Children Diagnosed With Cancer: What to
Expect From the Health Care System
When a child or teen is diagnosed with cancer, families and parents will face and need to cope with
many problems. Here are ideas for navigating the health care system after your child’s diagnosis.
This is one in a series for parents and loved ones of a child with cancer. The other pieces cover
how to cope with the cancer diagnosis, returning to school, dealing with the late effects of
treatment, and financial and insurance matters.
When a young person is diagnosed and treated for cancer, both the patient and the family enter the
complex, and often frightening world of modern medicine. Hospitals and medical centers can be
big, confusing places. Hospital rooms can be scary. Professionals and staff members have
questions to ask, tests to do, and information to share. But medical terms can sound like a foreign
language. There are endless forms to fill out. Insurance or managed care providers need to be
called to check coverage, try to get approval for tests and procedures, or question payment for care.
But you can learn to deal with all these changes! With time and experience, you and your child
will get to know the medical centers and other places treatment is given. You’ll learn the routes
and figure out all the shortcuts from home to the hospital. You’ll find the cafeteria and spots that
offer needed privacy. The staff members will become real people and some key relationships will
form.

Where are children and teens with cancer
treated?
Most children with cancer are treated at large pediatric cancer centers. And most take part in
clinical trials sponsored by the National Cancer Institute (NCI) through the Children’s Oncology
Group (COG). Several medical facilities in the United States and abroad are members of COG and
treat pediatric cancer patients. These treatment centers must follow strict guidelines to ensure that
patients and families are fully informed about the potential value and risk of each clinical trial.
Still, families do not have to enroll their child in a clinical trial and can choose instead to get the
standard treatment. You can learn more about this in Clinical Trials: What You Need to Know, and
you can learn how to find a COG hospital near you in Pediatric Cancer Centers. You can read
these online or call us for copies.
When hospitalized, children and teens are treated in inpatient oncology units. Outpatient treatment
(when the child is not in the hospital) may take place in hospital clinics, doctor’s offices, or even at
home. When they are treated at home, patients usually get services from a home health agency.

These services can include checking vital signs, giving chemo or medicines by vein, and other
types of care. Home care staff may also teach family members to give drugs, manage equipment,
and handle certain health problems.
Local pediatricians or family practice doctors may be involved in giving chemo, too. They may
also take part in evaluating and treating symptoms, with guidance from the pediatric oncologist
who is managing the child’s cancer treatment. This helps avoid long stays in the hospital. Every
effort is made to have children go to school and continue their normal activities as much as
possible while they are being treated.

How are children and teens with cancer treated?
Treatment depends on the type of cancer the child has, the stage of the cancer, the child’s age,
overall health, and other factors. Cancer can be treated with chemo, radiation, surgery, or some
combination of these. The doctor and other members of the cancer team will explain the treatments
they recommend and answer questions before treatment starts. Treating childhood cancer often
means consulting with medical specialists, especially if problems come up. Social, emotional,
educational, and spiritual issues are also part of childhood cancer, and there are other specialists
who can help patients and family with them. This is often called comprehensive care, and it’s
discussed in the next section.
Keep in mind that the parent(s) or guardians must consent for the child’s treatment, which is why
they usually want to learn all they can about the child’s cancer. If you’d like to know more about
the type of cancer your child has, and about the treatments used, please call us. Or, you can find
this information and more on our website at www.cancer.org.

What is comprehensive health care?
Comprehensive care is an approach that cares for the whole patient and all his or her needs, not
just the medical and physical ones. Comprehensive care – using the services of many professionals
working together – is the standard approach at all major medical centers that treat young people
with cancer. Some key aspects of well-designed comprehensive care are:
• State-of-the-art medical diagnosis and treatment, including the chance to take part in clinical
trials
• A team of professionals who are experts in treating childhood cancer
• A wide range of services for patients and families, including education, counseling, support
groups, advocacy, and other special programs to help improve the quality of life of patients and
their families
• Referral to available local resources to help meet basic needs, such as meals, a place to stay
during treatment, and transportation
• Patient and family education programs with up-to-date materials (written, audio, DVD, or
computer programs)

