Existential Experience of a Woman with a Terminal Diagnosis and Schizophrenia
By Mary Madrigal, Ph.D.
This paper shares the human experience of a woman with a terminal diagnosis and a 40- year history of schizophrenia. I will call her Judy. She represents the hundreds, perhaps thousands of people with a history of schizophrenia who were diagnosed with a terminal illness and yet never received end-of-life care, compassion, respect, dignity, spiritual guidance, and emotional support, but instead died alone and in pain (Madrigal, 2006).

I first met Judy through a colleague who was Judy’s favorite cousin. When Judy was diagnosed with stage four, small-cell lung cancer, a local branch of the American Cancer Society was contacted in an effort to draw upon community resources that could offer Judy end-of-life resources and support. In a telephone conversation with a volunteer at the American Cancer Society, I asked whether there were any volunteers who could visit Judy in the skilled nursing facility to offer her support and advocacy. The American Cancer Society volunteer stated, “No, we do not have any volunteers that are familiar with schizophrenia” (American Cancer Society, personal communication, July 5, 2005).  

A Terminal Diagnosis

Lattanzi-Licht, Mahony, and Miller (1998), in their book, The Hospice Choice: In Pursuit of a Peaceful Death, reminded us that “the dying process pushes us to the edges of our understandings and leaves us standing there feeling alone and lost” (p. 9). A terminal diagnosis brings an array of emotions, ranging from shock and disbelief to terror and panic. Judy felt shell-shocked and overwhelmed with so many feelings on the day that she received the news about her biopsy and pathology results. The pathology report read: Stage four, small-cell lung carcinoma.

Judy recalled sitting in the cold, sterile hospital meeting room, with several healthcare professionals and her cousin Dorothy. She stared vacantly at the floor, with her legs pulled up to her chest. She grasped her legs and rocked back and forth. All of a sudden, she began to pace around the room, her eyes shifting back and forth in sheer panic. 

She so desperately wanted to flee and get away, and yet there was no running away from the news that she had just been told. Judy had just been told that her prognosis would be negative with or without treatment. It was just a matter of time. 

The medical team asked Judy whether she would participate in a study for a new drug from Japan for small cell lung cancer; either way, Judy’s outcome was terminal. Judy had so many decisions to make. She was overwhelmed with so much information all at once. Receiving the news that “there is nothing we can do” is overwhelming, frightening, shocking, and surreal for any person; but it was especially difficult for Judy, who had a 40-year history of schizophrenia. 

Elisabeth Kubler-Ross, M.D., renowned psychiatrist and authority on the end-of-life process, stated in Death: The Final Stage of Growth, that there five stages of dying that a person will typically experience. These include: denial, anger, bargaining, depression, and acceptance. Upon hearing of her diagnosis, Judy exhibited disbelief and shock, characteristic of the first of Kubler-Ross’s stages. Kubler-Ross asserted that most people value their lives (Kubler-Ross, 1975, p. 10). 

Comprehending End-of-Life

Some mental health providers and family members avoid discussing end-of-life care with persons with schizophrenia for fear of provoking a negative reaction or possible decompensation (Foti, Bartels, Van Citters, Merriman, & Fletcher, 2005). Some people believe that people with schizophrenia cannot comprehend the dying process or manage the decisions that need to be made when they are diagnosed with a terminal illness. Judy’s cousin stated, “I’m not sure Judy understands what is happening. She is so scared and doesn’t know what to do” (Anonymous representative, personal communication, July 5, 2005).  

In an unpublished essay, a respected psychologist recalled that when he was 11 or 12 years old, he had a conversation with a friend in the presence of his “autistic/retarded” brother. While he and his friend were talking, the psychologist wondered aloud whether his brother could comprehend their conversation. To the psychologist’s surprise, his brother said, “You know I do understand,” then he slipped back into his autistic-regressed state (Anonymous, personal communication, January 10, 2006).

Many of the end-of-life publications mention the importance of support, companionship, and no person dying alone. I began to wonder who supports, holds the hand of, and comforts people with schizophrenia. All that Judy wanted was not to be alone to suffer and have someone support her. 

Despite her schizophrenia, Judy clearly knew what she was facing. She stated, “I don’t want to die.” She stated that she did not want to suffer or be unable to enjoy life any longer. She vacillated about whether to have any medical treatment. She asked repeatedly, “Should I have chemotherapy or not? What if the cancer comes back? What other choices do I have? I can’t breathe, I don’t want to be in pain, I don’t want to suffer.” Judy had very good insight into her situation. Even though Judy had stage four lung cancer was staying in a skilled nursing facility, end-of-life care services were never offered. Why was end-of-life care never offered to Judy or her family? As noted above, this may be due to the widespread belief that people with schizophrenia cannot comprehend the dying process or make decisions about end-of-life care. Because of those beliefs, many healthcare professionals do not address end-of-life care for people with schizophrenia.

