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How to use this guide:
This print-friendly overview is designed to help you organize questions, understand care

steps, and find reputable support. Use it alongside guidance from your
hematology/oncology team.




Patient Navigation: Part 1

Understanding Leukemia

Leukemia is a type of blood cancer that begins in the bone marrow. It is characterized by the
overproduction of abnormal white blood cells, which can crowd out healthy blood cells and

lead to complications.

Why it matters:

Reduced infection fighting — Your body's ability to fight off infections can be

compromised.
Impaired oxygen transport — Fewer healthy red blood cells may be available to carry

oxygen throughout your body.
Bleeding control issues — A lack of healthy platelets can make it difficult for your blood

to clot.

Awareness of symptoms:

Persistent fatigue and weakness

Frequent or severe infections

Unexplained bruising or bleeding (e.g., nosebleeds, bleeding gums)
Unexplained weight loss

Fever or chills

Night sweats

Resources:

Leukemia & Lymphoma Society (LLS) — Education, fact sheets, and support programs:
www.lls.org

The Cancer Compass Beyond The Diagnosis — Patient education and advocacy:
www.tccbtd.org

Patient Navigation: Part 2

Leukemia Diagnosis

Getting a diagnosis can feel overwhelming. Ask your medical team to explain your results
clearly, and request extra time or written summaries when needed.

Diagnostic tests you may see:

Complete Blood Count (CBC) — Measures different types of blood cells.

Bone marrow aspiration and biopsy — Samples of bone marrow are examined for blood-
forming cells and leukemia involvement.

Cytogenetic and molecular testing — Looks at chromosomes/genes to identify subtypes
and mutations.


https://www.lls.org/
https://www.tccbtd.org/

How results guide care:

Leukemia subtype — Common subtypes include AML, ALL, CLL, and CML.

Risk stratification — Helps estimate how aggressive the leukemia is and informs
treatment intensity.

Biomarkers — Certain genetic markers can predict response to specific therapies.

Patient checklist:

(O Get copies of all test results and pathology/genetic reports (if performed).
(O Write down questions before appointments.

(O Bring a trusted person to key visits (in person or by phone).

(O Request a written summary of your diagnosis and next steps.

(O Ask about timing: what happens next, and when?

Tip:
Understanding your diagnosis empowers you to make informed decisions. Don’t rush—
take the time you need to process and ask questions.

Patient Navigation: Part 3

Treatment Planning

Your treatment plan is tailored to your leukemia subtype and your overall health. No two

cases are exactly alike.

Common treatment options:

Chemotherapy — Drugs used to kill cancer cells.

Targeted therapy — Medications that target specific weaknesses in leukemia cells.
Immunotherapy — Treatments that harness your immune system to fight cancer.
Radiation therapy — High-energy rays used to kill cancer cells (used in select situations).
Stem cell transplant (bone marrow transplant) — Replaces diseased marrow with healthy
stem cells in certain cases.

Decision-making topics to discuss:

Goals of therapy — Curative (eliminate cancer) vs. palliative (manage symptoms and
improve quality of life).

Side effects — What to expect and how symptoms can be managed.

Quality of life — Impact on work, daily routines, and well-being supports.

Second opinion — Consider one for complex cases or if you feel uncertain;
comprehensive cancer centers can offer additional perspective.

Resources:



e NCCN Guidelines for Patients — Patient-friendly cancer guides: www.nccn.org

Patient Navigation: Part 4

Navigating Coverage and Expenses

Understanding coverage early can reduce stress later. Ask to speak with a financial navigator,
social worker, or financial counselor at your treatment center.

Insurance review (what to clarify):

e What’s covered — Confirm benefits for leukemia treatment, labs, imaging, and

medications.

e In-network providers — Using in-network doctors and facilities can significantly lower
costs.

e Prior authorization — Some treatments/medications require approval before coverage
applies.

e Out-of-pocket maximum — Know the most you may pay in a year for covered services.

