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I. Introduction

A.  Purpose of this presentation—(1) To share the patient’s and the family’s perspective on medical errors, presenting what the Christian theologian Dietrich Bonhoeffer has described as “the view from below,” the perspective “of those who suffer.”  Second, to show how this perspective differs from that of the caregiver, and how this gap can have damaging consequences.  And third, to suggest how this gap might be bridged and outcomes markedly improved.

B.  Background—
1. Introducing my mother, Dr. Lillian Rosenberg— (2) She graduated from medical school in 1943, when penicillin, the first antibiotic, became available.   She has been a practicing doctor for 61 years.  (3) She has raised 3 children and has 9 grandchildren.   She has learned a lot from getting to know people very well. “I have learned that each person is a person and not just a patient, not just a case.    I have also seen the dehumanizing of people and this has occurred more now that people don’t have their own doctor, not one single doctor.  There have been tremendous technical improvements, but not necessarily human improvements.”  (4) She thinks that old people and hospitals are not a good mix, and she thinks that once you become an old woman, you become invisible to everyone, even if you are a physician, on the hospital staff, and the wife of the patient.

2. We were not a medically naïve family—my sister is an MSW with a law degree and she is married to a physician and has a daughter who is a physician; my brother a professor of law with a degree in psychology; and I am a physician with boards in internal medicine and psychiatry.  Since I was closer than my mother to the medicine of today, my family and my father turned to me. (5) I had written a book about patients’ experience of illness, had gone to a pretty good medical school, worked on safety and injury control for most of my professional career— (6) so I, too, thought I could protect my father—as he had me—and I thought that I could help navigate the system because I had the credentials, knowledge, and enough years of service to be let in. 

3. In retrospect, I was the one who was naïve—I had spent three years working on a photographic documentary study of patients, trying to show what is was like to be a patient, how illness affected patients and their families, and what it was like to get medical care.  At the beginning of that project I had thought that I knew what it was like to be a patient because I had been a medical student—a very sensitive medical student, no less—and then an intern, resident, and partner with a general practitioner.  I thought I knew what it was like to be a patient and that I could use photographs and interviews to show others what it was like.  What I learned was that as a doctor I had no idea what it was like to be a patient, to be on the other side.  Not only did I not know what it was like, but I didn’t even know that I didn’t know.  After this epiphany, I wanted to use the stories of the six patients I had followed to help teach medical students and physicians something about the patient’s experience of illness, to help them realize how different the patient’s experience was from their own.  I thought that understanding this would make physician’s more sensitive to patients and their families.  I thought that greater awareness and sensitivity on the part of doctors would prevent many problems in medical care.  I thought that greater sensitivity would prevent medical errors.  I was naïve.  [Insert photos from Patients]

4. Reuben Rosenberg's life–In my mother’s own words, my father “was the most giving person I ever knew.  (7) And absolutely kind.  After high school he went to work as a printer.  And worked evenings, staying home during the day to care for his kids while his wife took care of patients.  Then he would go to work at night.  He went to college at age 48 and it certainly took guts to start college at 48.  After college he got an MBA and went to work as a labor mediator for the New York City Health Department and then for DC 37, a municipal workers union.”  

II.  Life at the time of this story— (8) My father was 83 at the time of this illness episode.  He enjoyed playing tennis, loved visits with his grandchildren and went into New York City to mediate labor disputes.  He and my mother came to visit us in Atlanta three years ago last June and when he got off the plane he had an episode of bad chest pain or angina.  It was so bad that he had to sit down and take some nitroglycerin.  Although he did not complain—he never did—I could see he was in pain and I was scared.  We rode the little cart through the airport and from then on he had no more angina during the visit.  But when we got back to our house we called his cardiologist in NJ and he said it was no emergency but that my father should schedule a cardiac catheterization in about a month.  

