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Introduction

	Barbara Washington is a 47 year old African American female who was seen at Memorial Hospital on December 18, 2007.  She contacted the Free Breast Cancer Program (FBCP) for a free breast examination, mammogram, and Pap test due to being uninsured and low income.   When asked if she was having any problems with her breasts, she denied having a lump.  At the appointment, the patient reported the following breast cancer risk factors to the medical provider: strong family history of mother and two maternal aunts with premenopausal breast cancer, all of whom died before age 55 and a positive test for BRCA1 breast cancer gene ten years prior.  
	The results of her breast examination that day revealed a right breast lump in the upper outer quadrant with skin retraction and swelling.  She had an immediate diagnostic mammogram and ultrasound revealing a 2.5 x 2.0 cm breast mass about the size of a quarter, highly suggestive of malignancy, and biopsy was recommended.  The results were discussed that day in detail with Ms. Washington by the radiologist and given to her in writing. 
	The next day Barbara was contacted by Jan Knight, the nurse case manager for the FBCP program, to initiate the case management process and offer financial resources.  A free appointment with the surgeon was scheduled for December 20, 2007.  The patient did not keep that appointment and rescheduled it for December 27th.  She was seen by the surgeon and biopsy was recommended.  The patient was assisted with and received financial aid because of her uninsured status.  	
The biopsy was scheduled for January 25, 2008 but was not performed.  It had to be cancelled because she failed to have the required pre-op testing.  She did not have a biopsy until September 2008 and did not begin treatment until October 2008.  This is a report of this patient’s progress in regard to her delayed breast cancer diagnosis and treatment from January 2008 to April 2009.
January 23rd – March 14th 2008

	On January 23rd, the surgeon’s office called nurse Jan Knight to say the biopsy had to be cancelled because Barbara did show up for the required pre-operative physical and testing.  Jan went to Barbara’s home to discuss this with her but she was not at home.  Out of grave concern for the fact that it appeared Barbara has breast cancer, Jan sent a certified letter to her urging her to reschedule the biopsy.  (This letter was returned unclaimed several days later.)  Days later the patient had not contacted the surgeon, so Jan went to Barbara’s home again on February 20th to discuss the importance of follow up.  Barbara was there and expressed concern over her fear of breast cancer.  She said she had an extensive family history and that she had actually nursed family members during their illness and death. She did eventually agree to reschedule the biopsy. 
	On March 4th, after no response from Barbara to phone calls and letters, the Physician’s Assistant (PA) called Barbara and spoke to her for 30 minutes offering medical information and reassurance.  Barbara stated she had an appointment with the surgeon for March 11th and would get her questions answered then.  The Physician’s Assistant offered to go to the appointment with her and offered her phone number to Barbara.  On March 5th the PA spoke with the surgeon’s office who stated Barbara did not have an appointment.  That office had also been trying to reach Barbara to reschedule.  The PA attempted to reach Barbara on March 6th, 7th, and 10th without success.  The PA then recommended that, after many unsuccessful efforts to reach and motivate Barbara, that we suspend our efforts at this time because of her unresponsiveness and lack of compliance.  On March 14th a final, certified letter was sent to Barbara warning her of the risk to her health to not obtain a diagnosis and begin treatment.   Barbara did not respond to this notice and was discharged from case management.  According to policy, contact with her would be attempted again in six months in an attempt to motivate her to action.
September 2008
Six months later on September 13th, Jan attempted to contact Barbara and was told by family members that Barbara was in the hospital.  Barbara had reported to the Emergency Department (ED) of South Hospital on September 11th complaining of shortness of breath.  In the ED it was discovered that Barbara now had a rock hard mass entirely encompassing her right breast down to the chest wall and including the skin; the left breast was normal.  Enlarged lymph nodes were identified under both arms, indicating spread of the cancer to the nodes (Cancer.org).  She also had decreased air entry in the right lung and a chest x-ray showed large right pleural effusion, or collection of fluid in the lining of the lungs.  The chest CT scan showed collapse of the right lung, and fluid around the right lung to the extent that it bulged into the left side of her chest.  She was admitted to the hospital and a consultation with Donald Vane, M.D., medical oncologist was called as well as consultation with Mitch Margo, M.D., thoracic surgeon.