I had the privilege of spending her last few weeks with Judy before she passed away. Elisabeth Kubler-Ross (1975) noted, “The dying person’s willingness to converse in depth about his or her present awareness of memories, dreams, and hopes” (p. 160) was validated when Judy began to share her memories, dreams, and hopes about her life in a series of conversations with this writer.

The Sacred Meeting

As a girl, Judy loved her long, blond hair that was now long, gray, and worn in a French braid. She had no teeth or dentures; she had lost her eyeglasses and commented, “My vision is blurry.” Judy’s long fingernails were stained orange/yellow from years of smoking. She wore a beautiful candy-apple velvet sweater that illuminated her blue eyes. Judy routinely laid in a fetal position when I arrived for a visit. Her facial expression conveyed the familiar look of shock, fear, confusion, and the gazed stare into space that accompanies a terminal diagnosis. Judy and I spent many hours talking about life, love, spirituality, and dying. There were also many moments we sat quietly, no words needing to be spoken.

Judy’s Fond Memories

Judy had good times and challenging times in her life. She had times of homelessness, hospitalization for psychiatric symptoms, and times of separation from her family for years at a time. She also enjoyed an eight-year committed relationship, lived in Hawaii, worked in her father’s store, worked as a secretary, and enjoyed her life: “I’ve lived my life the way I wanted to; I don’t want to be in pain or die.”

Judy reported that she had a 40-year history of schizophrenia, paranoid type. She was born in 1946. As a young girl she played the piano magnificently and developed her singing voice. She loved to perform for others. Her mother would invite family and friends over for an evening of extravagant solo piano performances by Judy. She would wait until all the guests were seated and then make her grand entrance into the room. Her mother would dress her in beautiful frilly little dresses, black shiny shoes, and curl her long blond hair. 

Judy’s favorite playmate was her cousin Dorothy, who loved to listen to Judy play for the family and friends. Many compared the two as twins. Dorothy said that she felt that Judy was more favored in their youth. 

Judy was an only child until she was 12 years old, when her brother was born. Life changed for her at this point. She told this writer that when she was 16 years old, she had some allergy testing done that caused her to have a severe allergic reaction that sent her into a catatonic state. 

Her mother was frightened and had her admitted to a hospital that tried to snap her out of her catatonic state by giving her shock treatments. Because the hospital could not find a reason why Judy was in such a state, she was admitted to a psychiatric hospital in the 1960s. She remained in the psychiatric hospital for more than one month. Upon discharge, she was told that she had been diagnosed with schizophrenia. She told this writer that she never felt the same after the shock treatments or being in the hospital for over a month. She was very clear that she lived her life the way as she had desired.  

Judy held several jobs. She enjoyed working in her father’s jewelry store as a saleslady: “He gave me this watch.” The watch that she showed me no longer worked but had sentimental value to Judy. She had also worked as a secretary and at a local ice cream store.  

Judy demonstrated that she could form close relationships. She talked about the men who loved her and whom she loved. She married Roy in 1983, but they divorced within a year. After the divorce, she enjoyed the companionship of Mike and then Chuck. She mentioned that Chuck and she lived together for five years in an apartment. They wanted to have children, but they were never able to conceive. Later she found out that she had been sterilized as a young woman during surgery for an ovarian cyst. Judy talked extensively about her relationship with Chuck and how she wished they could be together again during her last days. “We loved each other so much; he always took really good care of me.” Nothing made Judy smile more though than when she mentioned the name of her childhood sweetheart, Johnny. Her eyes glistened and sparkled while she reminisced about her youth. She said he was the cutest young man she had even laid eyes on.  

One day Judy mentioned to her cousin that she had a new friend: “Mary is my friend.” We shared memories and food together, played blackjack, and talked for hours about life. When it was time for me to leave, Judy would always say, “Do you have to leave?” She would look at me and say, “I love . . . when you come and visit me.” Then she would start talking about her life again. She wanted to be close to people.

Judy’s Hospital Experience

Several times, Judy told this writer, “The hospital staff will not listen to me.” Hans O. Mauksch, Ph.D., observed that patients have been groomed to be “grateful to physicians and nurses,” and if a patient, especially a person who has schizophrenia, tries to express anger, cry for help, or express a personal need, this “violates the culture, the rules, the expectations of the institution and thereby threatens the system” (as cited in Kubler-Ross, 1975, p. 11). 

On several occasions, Judy asked the hospital staff to cover her pikline intravenous therapy (IV) with a plastic sleeve that the oncologist had given her to protect her arm from becoming infected. The hospital staff ignored her request and instead wrapped her arm in a towel, which increased the likelihood of infection and resulted in the area getting wet. On another occasion, I observed Judy rushing down the long hospital corridor, desperately short of breath, only to be told by the nurses that it was not time for her breathing treatment. The nurses would not even look up from their paperwork to acknowledge her standing there, gasping so severely that her shoulders were raised up at her attempt to decrease the suffocating feelings caused by her stage four lung cancer. 