On the day of the angiogram, my mother called me at 8 in the morning and told me the cardiologist thought my father should have coronary artery bypass surgery.  My mother was skeptical, she said she just had a funny feeling, a bad feeling about what happened when old people went into hospitals.  My mother asked me if I would speak to the cardiologist and she put him on the phone.  He said there was no question about it, he had high-grade obstructions of his major arteries, they were easily by-passable, and he needed to have surgery.  This was a black and white issue he said, nothing grey about it.  We decided to go ahead with the transfer to what he said was the best hospital in New Jersey for cardiac surgery.  I dropped everything and flew up from Atlanta to Newark that same morning.

III.  Hospitalization at Morristown Memorial 
I would like to read to you from the actual e-mail I sent at that time to my friends, Don Berwick and Howard Hiatt.  

Original Message-----From Mark to Don and Howard

From: Rosenberg, Mark [mailto:MRosenberg@TASKFORCE.ORG]

Sent: Tuesday, July 24, 2001 12:25 AM

To: Hiatt, Howard

Cc: Don Berwick; Rosenberg, Mark

Subject: RE: Advice sought

Howie and Don,

I am currently in NJ where my father is hospitalized waiting now for the triple bypass scheduled for next Tuesday.  This is a bit of a horror story and I would appreciate your suggestions for what I can do to assure him the best outcome.  Here is the story so far.

Last Thursday he had a scheduled angiogram in their local hospital. He had been having increasingly frequent chest pain and a lack of ability to participate in his regular tennis games.  The angiogram went without a hitch and showed such significant narrowing of the left main artery (that the cardiologist recommended a Coronary Artery Bypass Graft and that he should not leave the hospital before the surgery had been done.  He was transferred the next day to a hospital in North Jersey, where they have an excellent team of cardiac surgeons who do more than 1500 of these operations a year.  The transfer went smoothly.  But Friday night at about 7 he developed pain in his groin at the catheter site. He told his primary nurse that the pain was severe, and in fact was the worst pain he had ever had in his life… 

Here are my father’s own words from a conversation we had three days later:

Transcript of Conversation between Reuben Rosenberg and Mark Rosenberg

July 25, 2001—Morristown Memorial Hospital

Mark: Tell me what first happened on Friday night when you…on your second day in this hospital.  (9)
Reuben: I would say about eight-thirty or nine o’clock, my catheterization for the angiogram in my leg got to be very, very painful.  I called the nurse to get me… something that would take care of the pain and get somebody that would take care of me.  And she said since she didn’t know what was causing it, she couldn’t get me anything.  And so I waited a little while.  Then after about another half hour or twenty minutes, when the pain become excruciating, I asked for some painkiller or anything that she had that could handle it.  And she said since I don’t know what it causing it, I’ll bring you in a couple of Tylenol.   Which she did.  Sixty milligram Tylenol, which I believe are the smallest that they make.  And I took them and they didn’t help.  And the pain by then was just worse than I ever imagined anything could be, and it was spreading down my leg.  And I called her again and she said well, she’ll call a doctor.  She called a doctor and the doctor came and looked at it and he said he can’t find any reason for it….Meanwhile I was really going out of my mind, the pain was so excruciating.

Mark:  Was that the worst pain you ever had in your life?

Reuben: Absolutely.  I never dreamt there could be anything like that.I….I was shaking.  I was cold. I was sweating….Just absolutely horrible.  Then they called that doctor back, after a little while.   And he came down and said that he thought maybe there was blood seepage into the leg and he was going to call a surgeon.  And he said that it would take the surgeon about 40 minutes to get here.   In that 40 minutes I was absolutely out of control.  It was horrible. (10)  As a matter of fact I asked them to call my wife so I could say good-bye to her.

Mark: You thought you weren’t going to live?

Reuben:  Absolutely.  I was certain I wouldn’t live.  

Mark:  During that forty minutes were you left alone?

Reuben:  I sure was.

Mark: What was that like?