• School programs, including contact with classroom teachers, teachers who work with
homebound or hospitalized students, and help with going back to the student’s neighborhood
school
• Organized efforts to help patients cope with treatment, tests, and procedures
• Advocacy programs to help with families’ financial concerns about treatment and related costs
• Consultation with community health care professionals (those near the child’s home)
• Ongoing research that looks at and evaluates the results of all treatments and services

Who are the members of the comprehensive
health care team?
Experts from different disciplines (medicine, nursing, social work, and many others) are part of the
cancer care team that helps patients and families. Some are involved before diagnosis, and many
stay involved for months and even years after treatment.
Team members offer different services and programs. They work together to figure out what each
patient and family needs in order to best cope with cancer and its treatment. They design and
coordinate a personal plan for care. While in the hospital, patients and families will see some team
members every day. Others will only come when their help is needed with certain issues. During
clinic visits the same or even more team members may be available. When patients are at home,
team members generally stay in touch. They might offer help by phone or arrange community care.
Every treatment center is unique, so teams will have different members in different settings. Just
before or just after diagnosis, parents are usually told about, or introduced to, all members of the
cancer care team. All teams have doctors, nurses, and social workers. Teams may also include
psychologists or psychiatrists, recreation therapists or child life workers, teachers, and chaplains.
Most teams think of parents as team members and want them to have an active role in caring for
their child. The patients, whether they are children or teens, also are part of the team if they are
mature enough.
Next are some lists of team members you might meet. Those most commonly seen are at the top of
the lists.

Types of doctors who help care for children with cancer
Pediatric oncologist: A doctor who specializes in cancers of children. (Pediatric means dealing
with the health of children. Oncology means cancer.) They generally are board-certified, which
means they’ve passed written national exams. They plan and direct cancer treatment. In a teaching
hospital they serve as the doctor in charge. There might be more than one on the team, in which
case they might rotate or switch places from one day to the next. They often work closely with
nurse practitioners (discussed in the next section).
Pediatric hematologist: A doctor who specializes in diseases of the blood and blood-forming
tissues of children (Hematology means blood disease.)

Pediatric hematology or oncology fellow: A pediatrician training to become a hematologist or
oncologist
Pediatric resident: A doctor training to become a pediatrician. They are in teaching hospitals,
usually spending a certain length of time on the hematology or oncology service
Medical students: Although not yet doctors, third and fourth year medical students in teaching
hospitals are assigned monthly rotations on the hematology or oncology services and help care for
patients
Radiologist: A doctor with special training in diagnosing diseases by reading x-rays and other
types of imaging studies, like CT scans and MRIs
Pediatric surgeon: A doctor who treats medical problems in children with surgery
Thoracic surgeon: A doctor who operates on the chest cavity
Neurosurgeon: A doctor who specializes in operations on the brain, spine, or other parts of the
nervous system
Neurologist: A doctor who treats problems of the nervous system
Ophthalmologist: A medical doctor who specializes in eye diseases
Orthopedic surgeon: A surgeon who specializes in diseases and injuries of the bones
Pathologist: A doctor who specializes in diagnosing and classifying diseases by lab tests, such as
looking at tissue and cells under a microscope. The pathologist decides whether a tumor is cancer,
and, if it is, the exact cell type.
Psychiatrist: A medical doctor who specializes in mental health and behavioral disorders.
Psychiatrists prescribe medicines and can also provide counseling.
Urologist: A doctor who specializes in treating problems of the urinary tract in both sexes, and of
the genital area in males
Endocrinologist: A doctor who specializes in diseases related to the glands of the endocrine
system, such as the thyroid, pancreas, and adrenal glands
Gynecologist: A doctor who specializes in women’s health and the female reproductive system
Anesthesiologist: A doctor who specializes in giving medicines or other agents that prevent or
relieve pain, especially during surgery
Other doctors in the medical center and its clinics may play a part in caring for children and teens
with cancer, depending on the diagnosis, treatment plan, or symptoms that develop during the
course of treatment. All work closely with the basic cancer care team to coordinate care.