During her hospital stay, a needle biopsy of the breast was finally obtained and the long suspected diagnosis of inflammatory breast cancer was finally achieved.  She refused breast cancer treatment initially but reconsidered after meeting several times with a breast cancer survivor patient liaison.  To address the lung fluid collection, Dr. Margo inserted a right chest tube and 2.5 liters of fluid was immediately drained, with significant relief obtained.  A PleurX catheter was left in place in the chest to continuously drain the pleural fluid at home (JLGH.org).  The fluid was sent for evaluation and malignancy was identified.  Additional cancer work up with bone scan was abnormal and suggestive of spread to the lumbar spine (Cancer.org). 
At this point, Barbara had a diagnosis of primary breast cancer with metastasis to the pleura of the lung and spine – stage IV.  Cancer is categorized by stage 0 – IV with stage IV the most advanced and considered incurable (WebMD). Her condition stabilized and her breathing improved.  Barbara was discharged on September 15th with instructions to follow up as an out patient with Dr. Vane.
October 2008
Barbara reported to Damien Oncology Associates (DOA) on October 6th for her first visit with Dr. Vane to discuss treatment of her breast cancer, lung cancer and bone cancer.  The breast was still rock hard, firm, and warm to the touch.  Chemotherapy was discussed and scheduled to begin October 14th; the plan being to down stage the breast mass to make it operable.   By shrinking the cancer, treatment can slow down the disease, and allow her to feel better, and live longer (WebMD).  Assuming her breast responds, a mastectomy will be scheduled after chemotherapy completion.  30 minutes was spent discussing the treatment plan with Barbara and her husband.
Barbara returned for a follow up visit on October 17th after receiving her first chemotherapy dose and is doing well.  She returned again a week later doing well on chemotherapy.  The right breast was responding to chemotherapy and was softer and noticeably smaller.
December 2008
Barbara continued with chemotherapy every 3 weeks.  By the end of December, her breast was no longer red, warm, or swollen, and the mass has reduced in size significantly.  She was experiencing typical side effects of chemotherapy: hand and foot pain with swelling.  After her next treatment, CT scans will be done to reevaluate her disease.
January 2009
As of January 19th, Barbara has had 4 of the 6 intended treatments with dramatic shrinkage of the breast mass with each course.  She saw the breast surgeon, Dr. Gregory, on January 15th to begin planning salvage mastectomy within 4 weeks of the planned final chemotherapy on February 3rd.  The CT scan of her chest shows no more metastatic disease.
February 2009
Barbara was seen by Dr. Vane on the 2nd.  Her breast has responded well to chemotherapy.  Her mastectomy was scheduled for the next day.  A 20 minute discussion was held with Barbara and her husband about her surgery the next day and the future plan for her treatment.  The plan is for more chemotherapy after she recovers from surgery.    
On February 6th, it was learned that Barbara did not show up for her surgery on the 3rd, nor did she call the surgeon’s office to notify them.  The surgeon’s office had tried without success to reach the patient daily since then.  Dr. Vane’s office staff spoke with her on the telephone on February 6th.  Barbara sounded upset and anxious over the phone, stating that she did not know that her breast cancer had spread to her lungs and spine, despite that this is well documented in the medical record.  She said she did not know why she needed a mastectomy.  Dr. Vane attempted to reach her by phone and had to leave a message on Barbara’s husband’s cell phone stating clearly that she must continue chemotherapy until her mastectomy can be rescheduled, and that unless she continues on her treatment, her tumor will grow back and her condition worsen.  Several other phone messages were left by Dr. Vane, and Barbara finally called him back on February 9th.  She was told that chemotherapy must continue if surgery was going to be delayed, so she scheduled another chemotherapy session for February 12th.  Barbara did not show up for her chemotherapy nor did she call to cancel.  