Reuben:  It was the most terrible thing I ever lived through… during that forty minutes, I was completely alone…everyone left me.  And I was literally out of my mind.

Mark: Why?

Reuben: Because the pain was intense…and it was a pain that I had never, never experienced in my life. And I was clammy, I was cold , I was warm, I was sweating….and I knew that if I wasn’t in shock, I was going to go into shock very, very soon..  

Mark:  So you felt like you were going to die…

Reuben:  I sure did.  No question in my mind that I would not walk out of that hospital.
___________________________________________________

Finally, the nurse summoned the surgeon on call and an anesthesiologist arrived.  By this time my father was cold, shivering, and sweating.  The pain was so unbearable he was sure he was going to die.  He said to the anesthesiologist that he was worried he would go into shock.  The anesthesiologist said to him "Don't worry.  You are already in shock." 

At 11:40 the attending surgeon arrived, put a note in the chart, and huddled with others outside the room, leaving my father completely alone in his room and scared to death for another 40 minutes.  They took him to the OR at 1:30 am, discovered a leak from the catheterization in his femoral artery, and sewed up the leak.   He had an extreme drop in blood pressure and they gave him two units of blood.  A blood test the following morning confirmed that he had had an infero-posterior myocardial infarction of at least moderate extent.  

This morning the senior cardiac surgeon came by, went over the course of events and showed me the notes in the chart.  He said that the nurses had done the right thing and the resident had made a definite error by failing to take appropriate action.  I am concerned that failure to respond appropriately (to a patient in extreme pain--and he is not a complainer) resulted in continuing bleeding which was life threatening and which resulted in shock, hypotension, and an MI in a patient whose fragile coronary status should have led to immediate action.  Here is where I would appreciate some advice from the world's experts in medical errors:  1) What can I do to make sure that my father gets the best possible care from hereon in?  2) What else do I need to find out so that I can present a case (at the appropriate time) for why the hospital should and must do better to protect its patients?

I know you may not have a chance to answer these two questions.  That's OK. I think I know what I need to do, and part of that is staying with him and watching things closely. Thanks for listening to this long complaint.

IV.  Surgery

A. (11) Waiting for the word—because my father suffered a massive heart attack as result of the internal bleeding and blood loss, his surgeons decided to postpone surgery for ten days and it was not done until July 31, the day after my 56th birthday. They told us, my mother, my sister, and my father’s sister, that the surgery would take about 3 hours and then they would come out into the waiting area and tell us how it went.

B. Three hours passed and we did not hear a thing.  Then 4, and nothing.  This wait was extremely difficult for all of us.  Five and nothing, six, six and a half and finally seven hours before a technician came out and told us that the bypass grafts had gone very well, and they had replaced his leaky heart valve as well.  But then when it was time to sew his heart back up and let it start to beat again, his heart ruptured at the spot where it had been weakened by the heart attack.  And try as they might, the surgical team could not repair it.  

On the day after my father died, when we had just returned home after the funeral, the cardiologist from Morristown Memorial called my mother’s home….My cousin, another physician answered, and when the cardiologist asked to speak to Dr. Rosenberg, my cousin went to bring my mother to the phone.  My mother answered and said, “Hello, this is Dr. Rosenberg.”  The cardiologist said “Who is this?  Oh, no, I don’t want you! I want the other Dr. Rosenberg, his son.”  This was his message to the surviving spouse one day after her husband died.  And it never got better.

V. After a horrendous error was made, it was made much worse and compounded by the way the system responded.

A. The initial errors included letting my father suffer excruciating pain for 4 hours, the resident’s missing the signs of internal hemorrhage, failure of medical oversight and absence of supervision for a new resident, and missing the signs of impending shock.

B. My father told me that he heard the senior surgeon chewing the resident out on rounds when the surgeon got back to town, two days after his heart attack.  But the surgeon didn’t say anything to my mother or my father. 