Other professionals who may help care for a child or teen with
cancer
There are many professionals and specialists other than doctors who may work with your child or
family. Here are just a few more you may meet.

Nurses: like doctors, nurses have different roles and titles based on their education and training.
Nurses help care for and treat children and teens with cancer. They play an important part in
teaching the patient and family about cancer and its physical and emotional effects. They also help
set up care for the patient in his or her home community when referrals are made to home health
agencies.
Teams of nurses may include:
Pediatric Nurse Practitioner or Family Nurse Practitioner (PNP or FNP; also called Advanced
Practice Registered Nurses or APRNs): Registered nurses with a master’s or doctoral degree,
special training, and certification in caring for children; they work closely with the doctor in
planning care. The nurse practitioner may perform medical tests such as spinal taps and often
works closely with the family to teach about the child’s cancer. Nurse practitioners are authorized
by their states to perform expanded functions which may include writing prescriptions, diagnostic
testing, and prescribing treatment.
Certified Oncology Clinical Nurse Specialists (OCNS): Registered nurses with a master’s
degree and certification in oncology nursing who specialize in the care of cancer patients.
Oncology clinical nurse specialists may prepare and give treatments, monitor patients, prescribe
and provide supportive care, and teach and counsel patients and their families.
Certified Pediatric Oncology Nurses (CPONs): Registered nurses who specialize in working
with pediatric cancer patients, and who have passed national certification exams
Registered nurses (RN): Nurses with associate or bachelor degrees who are licensed by their
states to practice nursing. They give medicines (often including chemo), start and monitor IV
medicines, take vital signs, and provide other hospital and clinical care. They also provide patient
and family education. NPs, OCNSs, and CPONs are also RNs.
Licensed practical nurses (LPN): Nurses who have completed training in a vocational school or
community college program and have passed a state licensing exam. They do many skilled tasks
for patients at the bedside or in clinics.
Oncology social worker: This person has a master’s degree in social work and is an expert in
coordinating and providing non-medical care to people with cancer. The oncology social worker
provides counseling and assistance to patients and their families. They can help you and your child
talk with the cancer care team and they can speak up about issues that are important to you. They
can also help with issues like financial problems, housing (when treatments must be given at a
facility away from home), and finding child care.
Recreational therapists or child life workers: These team members encourage children and
teens to take part in play activities designed to maintain and improve physical and mental health.
Such activities also provide distraction and help relieve stress and anxiety during treatment, tests,
and procedures. These experts work closely with social workers, team psychologists, and
psychiatrists. They generally have advanced college degrees.
School teachers: Teachers often are part of comprehensive care teams and must have the same
training, credentials, and state licenses as public school teachers. They bridge the gap between the
hospital and school, and teach students based on plans outlined by the patients’ teachers in their
regular schools. They are usually available in both inpatient and outpatient settings.
Dietitians: Experts in the area of food, nutrition, and diet. A registered dietitian (RD) has at least a
bachelor’s degree and has passed a national exam

Radiation therapists: Professionals with special training to work the equipment that delivers
radiation treatment
Pharmacologists: Professionals trained in understanding the properties, dosing, and uses of drugs.
They may consult with the cancer team about the uses, reactions, and interactions of drugs used to
treat cancer and manage symptoms.
Pediatric psychologists: Psychologists generally have doctoral degrees and are licensed to
practice after passing a written exam. Some psychologists specialize in oncology. They are also
part of many comprehensive care teams. They help patients understand and talk about their cancer.
They are skilled in helping young people use a variety of techniques to get through surgery,
radiation treatment, chemo, nausea, pain, IVs, shots (injections), procedures, scans, and other tests.
The psychologist also may work with patients, parents, and other team members to look at
educational needs and help with school issues. They evaluate a child’s mental and emotional state
and provide counseling to children and teens to help them cope with their illness. They often refer
patients to mental health providers and services in the family’s home community. There usually is
a fee associated with their professional services, but insurance may cover at least part of it.
Chaplains or pastoral counselors: These counselors help care for the spiritual needs of the
patient and family and are available in most medical centers. They often coordinate their efforts
with a family’s pastor or spiritual caregiver. Along with a divinity degree and other advanced
degrees, chaplains often have had special training in working with the ill and dying. Pastoral
counselors have special training in counseling, as well as in divinity or theology. In teaching
hospitals, they may be involved in teaching and training.