At no time was end-of-life care, counseling, comprehensive care, interdisciplinary resources, bereavement counseling, pastoral care, or any other end-of life care ever offered to Judy or her family by the team of physicians, oncology staff, skilled nursing staff, or the board and care staff that were responsible for her care. It was very clear that Judy needed an advocate to ensure that her requests and needs were met. It was not my original intention to become her advocate, but the need was very apparent. A strong voice was needed to ensure that ethical, compassion, respectful, and humane care was given to Judy. 

Judy’s case illustrates this unfortunate situation. Many of her preferences were not respected in the skilled nursing facility that she called home. With enormous tumors in her lungs, stomach, liver, and brain, she was clearly in distress and pain. Her psychological state was very appropriate for someone who was facing the end of her life. There were times that she would ask for a cup of water, a tuna sandwich, or a battery for her room clock, but her request was ignored or dismissed by the staff. 

Neglectful Medical Care for People with Schizophrenia

Judy’s misfortunes were certainly not an isolated case. Cara Mia DiMassa, a Los Angeles Times staff writer recently reported,

Authorities released a videotape of what they say is the dumping of a 63-year-old woman who is likely mentally challenged on the streets of skid row . . . a woman wearing a hospital gown and no shoes walks from the same direction, wandering in the street and on the sidewalk. . . . LAPD Capt. Andrew Smith said he believes the taxi took the woman, a 63-year-old Gardena resident, downtown against her will after she was discharged from a local emergency room. (Di Massa, 2006, para. 1) 

A case manager reported to this writer that his friend had all of his teeth extracted due to stage four mouth cancer. After the dental surgery, he was released to walk home in the rain. Another said the man was driven to his closed down board and care home on a five-mile dirt road in the desert by the hospital staff in the early morning. The hospital staff was aware that the board and care was closed, that no one was there, and that the man had no shoes. Even more inhumane was the day the coroner mistakenly stumbled onto Robert, who lay dead and forgotten in cold storage for two months.

Clearly Judy’s needs and requests were ignored, dismissed, and disregarded, and evidence suggests that this is an all too common scenario. She was accustomed to not being listened to due to her experiences with mental health practitioners. She may have been challenged with schizophrenia, but she was very insightful, educated, and talented in many areas of her life. In general, her medical concerns and requests were considered to be delusional attention seeking behavior, to be disregarded because she was a “mental case.” As Kubler-Ross (1969) asked, “What happens in a society that puts more emphasis on IQ and class-standing than on simple matters of tact, sensitivity, perceptiveness, and good taste in the management of suffering” (Kubler-Ross, 1969, p. 10).

Simple Pleasures in Judy’s Life


Judy was very simple and practical and at times had primitive mannerisms. One of my fondest memories of her was when I brought her a frosted chocolate brownie with sprinkles on it. I could see the excitement in her eyes at the sight of this chocolate brownie. I left the room for a couple of minutes, just long enough to ask the nurse for a cup of ice for her Dr. Pepper™. Upon returning to her room, she had stuffed the entire brownie into her mouth. She had chocolate all around her mouth, on the rims of her lips and the tip of her nose. That was Judy. We just laughed together. She had a great sense of humor. 

Judy’s favorite drink was Dr. Pepper™ and her favorite food was mashed potatoes. As mentioned above, her eating habits were very primitive. She gulped her drink and shoved her food in her mouth, most of the time barely chewing, and swallowing her food in large chucks.

Red Roses

It was apparent that Judy was declining rapidly. I decided to buy her some fresh flowers. Her favorite flower was, “anything red.” One morning, I decided to buy some red roses for her. The morning of July 25, 2005, I took the red roses into Judy’s hospital room. She did not spring up that morning, as she usually did. As I touched her forehead, she was profusely sweating, stating that she was too weak to get up and that she did not want to eat anything. She noticed the beautiful red roses. I read her a special message that was written on the card and placed the flowers at a level where she could see them while lying down. As her advocate, I instructed the staff to allow her to sleep. We said good-bye. Later that afternoon, Judy went into cardiac arrest. She had a medical advanced directive, but the hospital staff did not send it with her to the emergency room, thus she was put on life support.

The Final Good-Bye

I was deeply moved by Judy and the moments we shared in the last few weeks of her life. As she progressed toward death, our encounters were profound and sacred experiences. At last, I went to the critical care unit at the local hospital where Judy lay dying. We shared one last tender moment together. To honor both her and her death, this writer held Judy’s lifeless cold hand, touched her forehead, and said good-bye to the sacred journey we had shared.

Later that afternoon, Judy’s cousin came to visit. The charge nurse mentioned to her that she had “just missed Judy’s friend.” The cousin replied, “Judy doesn’t have any friends,” but then, she remembered what Judy had said earlier: “I have a friend, her name is Mary.”

Judy was taken off life support on July 26, 2005. She was flown home to be buried in the family plot. In a follow-up conversation with Judy’s cousin six months later, the cousin told me that Judy did not receive a burial ceremony and no headstone had been ordered to mark her grave. 
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