C. (12) The surgeon took me aside and showed me the medical record where the resident wrote his note showing all the signs of hemorrhage and wrote that he would “just observe.”  He said to me “We messed up, we really messed up.”  That was the last we heard about it.  There was never a single apology, never an explanation.  We never again saw the resident who had made that mistake—he was banished from the team.

D. (13) There was no communication to the family while we waited for seven hours, anxious and increasingly frightened, during surgery.

E. After my father’s death, my mother requested his medical record.  The hospital did not send it until our lawyer demanded it three times.

F. When the record was sent, critical information about vital signs during the critical incident was missing.

G. When it became clear that my family’s psychological and spiritual needs would not be addressed, I had hoped that at least we might bring a malpractice suit, win millions of dollars, and use that money to start a foundation to make sure that nothing like this would ever happen again.  But we found that the system closes ranks after the event to protect itself.  It is a system that resists improvement.  It resists it with all its might.  We looked over the medical records and felt that this was clearly a case of medical malpractice.  The chief surgeon had told me that much.  But when we spoke to lawyers most of them felt that there was not enough money to be recovered in New Jersey to make it worth their while.  Finally we found a lawyer who would take the case.  He came well recommended, initially enthusiastic, committed, he said, to fighting for the rights of the elderly…but apparently not fighting too hard.  And he could not find doctors willing to testify.  I spoke with one cardiac surgeon from Harvard that I met in Haiti.  He was initially shocked to hear this story and thought it involved gross malpractice, but when asked for his official review, looked at just the record and said he saw nothing out of line.  When given the narrative account to review, he became unresponsive.

H. Don ran into the CEO of what he thought was the hospital where my father died.  When Don explained what had happened, the CEO was horrified and said he would immediately look into what happened and get back to Don.  He called Don back relieved, having found out this occurred in a neighboring hospital but not his own.  He volunteered to put me in touch with the CEO of that hospital—but despite my repeated calls, neither that CEO nor his deputy ever responded.

Months after my father’s death, a reporter for the New York Times called me, referred to me by Don. She wrote a story under the headline “Doctors With Sick Parents See a System's Flaws.”  She very succinctly told my story and then quoted me as follows:

"I gave my life to this profession," Dr. Rosenberg said.

"My mother practiced medicine for 60 years. So I was

shocked at how my father was treated. It wasn't only that

he died on the operating table. Worse, he was forced to

undergo excruciating pain. In the end, he was robbed of his

human dignity." 

Dr. Rosenberg…. Believes that physicians may be more naïve about the problems of the

health care system than the average person. "Because of our

training, we doctors have harbored the fantasy that medical

care is better than it really is and physicians are better

than they really are," said Dr. Rosenberg. "When the

reality hits us, it comes as a shock. At this point, I am

angry and ashamed of my profession. I no longer trust

doctors or hospitals." 

VI.  Moving from rage to resolution

A. My mother had predicted that she would be ignored by the doctors taking care of my father, but I had not believed that would happen.  It did, and worse—she was treated rudely, she was ignored, and the hospital administrators would give her my father’s medical records until forced to do so by legal action.  There was never a word of sympathy or apology by a single hospital administrator nor from the medical staff.  My father’s loss was his life; my mother’s loss was immense.  “The first thing I think about every day when I wake up is your father, and he is the last thing I think about every day when I go to sleep.”