Common cost terms:

e Co-pays — Fixed amount you pay per visit/service.
e Deductibles — Amount you pay before insurance begins paying.
e Coinsurance — Percentage you pay after meeting your deductible.

Financial support options:

e Financial navigators — Help interpret bills and explore assistance programs.

e Co-pay assistance programs — Nonprofits or manufacturers may help with medication
co-pays.

e Foundation grants — Some organizations provide treatment-related financial support.

e Pharmaceutical assistance programs — Patient programs may reduce medication costs
for eligible patients.

e Claim Assistance — Lump Sum benefit when diagnosis with a Critical Illness such as
Cancer for eligible Patients through their Supplemental and/or Life Insurance Policy.

Resource:

e Patient Advocate Foundation — Case management and help with appeals/financial
barriers: www.patientadvocate.org

e The Cancer Compass Beyond The Diagnosis — Assisting patients with filing Critical Illness
Supplemental and Life with Living Benefits claims for Cancer Diagnosis: www.tccbtd.org


https://www.nccn.org/patients
https://www.patientadvocate.org/

Proactive steps:

e Keep records of medical bills and insurance correspondence.
e Ask questions anytime a term or process is unclear.
e Work with your care team to plan for likely out-of-pocket expenses.

Patient Navigation: Part 5

Support Systems & Symptom Management

Support is part of treatment. Building a strong network can improve coping, logistics, and
overall quality of life during and after therapy.

Building your support network:

e Oncology social workers — Emotional support, resource connection, and practical
planning.

e Psychologists and therapists — Tools for coping with stress, anxiety, and mood changes.

e Peer support groups — Shared experience and practical tips (ask your clinic for options).

e Family and friends — Help with rides, meals, childcare, scheduling, and encouragement.

Symptom management basics:

e Communicate early — Report symptoms promptly; many side effects can be prevented
or eased.

Symptom log — Track what you feel, when it happens, and what helps/worsens it.
Nausea — Ask about anti-nausea medication; small frequent meals may help.

Fatigue — Prioritize rest, pace activities, and discuss safe movement with your team.
Pain — Request a pain plan (medications, therapy, or other supports).

Important note:
If side effects are affecting eating, sleep, mobility, mood, or daily function, tell your care
team right away. You do not have to “push through” symptoms alone.

Patient Navigation: Part 6

Follow-Up Care & Long-Term Remission

After initial treatment, regular follow-up care is essential to monitor your health and help
catch recurrence early. Your schedule will be personalized based on leukemia type and
response to treatment.

Typical follow-up may include:



e Regular blood work — Tracks blood counts and looks for early changes.

e Bone marrow evaluations (as recommended) — May assess for Minimal Residual Disease
(MRD), which is a very small number of leukemia cells that can remain after treatment
and may be detected with sensitive tests.

e Monitoring for long-term remission — Ongoing visits focus on maintaining remission and
supporting recovery.

Survivorship supports:

e Keep an updated medication list and care summary for all providers.

e Report new symptoms promptly—especially infections, bleeding, or unusual fatigue.

e Ask about vaccination guidance and infection-prevention steps specific to your
treatment.

Patient Navigation: Part 7

Advocating for Yourself

Active participation in your care helps you feel more in control and can improve
communication and outcomes. Your questions are valid, and you deserve clear answers.

Ways to advocate:

e Comprehensive health binder — Keep test results, medication lists, appointment notes,
and insurance documents together.

e Ask clarifying questions — Request plain-language explanations and repeat-back
summaries.

e Use patient portals — Track results, appointments, and secure messages (if available).

e Know your key contacts — Your hematologist-oncologist is the primary point of contact
for diagnosis and treatment decisions.

Your voice matters:

Be an informed, engaged, and empowered patient. If something doesn’t feel clear or right,
speak up and ask for help navigating next steps.

The Cancer Compass Beyond The Diagnosis * www.tccbtd.org « Empowering patients through
education and advocacy.



