling, and how cancer is prevented, found, and diagnosed,

let's move on to explore the various ways cancer can be treated.

Cancer treatment depends on the type and stage of cancer. Treatment options
include surgery, radiation, chemotherapy, targeted therapy, immunotherapy,
hormone therapy, and other methods. Often, treatments are combined. For instance,
some tumors are surgically removed, followed by radiation or chemotherapy to kill
remaining cancer cells. Sometimes, radiation or chemotherapy is used before surgery
to shrink a tumor. It's important to note that not all cancers can be completely
eradicated. In some cases, treatments are used to ease a person’s symptoms or

suffering, known as palliative care.

Surgery is a key treatment option for cancer, involving an operation to remove a
tumor. There are several types of surgeries, each suited to different situations.
One type is aimed at removing the entire tumor, which is effective when cancer is

contained in one area, allowing complete removal.

Another type is debulking surgery, where only part of the tumor is removed. This
approach is used when removing the entire tumor might damage an organ or other
parts of the body. By removing a portion, other treatments like chemotherapy or

radiation can work more effectively.

Surgery can also be used to ease symptoms, such as when a tumor is causing pain or

pressure, improving the patient's quality of life.

There are two main surgical techniques: open surgery and minimally invasive surgery.

Open surgery involves making one large cut to remove the tumor, some healthy
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tissue, and possibly nearby lymph nodes. Minimally invasive surgery, however, uses a
few small cuts instead of one large one. A laparoscope, a long, thin tube with a tiny
camera, is inserted through one of these small cuts. The camera projects images onto
a monitor, allowing the surgeon to see inside the body and use special tools to
remove the tumor and some healthy tissue. This technique generally means less

recovery time.

Additionally, the terms 'neo-adjuvant' and 'adjuvant' treatments are important. Neo-
adjuvant treatment is given before the main treatment, typically to shrink a tumor
before surgery, involving various therapies depending on the cancer type and
treatment plan. Adjuvant treatment is additional therapy given after the primary
treatment, usually surgery, to lower the risk of cancer returning. This can include
various therapies tailored to the individual's needs. Almost any treatment can be
administered before or after surgery, based on the specific requirements of the case.
In summary, surgery can involve removing the entire tumor, debulking a tumor, or
easing symptoms. With advancements in surgical techniques, patients have more
options and generally quicker recoveries. The use of neo-adjuvant and adjuvant

treatments can enhance the effectiveness of surgery.

Radiation therapy uses high-energy radiation to shrink tumors and kill cancer cells.
However, radiation can also damage normal cells, leading to side effects such as
swelling, skin changes, and fatigue. Radiation can be delivered in several ways: it can
be beamed at the cancer from a machine outside the body, as shown in the picture
here; it can also be swallowed, injected, or placed near the tumor as a radioactive

"seed."

Chemotherapy is a type of treatment that includes drugs that can either kill cancer
cells or slow or stop them from growing. However, chemotherapy can also harm
healthy cells. Side effects vary for different people depending on the type and

amount of drug received. Chemotherapy can be administered in several ways: orally
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as a pill or liquid, injected as a shot, applied on the skin as a cream, or given through
a needle in a vein or artery. There are many possible side effects, which we will

discuss later in this lesson.

Targeted therapies treat cancer by targeting specific molecules that control how
cancer cells grow, divide, and spread. These therapies are sometimes called

“molecularly targeted drugs” or “precision medicines.”

Usually, a sample of the tumor tissue is tested to see if any known targets are present
in that particular tumor. If so, the person may be a candidate for targeted therapy.
Standard chemotherapy drugs act against all rapidly dividing cells, both normal and
cancerous. In contrast, targeted therapies act specifically on cancer-associated
targets. However, targeted therapies can also have side effects, depending on the

drug.

There are many types of targeted therapies approved for different types of cancer,
including angiogenesis inhibitors (which block the blood supply to the tumor) and
monoclonal antibodies (which deliver toxic molecules to cause the cancer cells to

die).