She came in on February 16th claiming that the surgeon knew she was not coming for the mastectomy, though this is highly unlikely.  A long conversation was held with her and her husband about the extent of her disease; she continues to claim that she was unaware of the extent, despite clear documentation in her medical record.  She and her husband were told bluntly that unless she continued treatment, she would not survive a year.  This seemed to have an impact and she agreed to restart chemotherapy.  She then stated the reason for her lack of compliance was fear for what would happen to her and her concern for her family and children.  She was told to make herself the number one priority so that she would be alive to care for her family and fulfill her responsibilities.
Dr. Vane also had a private conversation with Mr. Washington about how he could allow his wife to not follow through with her treatment, which had the potential to save her life.  He was specifically told that she would not live out the year without treatment.
March 2009
It was learned on March 10th that Dr. Gregory refused to reschedule Barbara again because she did not show up for her surgery, did not communicate with the office that she had reconsidered, did not return the numerous phone calls from the surgeon, and had an overall lack of compliance.  Another surgeon will be identified.  Unfortunately she missed a chemotherapy appointment in March.  As of March 10th, it had been a month since her last chemotherapy and she had to be reminded again that she needs monthly visits with chemotherapy until surgery.  She continued to state her lack of compliance is due to fear and anxiety and that both she and her husband now realize the extent of her cancer.  Again she was told that she would die in 6 months without treatment for her aggressive cancer.
Barbara had a consultation with Dr. Hung on March 12th to discuss radiation therapy.  He noted her neglected breast cancer and positive response to pre-surgical chemotherapy.  His recommendation was for mastectomy and further chemotherapy afterward.  After chemotherapy completion, radiation therapy will be initiated.
Barbara was seen March 16th by a new surgeon, Dr. Anthony, to discuss plans for surgery.  Bilateral mastectomy is planned because of her report of being BRCA1 positive for the breast cancer gene, the aggressive nature of her cancer, and the increased risk of cancer in the left breast.  Her surgery is scheduled for April 7th.
After one week of research, the staff is unable to obtain results of BRCA1 gene testing which Barbara claims she had performed years ago. The only company in the nation who performs that test has no record of her ever having had it done. 
April 2009
Barbara successfully underwent bilateral mastectomies on April 7th and went home the following day.  She did return to the surgeon for a post-op visit. On April 23rd she returned for her oncology visit with Dr. Vane.  She will require lab work and CT scans to reevaluate her disease.  It is likely that additional chemotherapy will be needed.
Summary
Barbara suffered from fear, anxiety, and denial to the extent that it led to significant neglect and delay in diagnosis for months, and then once diagnosed, was followed by noncompliance for treatment for a known breast cancer.  She appeared to be in denial at times stating she did not understand the rationale for her treatment and skipped vital medical appointments.  The medical record contradicts this as there are numerous conversations documented about her diagnosis and the treatment plan.  The chemotherapy shrank her very large breast mass to make it operable while controlling her lung metastasis.  It is considered a major accomplishment to have gotten her through her pre-surgery chemotherapy and then her bilateral mastectomies.  
Conclusion
Barbara still has a long way to go in her treatment.  Up to now, her therapy has been designed to control her locally advanced breast cancer. There has been significant down staging of her breast mass and the lung lesions have disappeared.  Because metastatic cancer is incurable, her future therapy will likely include additional rounds of chemotherapy, followed by radiation therapy.  Therapy will be needed to control the metastasis in her spine which she will likely live with for years; it usually becomes life-threatening at some point (WebMD.com).   
Successful short term outcomes depend on Barbara’s compliance and the keeping of therapeutic appointments.  Given her history of fear, anxiety, and denial it cannot be known what her level of compliance will be.  She has shown improvement within the past few weeks since she finally realized that she must follow the therapy guidelines in order to survive.  
Long term outcomes for Barbara are limited.  Unfortunately, even in the best circumstances with complete compliance, her expected survival rate for metastatic breast cancer is about 20% over 5 years (Cancer.org).   While there is no cure for metastatic breast cancer, treatment options are available and her treatment will continue for years to come. Overall, treatment of metastatic breast cancer focuses on extending Barbara’s life and maintaining the best quality of life possible.
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