Talking with the health care team
Good communication among patients, families, and health care team members is very important.
Cancer treatment and follow-up care are intense and complex. Everyone involved must have
confidence and trust in one another and be able to work well together.
Most of the time, children with cancer and their families develop a bond with the doctors, nurses,
and other team members. But sometimes, personalities and styles may clash, and all may not go
smoothly. Still, patients and parents usually find that there are certain team members with whom
they can communicate well and form helpful relationships.

Trust and confidence
Confidence comes with knowing that all team members are well trained and experienced in
treating cancer in young people, and that the facility meets the highest standards. Information
about the education and credentials of all team members should be readily available. The
institution’s status and reputation can be researched quickly. (See the “To learn more” section.)
But trust in the treatment team will only come with time and experience.

Two-way communication
Parents are the experts when it comes to their children. It’s important for them to have that
expertise recognized, just as it’s important for professionals to have their knowledge and skills
recognized. Parents can help team members learn how best to deal with their children. On the other

hand, health professionals who’ve worked with many children with cancer can often give parents
new ideas to try when the old ones don’t work. Good communication comes from mutual respect
for what each person brings to the joint effort to give the child with cancer the best possible care.
Communication should be clear, direct, and honest. Team members should give complete
information, and use words that patients and families can understand. In the same way, the patient
and family members need to state their thoughts, opinions, and feelings clearly and ask their
questions directly. They also need to feel certain that they are being heard. Because of the
emotional impact of a cancer diagnosis, it’s often necessary to repeat things and ask questions
more than once. This is normal, and it’s better to do this than have misunderstandings.

Tips for good communication with the health care team
• Become a partner and actively take part in your child’s care.
• Keep a notebook or log of hospitalizations, tests, and treatments. This will be very helpful if
team members change, and when dealing with things like referrals to specialists and medical
bills. Many doctors and treatment centers give a printed summary of each visit. Read it and
make sure you understand happened at each visit. This printout often lists the medicines your
child was prescribed, too.
• Sign a release of information if you want certain family members (besides the parents) to be
able to talk to the health care team to find out about tests and treatments.
• Develop and expect an attitude of mutual respect and cooperation.
• Give accurate information about your child’s and the family’s health history.
• Keep a list of questions for doctors or other team members. Remember that there are no dumb
questions. Ask for explanations of medical or technical terms you don’t understand.
• Take notes or take someone with you to take notes when having important talks with your
child’s cancer team members.
• Let team members know about your doubts or concerns about information given or about
requests made of your child.
• Have reasonable expectations about how much time team members can spend with each patient
and family. Let them know when you need more time.
• Let team members know what the family and patient prefer when there’s more than one way to
give care.
• Develop positive relationships with team members.
• Help children and teens develop trust in team members.
• Make sure both parents have direct and equal access to doctors and other team members.
• Expect to sometimes have lapses in communication and other problems because of the many
experts involved in caring for patients.
• Address confusion, frustrations, or disagreements directly with the team member involved.

• Get help from other team members only if your first efforts to resolve conflicts directly do not
work.

Using psychosocial support services
Childhood cancer affects all aspects of family life. For this reason, care is focused not only on the
child, but also the child’s family and other key parts of the child’s life. Most centers have a broad
range of services and programs to support children and family members through the entire cancer
experience. This includes diagnosis through treatment and even the months and years after
treatment.
Having a child with cancer is usually a new experience for all family members. It can be very
stressful, so it’s no surprise that families need education, support, and counseling to cope with it.
All support services are optional, but parents are more likely to be more satisfied with their child’s
overall care if they take advantage of what’s available.