Immunotherapy is a type of cancer treatment that helps your immune system fight
cancer. The immune system helps your body fight infections and other diseases.
Immunotherapy can work in several ways: by stimulating your immune system to work
harder or smarter to attack cancer cells or by providing your immune system with
components, such as man-made immune system proteins. This type of treatment can
be particularly effective for certain types of cancer and can be used alone or in
combination with other cancer treatments. Immunotherapy can help control cancer
growth, relieve symptoms, and enhance the body’s natural defenses against cancer

cells.
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Hormones, which naturally occur in our bodies, can help some cancers grow, such as

certain types of breast and prostate cancers. Hormone therapy is used to stop or slow
the growth of these cancers. It may also be used to prevent breast cancer in people at
high risk and can be prescribed for 5-10 years after a breast cancer diagnosis to

prevent recurrence in hormone-sensitive cancers.

These therapies can have side effects, which can vary based on the drug. For
cisgender women taking hormonal therapies for breast cancer, side effects may
include hot flashes, night sweats, and vaginal dryness. For cisgender men
undergoing hormonal therapy for prostate cancer, possible side effects include loss
of interest in sex, erectile dysfunction, hot flashes, and loss of bone density,

depending on the treatment.

Photodynamic therapy, or PDT, is a treatment that uses a special drug, known as a
photosensitizer or photosensitizing agent, which is activated by light to kill cancer

cells. The light source can be a laser or LEDs.

When cancer cells that have absorbed into the photosensitizer are exposed to a
specific wavelength of light, the photosensitizer produces a type of oxygen, called
oxygen radical, that kills the cells. PDT may also damage the blood vessels in the
tumor, cutting off the blood supply it needs to grow. Additionally, it can trigger the

immune system to attack tumor cells, even in other parts of the body.

The photosensitizing agent can be administered either through a vein or applied to
the skin, depending on the area being treated. After the drug is absorbed by the
cancer cells over a specific period, light is applied to the treatment area. This light

causes the drug to react from an oxygen molecule that kills the cells.
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The time between administering the drug and applying the light is known as the
drug-to-light interval, which can range from a few hours to a few days, depending on

the specific drug used.

PDT is typically an outpatient procedure, though it can sometimes be combined with
other treatments like surgery, chemotherapy, or radiation therapy. The kind of light
used, whether lasers or LEDs, depends on the type and location of the cancer.
Photodynamic therapy is increasingly recognized as a valuable option for treating
certain types of localized cancers, helping patients live longer and improving their

quality of life.

Hyperthermia, also known as thermal therapy, thermal ablation, or thermotherapy, is
a treatment where body tissue is heated to around 113 °F (45 °C) to kill cancer cells

with minimal harm to normal tissue.

There are several techniques to generate heat for hyperthermia treatment, including:
e Probes that generate energy from microwaves
e Radio waves, also known as radiofrequency
e Lasers
e Ultrasound
e Heating fluids such as blood or chemotherapy drugs and introducing them
into the body, a method called perfusion
e Placing the entire body in a heated chamber or hot water bath, or wrapping
the body with heated blankets
Research and clinical trials have demonstrated that hyperthermia, when combined
with other treatments like radiation therapy and chemotherapy, can effectively shrink
tumors and enhance the ability of these treatments to kill cancer cells. However,
hyperthermia treatment requires specialized equipment and expertise, making it less

widely available. Only a limited number of hospitals and cancer centers across the
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country have the skilled doctors and the necessary machines to perform

hyperthermia.

Stem cell transplants are procedures designed to restore blood stem cells in
individuals whose own stem cells have been destroyed by high doses of
chemotherapy or radiation therapy, often used to treat certain cancers, blood
disorders, and autoimmune diseases. These blood-forming stem cells are crucial
because they develop into various types of blood cells. While stem cell transplants
don't usually target cancer directly, they enable the body to produce new blood cells

after aggressive treatments that destroy cancer cells.

