Ben’s Chemotherapy Drugs/Treatments/Therapies
CYCLOPHOSPHAMIDE – Given inpatient via central line.

· Nausea and vomiting.

· Heart damage.

· Seizures due to loss of body fluids.
· Blurred vision.

· Lung damage.

· Sterility.

· Mouth sores.

· Bladder problems and trouble urinating.  Pain when urinating and blood in urine.  

· Hair loss.

· Low blood counts = risk for infection.

CISPLATIN – Given inpatient via central line.

· Nausea and vomiting – severe.

· Numbness in arms and legs – permanent due to damage to nerves.

· Damage to kidneys.

· Hearing loss – may be permanent.

· Low blood counts = risk for infection, bleeding and anemia.

· Diarrhea.

· Heart damage.

· Allergic reactions.

VINCRISTINE – Given outpatient via central line.

· Constipation.

· Stomach pain.

· Jaw pain.

· Weakness.

· Fluid retention with convulsions.

· Skin burns if drugs leak out of vein.

· Leg cramps.

· Loss of tendon reflexes of legs.

· Muscle weakness, extreme.

· Foot drop – numbness in feet, loss of reflexes.

· Hair loss.

MAFOSFAMIDE – Given in and outpatient, intrathecally.  (In his head and in his spine, alternately.)

· Headache, neck pain and stiffness (severe).

· Nausea and vomiting.

· Inflammation at injection site.

· Infection.

· Anxiety.
· Sleepiness.

· Restlessness.

· Chills, fever.

· Back pain and/or pain in other areas.

· Rash.

· Irritability.

· Confusion.

· Minor or severe learning disabilities.

· Fussiness.

· Stridor (loud, croupy sound when breathing).

· Temporary redness of skin.

· Unknown other side effects.

· Problems with balance and lack of coordination.

· Seizures.

· Paralysis.

· Coma.

ETOPOSIDE – VP-16 – Given orally.

· Loss of appetite.  Bad taste in mouth.

· Nausea and vomiting.

· Trouble breathing and low blood pressure.

· Mouth and lip sores.

· Low blood counts.

· Hair loss.

· Diarrhea – especially when taken orally.

· Stomach pain.

· Rash.

· Temporary changes in liver function.

· Unusual tiredness.

· Tingling and numbness in hands and feet.

· Allergic reaction.

· Second cancer – especially Leukemia.

RADIATION THERAPY – begins September 2004.  More information to follow.

OTHER DRUGS USED TO HELP BEN:

· Morphine – Pain management.

· Coedine – Pain management.

· Septra – Antibiotic for a specific lung infection common with his treatment/cancer.

· G-CSF Shots – helps him rebound from low counts.

· Dexamethasone – steroids.

· Colace – stool softener.
· Ondansetron – anti nausea.

· Mesna – protects his bladder and kidneys from bleeding due to chemotherapy
.

SURGERIES:

· March 3, 2004 – Third Ventriculostomy emergency surgery to relieve pressure building in Ben’s brain.  The pressure was due to the tumor blocking CSF, or spinal fluid from flowing from the third ventricle.  Additionally, they took a sample of the tumor for review.  An External Ventricular Drain (temporary device) was installed to allow doctors to control fluid build up on Ben’s brain.  Tumor site was in the third ventricle (center most point in his head).
· March 8, 2004 – Resection of tumor.  Initially believed to be 100%, a later MRI showed 10% remained.  This surgery was very invasive and required them to cut the corpus callosum (part of the brain that allows his left and right brain to communicate).
· April 6, 2004 – Resection of tumor, installation of ommaya reservoir (allows doctors to inject chemotherapy directly into his brain through a “bubble” on his head) and central line (direct line to his vein and heart that allows medicines and blood to be given and lab work to be taken).  More corpus callosum was cut for this resection.  Later MRI revealed about 5% of initial tumor remained.

THERAPIES:

· Physical Therapy and Occupational Therapy – Because the corpus callosum was damaged during surgery, Ben will have problems communicating between his left and right brain.  (The left brain controls the right side of his body and the right side his left side.)  Walking, balance, coordination of hand, arms, legs and feet are affected.  Therapists work with Ben (and his mommy and daddy) to help him compensate for this issue.  

· The surgeries have lead to some left side neglect, requiring appropriate therapy.
· The fluid build up in his brain damaged his optic nerve and resulted in Dorsal Brain Syndrome.  Sensitivity to light, inability to look up and focus have been affected.
· The chemotherapy drugs affect his muscles and make his aggravate his situation.