Psychosocial help from the cancer team
Some of the common types of services available from psychosocial professionals on the team are:
Advocacy (including financial advocacy): Patient advocates can help children and families
understand and manage the complex health care system and identify and make use of programs,
financial help, policies, and laws
Education: Helps children and families learn about the normal social and emotional effects of a
cancer diagnosis and treatment, healthy ways to cope, stress management, and other helpful ways
to get through this time
Supportive counseling: Provides listening, empathy, and a way for children, parents, siblings, and
other family members to express the feelings that result from the stress of cancer
Psychotherapeutic and behavioral interventions: Help children and family members manage
anxiety, fear, anger, guilt, feelings of depression, and other emotions. Sometimes they can help
with even physical problems, for instance, the nausea that can happen before treatment medicines
are given (called anticipatory nausea)
Resource provision or referral: Helps families get meals, lodging, transportation, and/or
emergency assistance
Consultation: Provides children and families with community-based professionals for illnessrelated mental health services

Programs in communities and medical centers
Many different types of programs are available for children, teens, and families. Some of these are
provided in the hospital, some are online, and some are found in your local community. Team
social workers, psychologists, and nurses usually can help you find them. You can also call your
American Cancer Society to find programs or support groups near you. Examples of the kinds of
programs commonly offered are listed here:

Support groups
These groups can be for parents, siblings, or children with cancer. They may be only for certain
groups of patients, such as teens or patients with a certain kind of cancer. Some are offered in
hospitals and clinics, and others through organizations like the American Cancer Society, the
Leukemia & Lymphoma Society, or the American Childhood Cancer Organization.

School programs
Medical centers may have organized school programs, planned school re-entry programs,
education programs for staff members at the child’s or sibling’s school, and contact with classroom
teachers or teachers who teach homebound or hospitalized students. Some use volunteers for
tutoring.

Patient and parent visitation programs
Where available, these programs help parents meet other parents with common issues – such as
children’s ages, diagnoses, or the area in which they live. There are also programs that help
patients meet peers with cancer and other people who can help support them through this time.

Buddy programs
These programs use volunteers (sometimes college or medical students) to play with or befriend
patients.

Summer camps
Many medical centers, communities, or groups sponsor summer camps for children with cancer
and sometimes their siblings, too. The focus is on the fun aspects of the camping experience, rather
than on having cancer.

Special events
Medical centers often develop special programs to meet fundraising, recreational, or educational
needs of children with cancer and their families, such as conferences on certain diagnoses, parent
weekends, picnics, and survivors’ days.

Wish fulfillment organizations
Many agencies are set up to grant the wishes of seriously ill children, including cancer patients.
Some accept parental referral, but most ask for referrals from a doctor or other team member.

Ronald McDonald Houses
These houses originally were created to be a home away from home for children with cancer and
their families. Now they often serve children with other serious illnesses, too. They give parents
and children who are outpatients a place to get away and relax, offer another option besides staying
in the hospital, and have low or no-cost housing for families during treatment. They also help
provide parent-to-parent connections and support.

Medical records
It’s a good idea to get and keep copies of your child’s treatment records as treatment progresses.
Records like these are usually destroyed at some point, and you won’t be able to get them more
than a few years after treatment. There are certain pieces of information that you and your child
should have and keep for the rest of your child’s life. If you aren’t sure where to start, check with
your treatment team about how to go about getting each of these reports:
• Copies of all pathology reports from biopsies and surgeries.
• If there was surgery, a copy of the operative report (or reports, if there was more than one
surgery).
• If there were hospitalizations, copies of the discharge summaries doctors prepare when patients
are discharged from the hospital.
• If the child had chemo, a list of the total dose of each drug used. Certain drugs may have
specific long-term side effects. If you can get a list of drugs from the pediatric oncologist, it
can help any new doctors your child has should one of these effects surface.
• If radiation was given, a final summary of the dose and field.
• If your child had a transplant, you need to know the exact type of transplant and whether your
child had chronic graft versus host disease, or any complications.
• Any problems or complications (serious enough to require hospitalization or other treatment)
your child had during or shortly after cancer treatment.
Treatments that are used to beat cancer can cause delayed effects that may lead to problems later
on. While these result from life-saving treatment, your child and your child’s future doctors need
to know about them. So be sure your adult child knows the details of their childhood cancer and its
treatment.
Researchers are looking for ways to reduce long-term effects, but right now, children who have
been cured of cancer may have to deal with some of these effects for the rest of their lives. For
more information, see our document called Childhood Cancer: Late Effects of Cancer Treatment.