There are different types of stem cell transplants, each named based on the source of
the stem cells. A bone marrow transplant (BMT) uses cells from the bone marrow, a
peripheral blood stem cell transplant (PBSCT) uses cells from the bloodstream, and
an umbilical cord blood transplant (UCBT) uses cells from umbilical cord blood
collected at birth. Essentially, the distinction lies in how the stem cells are harvested.
In the case of leukemia, a stem cell transplant can directly combat cancer. This occurs

when donor white blood cells attack remaining cancer cells.

During a stem cell transplant, healthy blood-forming stem cells are infused into a
person's bloodstream through a needle. Once in the bloodstream, the stem cells
travel to the bone marrow to replace cells destroyed by prior treatments.
There are three main types of stem cell transplants:
e Autologous Transplants: The stem cells come from the patient themselves.
e Allogeneic Transplants: The stem cells come from a donor, who may be a
relative or a closely matched unrelated person.
e Syngeneic Transplants: The stem cells come from an identical twin.
Each type has its own benefits and risks. Autologous transplants reduce the risk of

immune rejection, but there's a chance of reintroducing cancer cells. Allogeneic
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transplants offer the graft-versus-tumor effect but require a close match to prevent

rejection.

Additionally, there are specialized types of transplants:
e Mini-transplants: These use lower doses of chemotherapy and do not destroy
all blood-forming stem cells but still target some cancer cells.
e Tandem transplants: This involves two rounds of high-dose chemotherapy
followed by two stem cell transplants, spaced weeks or months apart.
Deciding on the right type of stem cell transplant depends on several factors, such as
the type and stage of cancer, the availability of the patient’'s own stem cells or a
matching donor, their overall health, and previous treatments.Now that we've
discussed various cancer treatments and their potential side effects, it's important to
address another important aspect of cancer care: palliative care. Palliative care
focuses on improving the quality of life for people by managing symptoms and
providing support. To learn more about how palliative care can benefit people with

cancer and their families, let's review this informative video.

[VIDEQO]

In addition to pain management and palliative care, there are other supportive care
services and options generally available. Psychosocial support services help with
emotional and social issues, such as financial concerns causing stress or family issues

increasing anxiety.

Up to 90% of people with cancer could benefit from some form of rehabilitation,
which includes:
e Lymphedema Therapy: Alleviates swelling and decreases pain to improve
movement.
e Physical Therapy: Helps people recover strength, flexibility, endurance, and

mobility.
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e Occupational Therapy: Assists people in resuming usual activities such as
bathing, dressing, and returning to work.
e Speech Therapy: Addresses language comprehension, expression, and
swallowing issues.
Spiritual support, including services like Chaplaincy or Native American Traditional

healing, may also be available.

Integrative therapies, known as Complementary and Alternative Medicine (CAM),
treat the mind, body, and spirit, focusing on holistic care. Integrative therapies can be
helpful to many patients. The National Center for Complementary and Integrative
Health (NCCIH) defines integrative therapies as “a group of diverse medical and
health care systems, practices, and products that are not generally considered part of
conventional medicine.” Conventional medicine, sometimes referred to as
mainstream medicine, is the type of medicine commonly practiced in the United

States.

Hospice care, focused on end-of-life support, is used when cancer treatment no
longer controls the disease, helping to manage pain and other symptoms.
Additional supportive services under the umbrella of palliative care can include:
e Survivorship Wellbeing: Enhances quality of life post-treatment.
e Dietary/Nutritional Support: Provides proper nutrition and dietary
management.
e Oral Care/Dentistry: Maintains oral health, which can be affected by cancer
treatment.
e Support Groups: Provide a sense of community and shared experience.
e Family/Caregiver Support: Offers resources and support for those caring for
people being treated for cancer.
Integrative therapies, as mentioned previously, can enhance conventional treatments

and improve outcomes by addressing physical, emotional, and spiritual needs.
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Integrative therapies often combine complementary and alternative medicine, but
these terms describe different concepts. “Complementary” refers to using a non-
mainstream approach alongside conventional medicine. For example, acupuncture
may be used for pain management in conjunction with medication and physical
therapy. “Alternative” refers to using a non-mainstream approach instead of
conventional medicine. For instance, traditional medicine from other cultures may be
used to treat cancer instead of chemotherapy, radiation, or surgery recommended by
a medical doctor. However, most people use non-mainstream approaches alongside

conventional treatments.