B. Two extraordinary interactions happened between survivors of medical errors and the physicians responsible for them and I was fortunate to get to know these people last year.  In the first instance, a two-year old girl entered Johns Hopkins Hospital for what should have been routine care for a viral illness.  A series of medical errors led to the child’s death.  The physicians responsible for the errors approached the family and said we realize that your child’s death should never have happened.  We and the hospital are responsible, and we would like to investigate this and then work with you to bring about the improvements that can assure that this would never happen again. (14)  The girl who died from the medical errors was Josie King.  Her mother, Sorrel King and her physician, Peter Provonost, had the courage to listen to each other and tell each other their stories.  They came to understand how painful the event had been for everyone involved.  They came to trust each other, and together they investigated what had gone wrong.  This was a remarkable experience for them.   They have told their story to many different audiences and are working to change the hospital culture and how physicians and hospitals deal with medical errors.  Linda Kenney entered the Brigham and Women’s Hospital in Boston for what should have been just another in a long series of operations on her foot.  Her husband dropped her off at the hospital in the morning and said he would be back to pick her up when she was ready to go home later that afternoon.  But instead of injecting the anesthetic around the nerve in her leg to numb it, Dr. Rick van Pelt, the anesthesiologist, injected the full dose of the anesthetic into her vein.  The drug went to her heart and caused her heart to stop.  She had a full fledged cardiac arrest and doctors had to cut her chest open and massage her heart in order to save her.  Stunned at first, the full extent of her rage did not hit her until weeks after she had been discharged home.  The hospital told Rick not to say anything about what happened to anyone.  They reassured him that these things just happen and that he had done nothing wrong.  They told him that he should let the hospital lawyers handle it and that he should not say anything to anyone.  They told him he should have absolutely no contact with the patient or her family.  But Rick was bothered by what had happened.  Against hospital orders he tried to call Linda but his calls were not returned; he wrote a letter but Linda was not ready to hear from him and the letter went unopened.  Rick left the hospital to do a fellowship far away.  He often thought about Linda and continued to feel awful about what had happened, he felt he owed her an explanation and an apology.  Rick returned to Boston two years later, just about the time when Linda was ready to ready his letter.  She did read it and this time when Rick called again, she answered the phone and they agreed to meet.  Both were quite nervous when they met, but one meeting turned into many and Linda came to admire Rick’s conscience, his tenacity, and his courage.  Rick admired Linda’s willingness to hear his story, to accept his apology, and to forgive him.   They have spoken out together and are committed to helping others go through a similar healing process.

C. We were all on a panel together at Don Berwick’s Institute for Healthcare Improvement meeting in Orlando last December.  There were five of us, Sorrel and Peter, and Linda and Rick, and myself.  I told the story about how the doctors had killed my father and how the medical system had treated us and left us enraged.  They told the story about how they had overcome the barriers separating them and had worked together to improve the system so that similar errors would not occur again.  They told the story about how they had transformed rage into resolution, how they had turned stories of horror into stories of hope and healing. 

D. I saw stories of remarkable courage and remarkable transformations that these four people had brought about.  This was an epiphany for me.  I thought about what an incredible change it would be for my mother and my family if we could get the surgical resident and the nurse who let my father bleed out and go into shock at Morristown Memorial Hospital to meet with us and hear our story.  It would have a profound impact on all of our lives.  It could turn a fatal medical error into a healing experience for the people involved and reduce the risk of death for future patients.  I started to feel better just thinking about this possibility.  On a phone call with all five of us—Linda, Rick, Sorrel, Peter, and myself—we realized that there are 100,000 fatal medical errors each year in the U.S. and that if we could help the families and the caregivers involved we could unleash the energy involved in guilt and rage and turn it toward healing and improving the system.  This could unleash a revolution.  We are trying to get funding to launch a community of practice, a way that we can work together with the people involved in medical errors to transform their experience.   We plan to use a web-based system to reach the survivors and caregivers, to provide information on how they can get together, and to provide encouragement and support through direct interaction for the steps that are healing but very difficult to take.  We are also planning to develop a quilt that will show the faces of the victims.  We will start small, and welcome anyone who wants to be a part of what we hope will become a movement.  It will not be necessary to have met with the caregivers to have a picture on the quilt.  These pictures would have a black border.  Pictures  that represent instances where the sides have come together will have colored borders or backgrounds.  We will be able to tell at a glance how far we have come and how far we have to go. [15, 16, 17, 18 Pictures of the quilt evolving].

Closing quote from Thucydides:  “Justice will come when those who have not been injured are as outraged as those who are.”
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