To learn more
More information from your American Cancer Society
We have selected some related information that may also be helpful to you. These materials may
be ordered from our toll-free number, 1-800-227-2345, and most can be read on our website,
www.cancer.org.
Pediatric Cancer Centers
Talking With Your Doctor (also in Spanish)
Health Professionals Associated With Cancer Care
Clinical Trials: What You Need to Know (also in Spanish)

Cancer Information on the Internet
We also have detailed information available about most types of childhood cancer. Call us or
check our website.

Books from your American Cancer Society
The following books are available from the American Cancer Society. Call us to ask about costs or
to place your order.
Angels & Monsters: A Child’s Eye View of Cancer (for adults and teens)
Jacob Has Cancer: His Friends Want to Help (coloring book for an elementary school child whose
friend has cancer)
Imagine What’s Possible: Use the Power of Your Mind to Take Control of Your Life During
Cancer (visualization techniques for children with cancer in grades 4 through 7)
Caregiving: A to Z (for adults taking care of someone with cancer at home)

National organizations and websites*
Along with the American Cancer Society, other sources of information and support include:

For more on treatment centers
The Joint Commission
Toll-free number: 1-800-994-6610
Website: http://jointcommission.org
Evaluates and accredits more than 15,000 health care organizations and programs in the
United States; the website provides “Quality Check,” a comprehensive guide to health care
organizations in the United States, including Joint Commission accredited or certified
organizations, and includes “Quality Reports,” which provide the public with information
about the quality and safety of accredited organizations. These may also be found at
www.qualitycheck.org, or by calling 630-792-5800
The Children's Oncology Group (COG)
Website: www.childrensoncologygroup.org
Has a list of COG-approved treatment centers that can be searched to find the location
closest to you

Support and information for adults
American Childhood Cancer Organization (ACCO)
Toll-free number: 1-855-858-2226
Website: acco.org
Website offers support for families with cancer, as well as parent support groups, insurance
and legal advice, and long-term/follow-up information. Also has books for children,
caregivers, and teachers.

CureSearch for Children’s Cancer
Toll-free number: 1-800-458-6223
Website: www.curesearch.org
Provides resources and information so no child faces a cancer diagnosis without a fully
equipped support team behind them.
Leukemia & Lymphoma Society
Toll-free number: 1-800-955-4572
Website: www.lls.org
Offers family support groups for children with blood cancers and their parents. Also has
free educational publications and Webcasts.
Ronald McDonald House Charities (RMHC)
Telephone: 630-623-7048
Website: www.rmhc.org/
Provides low-cost or no-cost temporary lodging for families of seriously ill children being
treated away from home; must be referred by medical staff or social workers from the
child’s treatment center.

Websites to help teens and children learn about and cope with cancer treatment
Starlight Children’s Foundation
Toll-free number: 1-310-479-1212
Website: www.starlight.org
Website has animated stories and interactive programs to teach kids about chemo and
procedures that may be done in the hospital; provides a safe, monitored online support
group for teens with cancer.
Teens Living with Cancer
Website: www.teenslivingwithcancer.org/
An online-only resource dedicated to teens coping with a cancer diagnosis and treatment. It
focuses on teen issues and provides resources to support teens, their families, and friends.
*Inclusion on these lists does not imply endorsement by the American Cancer Society.

No matter who you are, we can help. Contact us anytime, day or night, for information and
support. Call us at 1-800-227-2345 or visit www.cancer.org.
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