The National Center for Complementary and Integrative Health (NCCIH) now prefers
the term “complementary health approaches” when discussing practices and
products studied for various health conditions. Complementary medicine includes
natural products, such as dietary supplements, herbs, and probiotics, as well as mind
and body practices, such as meditation, chiropractic care, acupuncture, and massage.
These approaches aim to support overall well-being and can be integrated into
conventional cancer care plans to enhance treatment efficacy and comfort.

Some of these therapies have strong evidence for supporting people with cancer;
other approaches do not. It is extremely important to consult healthcare providers

before starting any complementary or alternative therapies.

There are many benefits for people with cancer by integrating complementary health
approaches to reduce negative effects of treatment. Observations indicate these
therapies may:

e Improve response to standard medical treatment

e Manage side effects of cancer treatment

e Prevent or manage cancer symptoms

e Improve survival

e Enhance a sense of well-being and quality of life
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In addition, complementary health approaches can include practices like yoga, tai
chi, and mindfulness-based stress reduction, which have been shown to help manage
stress and improve quality of life for people affected by cancer. These therapies can

play an important role in a comprehensive cancer care strategy.

Though some therapies have undergone evaluation and have proven safe and
effective, others have been found to be less effective, harmful, or interact negatively
with medications. Natural products, such as botanicals, supplements, and vitamins
may sound helpful, but in the context of cancer care, these can sometimes be
harmful. For example, grapefruit or grapefruit juice can decrease the production of
enzymes that metabolize drugs, including chemotherapy. Acai berries have
antioxidant properties that could reduce the effectiveness of some chemotherapy
and radiation therapies. Green tea extract may reduce the effectiveness of an

antineoplastic injection given to people with multiple myeloma.

As a navigator, direct any questions about the use of complementary and alternative
medicine (CAM) to that person’s doctor. If someone mentions their use of
complementary approaches, inform the clinician so they can discuss the possible
risks. Even practices with evidence of benefit, like yoga, should be supervised by a
doctor. You can help the person prepare questions and provide resources for more

information.

For reliable information about cancer or details on specific types of cancer, it's
important to visit reputable websites. Excellent starting points include the Centers for
Disease Control and Prevention, American Cancer Society, the American Society of

Clinical Oncology, and the National Cancer Institute.

For specific screening recommendations, the US Preventive Services Task Force is the

gold standard guideline setting organization in the U.S. Under the Affordable Care
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Act, all screenings that receive an A or B rating from the US Preventive Services Task

Force must be covered by insurance.
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LESSON SECTION IV

Cancer can affect people in many ways. Each person is different and will experience
treatment uniquely, even if they have the same regimen. The effects of cancer
diagnosis and treatment can be physical, psychosocial, practical, and spiritual. For
example, someone may feel scared, uncertain, or angry about the change cancer
brings to their lives. These effects can be interrelated and may persist after treatment.
Although patient navigators focus mainly on practical needs, understanding the full
range of needs that a person with cancer may experience can help the healthcare

team to address those needs more holistically.

People may experience:

e Pain: Related to tumor growth or surgery, requiring effective pain management
and communication with the oncologist or pain team.

e Fatigue and Anemia: Treatment can cause fatigue and anemia, necessitating
extra help with self-care, daily chores, childcare, assistive devices, or
transportation.

e Digestive Issues: Weight changes, nausea, vomiting, diarrhea, and
constipation may require special dietary guidance from the medical team or
dietitians.

e Skin and Hair Changes: People with cancer may need to adjust to treatment-
related changes such as hair loss and skin color changes, which can affect
body image and self-esteem.

e Mobility Limitations: Introduced by the cancer or treatment, which may mean
that they will need extra help with mobility and daily activities.

e Medical Emergencies: Some people with cancer may also experience life-

threatening medical emergencies.
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People may also need to learn to adjust to treatment-related alterations to their
bodies such as surgical sites, implanted Mediports or central lines used for

chemotherapy infusions, or radioactive seed implants.

In addition to physical issues, people with cancer may face psychosocial or emotional
challenges. The cancer experience can be scary and isolating for someone and
disruptive to their relationships with others. Treatment may cause body image
concerns, such as feeling less attractive due to scars from major surgery. People with
cancer might also experience serious anxiety or depression. We will discuss
symptoms to look out for, but if you are ever concerned someone is dealing with
anxiety or depression, you should refer them to a mental health professional.

Cancer can lead to changes in relationships with spouses, children, parents, or peers.
Some people with cancer may find that the experience brings them closer to family or
friends, while others may encounter new challenges or drift apart from those they

were once close to.

Cancer affects not only the person but also those close to them. If the person with
cancer was a primary provider or support in the family, roles may shift, and other
family members may become stressed with new responsibilities and caregiving

duties.

People with cancer might also experience stigma, fear, or social isolation. For
example, people diagnosed with lung cancer may feel stigmatized due to the
perception that their illness is self-inflicted through smoking. They may fear dying or
other uncertainties. Social support is important for all people with cancer, but some

may be isolated and lack this important support network.

Mental distress can also arise, affecting a person’s ability to get and stay in treatment.
It is essential to provide comprehensive support services to address these emotional

and psychological challenges.
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Practical challenges can also significantly affect people with cancer. Cancer can be a
major source of financial strain, depending on insurance coverage, assets, housing
and employment situation. Out-of-pocket costs will vary based on the type of

insurance coverage someone has.

People being treated for cancer often require prolonged treatment and may be too ill
to work during this period, leading to a loss of income needed to cover living
expenses and treatment-related costs. This financial burden can be especially
devastating for someone without savings or those with lower incomes, as the
interruption of income might prevent them from paying for rent, utility bills,
transportation to medical appointments, medical bills, and groceries. When faced
with choosing between essential living expenses and treatment, people may feel

forced to prioritize immediate needs like housing.

Additionally, someone with cancer may need legal counsel for various issues, such as
facing eviction during treatment, needing to draw up advance directives, living wills,

or wills, and addressing immigration status-related concerns.

Spirituality is the aspect of humanity that refers to how individuals seek and express
meaning and purpose and how they experience their connectedness to the moment,

to self, to others, to nature, and to the significant or sacred.

Spirituality is important to consider in addition to physical, psychosocial, and practical
challenges. Research suggests that 73% of people diagnosed with cancer express at
least one spiritual need, 40% of newly diagnosed people with cancer have significant
levels of spiritual distress, and those with low levels of spiritual well-being are more
likely to experience significant distress, including hopelessness and a desire for

hastened death.
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Many people look to spirituality or their religious communities for support and to
make sense of their illness. Spirituality can help someone find hope, gratitude, and
positivity in their cancer experience. It can be a source of strength and guidance for
some, although it may not be for everyone. Alternatively, it may lead to changes in

beliefs.

Cancer, being a life-threatening condition, may prompt someone to consider death
for the first time or to pause and reflect on their lives. Spiritual care, therefore,
becomes an integral part of comprehensive cancer care, helping people navigate

their journey with a sense of peace and purpose.

Adolescents and young adults (AYAs), defined as individuals between 15 and 40
years old, face unique challenges that differ from those of older adults. This age
group often has limited personal experience with disease, is working towards
significant milestones such as marriage, establishing long term relationships, building
careers and entering reproductive years. Due to these developmental characteristics,
AYAs may experience challenges with family dynamics. For instance, AYAs who have
recently gained independence may need to move back home after a cancer
diagnosis. Additionally, there may be issues related to legal decision-making or

guardianship.

Cancer can be especially isolating for AYAs, as they may feel disconnected from their
peer groups. For example, AYAs find that their friends distance themselves after the
diagnosis, while others feel that the unique challenges of dealing with cancer at a

young age make it hard to relate to their peers.

Sexuality and dating are also important aspects for AYAs. Cancer can affect one's
sense of attractiveness and sexual functioning. Dating can be challenging as AYAs

struggle with when and how to disclose their diagnosis. Additionally, cancer and
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cancer treatment might affect fertility, which can be a significant concern for AYAs
and may be intertwined with their dating and relationship decisions.
This age group often faces unique hurdles that can significantly affect their lives.

Emotional and Psychological Challenges:

AYAs are in a complex stage of developing their identity, independence, and
establishing future goals. A cancer diagnosis can severely disrupt this process,
leading to feelings of isolation, anxiety, and depression. Young adults might struggle
with the emotional burden of the disease, feeling out of place among both their

healthy peers and older people with cancer.

Social and Relational Challenges:

Cancer can strain relationships with family, friends, and romantic partners. AYAs
might find that their friends withdraw due to discomfort or a lack of understanding
about their situation. Additionally, young adults may face difficulties in dating and
maintaining romantic relationships, as they navigate when and how to disclose their

diagnosis and manage issues related to fertility and sexual health.

Educational and Career Disruptions:

AYAs are often in the midst of their education or starting their careers. Cancer
treatment can cause significant interruptions, leading to delays in achieving academic
or professional milestones. The physical and cognitive effects of treatment can also
affect their ability to perform in school or work, resulting in long-term effects on their

career trajectory.

Financial Strain:

The cost of cancer treatment can be overwhelming, especially for young adults who
may not have substantial savings or comprehensive health insurance. The financial
burden can add to the stress, forcing AYAs to make difficult decisions about their

treatment and daily living expenses.
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Fertility Concerns:

Cancer treatment can affect fertility, which is a significant concern for AYAs who may
wish to have children in the future. Decisions about fertility preservation need to be
made quickly, often before starting treatment, adding another layer of complexity to

an already challenging situation.

Access to Age-Appropriate Care:
AYAs may face challenges in accessing care that is tailored to their specific needs.
They often fall into a gap between pediatric and adult oncology services, which can

affect the quality and appropriateness of their treatment and support services.
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LESSON SECTION V

Some people have advanced cancer. Health professionals may mean different things
when they use the term advanced cancer, but according to the American Cancer
Society, advanced cancer means cancer that cannot be cured. This is different from
saying that cancer has metastasized, or spread. For example, some testicular cancers
may have spread to other parts of the body, or other organs, such as the lungs, but it
still can be very curable. So, this would be metastatic cancer but not advanced.
Conversely, certain brain cancers cannot be cured and are life-threatening even
though they haven't spread. These are considered advanced but not metastatic.

Again, people may use these terms differently.

Some people live with advanced cancer for months or years and have unique needs.
Many people with advanced cancer experience psychosocial distress, which is
associated with increased physical symptoms. They may feel isolated and face social
stigma. These people with cancer often struggle to get enough emotional support
and may have difficulty finding helpful information on treatment options, hindering
their ability to be engaged in the decision-making process. Additionally,
communication from doctors may be vague, overly technical, or may minimize the

seriousness of the cancer.

People living with advanced cancer also need effective management of symptoms
such as pain, fatigue, and sleep problems. They may face practical issues like financial
challenges, disability and insurance applications, and work-related issues.

There are varying definitions of a cancer survivor. Historically, a person was called a
cancer survivor once they lived 5 years after diagnosis, often referenced by clinicians
as a clinical milestone. However, organizations like the National Coalition for Cancer
Survivorship and others define a survivor from the moment of diagnosis and through
the balance of life because people start surviving cancer from the time they are

diagnosed. This definition has evolved to also include family members and
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caregivers. Many times, when people are talking about cancer survivors, they refer to
those who have completed their treatment. As we discuss the needs of cancer
survivors here, we are focusing on individuals who have finished their treatment.
When people finish treatment, they continue to have physical, psychosocial, practical,
and spiritual needs. It used to be that when people completed treatment, they were
expected to simply be happy to be alive. Over the last several years, this perspective
has changed and more attention is now given to survivors’ needs after treatment.

It is important to note that even after completing treatment, people may continue to

experience various late and long-term effects.

Cancer survivors are at risk for long-term and late effects. A long-term effect is
something that started during treatment and lasts even after the treatment is over.
For example, if someone has lymphedema after surgery, this might continue even
after they are done with all of their treatment. A late effect is something that starts
after treatment. Late effects can happen months or even years after treatment is

complete.

Long-term and late effects vary based on the cancer type, treatment, and individual
person. For example, chemotherapy can lead to fatigue or sexual dysfunction, which
starts during treatment and may last after treatment. “Chemo-brain” is a feeling of
mental fogginess or forgetfulness that has recently been recognized as something
that can affect people. Late effects from chemotherapy could include bone

Weakness—osteoporosis—or even new cancers.

Although these problems can occur, it is often uncertain who will experience them or
when they will happen. The terms "long-term effects" and "late effects" are used to
describe these ongoing and delayed issues that cancer survivors may face.

Many of the same psychosocial concerns seen during treatment continue even after it
ends. Survivors may feel depressed or anxious about the future and might fear a

recurrence, even if they are not at high risk for it. Their relationships may have
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changed, and they might see some of their support diminish as family and friends
assume that the survivor no longer needs support because treatment is over. Just as
support is important during treatment, it remains important after treatment. This can

be a difficult time for survivors who lose their support system.

Cancer affects people in complex and subtle ways across different stages: pre-
diagnosis, post-diagnosis before treatment, short-term after treatment, and long-term
after treatment. Different stages entail different problems and demands. Psychosocial
challenges can include somatic problems, psychological distress, and questions
about spirituality and existentialism. Additionally, cancer affects social functioning
and relationships. Take a moment to review this video to learn more about the

psychosocial effects of cancer.

[VIDEQO]

Survivors often find it challenging to transition from seeing their healthcare team
regularly to much less frequent visits. This change can lead to feelings of
abandonment and increased anxiety. It is important for healthcare providers to
prepare survivors for this transition and assist them with access to necessary support

services.

One of the challenges encountered by cancer survivors includes the deterioration of
self-concept. Self-concept involves components such as self-esteem, body image,
self-discontent, and self-appraisal. Cancer can undermine self-concept and lead to
changes in self-perception. Body image disturbance, resulting from treatments like
surgery and chemotherapy, can lead to dissatisfaction with appearance and

psychosocial well-being issues.

Sexual dysfunction is another common issue affecting quality of life and intimacy.

Many people with cancer and survivors are not prepared for potential sexual changes
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and do not receive adequate information and support. Maintaining social
relationships can also be challenging, with cancer impacting romantic and family

relationships.

Emotional distress is prevalent, with many survivors experiencing major depressive
disorder, anxiety, and other mental health issues. Fear of recurrence is another
significant challenge, causing worry and concern about cancer returning or

progressing.

Survivors may continue to face financial problems that began during treatment, or
they may encounter new issues, such as insurance challenges. For example, some
people struggle with managing their bills during treatment and postpone addressing
them until after treatment is complete. They might also have difficulty getting post-
treatment services covered if their insurance company does not understand the

necessity of these services.

Additionally, treatment may have caused someone to stop working, or they may be
disabled as a result of treatment, leading to struggles in finding or keeping a job after
treatment. The financial strain can be compounded by the inability to return to work,

further complicating their recovery and quality of life.

Many people also have other diseases they are dealing with at the same time, known
as comorbidities. According to statistics in 2021, 75% of cancer survivors report at
least one comorbid condition. For cancer survivors aged 65 or over, this increases to
85% . This means that their treatment may have an effect on other health conditions
they are experiencing, or other diseases may increase the effects of cancer or its

treatment. Comorbidities may reduce survivors’ quality of life.

Comorbidities do not affect all segments of the US populations equally. As of the

time of this recording, Native Americans and African Americans had significantly
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elevated rates for obesity, diabetes, chronic kidney disease, and hypertension, when
compared to other population groups. As we collectively work to advance health

equity, we hope these numbers will change in the future.

Survivorship care, which may also be called post-treatment care, is valuable for
cancer survivors. According to the Institute of Medicine, survivorship care should

include these four components:

e Prevention and detection of new cancers and recurrent cancer: This involves
ongoing health promotion, education and risk reduction coaching to prevent
new cancers from developing and detecting any recurrence of the original
cancer early. This includes primary screening for other types of cancer.

e Surveillance for recurrence or new primary cancers: This means regular
monitoring to watch for the return of cancer or the development of new
cancers.

e Interventions for long-term and late effects: For example, an early referral to
physical therapy can help prevent lymphedema, improve range of motion, and
reduce pain. This might also include assessing and addressing psychosocial
needs.

e Coordination between specialists and primary care doctors: Cancer care can
be fragmented, with people seeing healthcare professionals in different
locations. Often, a person’s primary care provider is not involved in their
cancer care. Coordination means that oncology specialists and primary care
providers need to communicate about the person’s condition, expectations,

and needs for follow-up care.

Based on research from 2019, commonly requested support services by cancer
survivors are:
e Nutrition Information: The most requested service, with 39.1% of survivors

seeking guidance on how to maintain a healthy diet.
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e Yoga for Physical Fitness: 30.9% of survivors are interested in using yoga to
improve their physical fitness and overall well-being.

e Cooking Classes: 26.4% of survivors want to learn how to prepare healthy
meals that support their nutritional needs.

e Aerobics: 26.2% of survivors seek aerobic exercises to enhance their
cardiovascular health and fitness.

e Meditation: 25.9% of survivors are interested in meditation to help manage

stress and promote mental health.

These services reflect the diverse needs of cancer survivors, focusing on nutrition,

physical fitness, stress management, and complementary therapies.

For some people with advanced cancer that can no longer be controlled, the goal of
treatment shifts from curing the disease to managing the pain and symptom:s,
providing psychosocial and spiritual support tailored by preferences, and offering
counseling and bereavement support to family members. Each person has unique
informational and support needs. People may have questions about their legal and
financial affairs or need help communicating with family and friends. Family members

may also have questions and require support.

End-of-life care varies for different people. Some choose to stay at home, while others
may go to a hospital or another facility. Hospice programs provide comprehensive
end-of-life care, which can be offered at home or in a medical facility. Many people
mistakenly believe that these services are only for the final days or weeks of life.
However, Medicare states that hospice can be used as much as six months before
death is anticipated. Hospice care includes medical care, counseling, and respite care
to support caregivers. Research has shown that people with cancer and families who

use hospice services report a higher quality of life than those who do not.
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Advance directives are important for people at the end of life and should be
completed before a person becomes very sick. Advance directives are documents
that outline the person’s wish for care and designate who can make decisions if they

are unable to do so.

End-of-life is a difficult time for people with cancer and their families. It is important
that licensed professionals provide counseling and address psychosocial and

spiritual concerns to support them through this challenging period.

To further understand the complexities and emotional aspects of end-of-life care, let's

review this YouTube video that provides additional insights about End of Life care.

[VIDEQO]

Congratulations on completing this lesson on cancer basics. In this lesson, you have
gained essential knowledge and skills that are important for supporting people with
cancer and their families. You have learned to:

e Describe what cancer is

e Describe current cancer screening guidelines and tests to detect cancer

e Summarize basic cancer treatment options

e |dentify supportive care services

e |dentify professional resources

e Describe potential physical, psychological, social and spiritual effects of cancer

and cancer treatments

Understanding these aspects is vital for anyone involved in cancer care. Your role in
providing comprehensive care goes beyond medical treatment; it involves
addressing the holistic needs of patients, including their emotional and spiritual well-

being.



