Module 1

The Dying Patient

Goals

The goals of this module are:

· To introduce the student to the concepts of dying and death as inevitable, universal processes

· To make the student consider the emotional, physical and legal issues that accompany death and dying

· To give the student a greater, more detailed, insight to their patients’ concerns, which can be used in their patients’ treatments.

As young people and first and second year medical students, many of us have very limited exposure to death.  We may have experienced death through to loss of a family member, friend, or even pet, with not much more after that.  For some, our conceptions of death have been formed through the media that surrounds us.  We are all familiar with reports of tragic deaths on news programs, and with the untimely fall of a hero ion a film or television show, and can mistake these representations of the majority of deaths that occur in each day.  By performing the following exercises, it is hoped that the student will gain a better understanding death and dying, and hopefully be able to use that insight in the care of their future patients.

Materials

1) Journal packets, one for each student (including picture of an empty room, journal questions 1 and 2, and advance directives)

2) Pens

3) Bell

4) Selected readings

5) Book of relaxation techniques

6) A watch or clock

Getting Started


The exercises that are about to be performed require personal insight, concentration, and open discussion.  To meet these objectives, and create an environment conducive to discussion try to do the following

· Find a quiet room meant for group discussion (i.e. a PBL room, and NOT a lecture hall or cafeteria)

· Arrange furniture in circle

· Find a room with incandescent lighting (i.e. the fixtures require regular, or halogen light bulbs).  Avoid fluorescent lighting.

· Prevent interruption and disruption.  Ask for all phones to be turned off, and hang a sign on the outside of the door

· Emphasize that your students be comfortable.  Try to find comfortable chairs, provide tissues, and allow breaks when needed

General Instructions

1) Have the students enter the room and sit in a circle.  The facilitator should NOT sit in the circle, but rather outside of it.  

2) Ask that students remove their white coats, and make themselves comfortable.

3) Perform a relaxation exercise.  You can do this simply by taking a few minutes and asking the students, in a soothing voice, to close their eyes, be silent, breathe slowly and deeply, while considering a place they would most like to visit.  After 3-5 minutes of consideration, as them to slowly open their eyes.   For other ideas, see the book of relaxation techniques provided in this packet.  

Exercise 1:  The Dying Room.  


In this exercise, the student will consider the room that they envision that they will die in.  They will be given full freedom and license in their considerations.  

1) Pass out journal packets and pens

2) Say the following:

In our first exercise, you are asked to study this picture of a room.  Its walls are bare. Its floor supports no commotion, and its ceiling has nothing to shelter.  This is your room, not for now, but for the future.  This is the room you will die in.  Your job now is to close your eyes, and to fill this room with everything, and everyone you would like to have with you in your last days.  At the sound of this bell (ring the bell and let it die on its own), you will open your eyes and your journals, and you will fill out your first journal entry until the bell sounds again.  So now, please close your eyes, and consider your dying room.

3) Allow 5-10 minutes foe student considerations before sounding the bell.  And allow up to tem minutes for writing.

4) When the students have finished writing, debrief with them by asking them the following:

*How do you feel now?  What is going through your heads?

*How and where did you see your death occurring?  Were you at home? In a hospital?  Were you surrounded by friends?  Family? Doctors?  Lawyers?

*How did you see your body?  Were you in your own bed, wearing your pajamas?  Were you in a hospital gown?  Were you free to move around?  Was anything attached to your body?

*How do you think most people in America die?  By accident or fatal trauma (~ 10%)?  By prolonged illness (90%)?  How does Hollywood portray death? (Michael Marshke, Horizon Hospice)

 *Do people have to die in hospitals?  Clearly, we’d all like to die on our own terms in our own chosen environment.  Can we as medical professionals help people to die at home? (Yes! Yes! Yes! Hospice allows this.  Hospice care is designed to help people with terminal illnesses die on their own terms, in the places they are familiar with, with the people they love, with control of pain and discomfort.  Hospice is not a place or a building rather more a philosophy based on providing people with comfort and respite from their illnesses.  For more information, or to answer questions see module 4 on Hospice care).

Exercise 2:  Picturing Death

Instructions

1) Follow the same general instructions as for exercise 1

2) Read the following to the students:


In this exercise, you are asked to listen.  The facilitator will read one of the selected literary works aloud.  You are asked now to close your eyes, and simply listen to the poem or story being read.  After the work has been read, the bell will sound, at which time you will turn the page of your journal, and make another entry until the bell sounds again.

Debrief

*What was going through your head as you were writing?

*What are some of the things that occur when someone dies?  What do people lose?  What do they gain?  

*What kinds of emotions come with the process of dying?  How is the patient affected?  How do you think you’ll be affected when one of your patients dies?

*What concerns would you think a patient would have? Do they have to be only physical?  Can they be spiritual?  Psychosocial?  Economic?

Exercise 3:  Get it in Writing


Death brings with it a basket of issues to consider besides its medical and physical realities.  In the midst of emotions like guilt, sadness, anger, and helplessness that a person experiences, there are also legal considerations to make.  A person dying must think about who they want to care for them, who they want to make decisions for them when they cannot.  This exercise is meant to serve as an introduction to these considerations.

Instructions

1) Begin the exercise by asking the following

· What is a living will? (A document telling your physician whether or not you would like death delaying treatments performed on you in the event that you are unable to say so yourself at the time treatment is needed)
· What is a Do Not Resuscitate (DNR) order? (By signing a DNR, a patient states that, in the event of cardiopulmonary arrest, they wish not to have CPR performed on them)

· What is it to be someone’s Power of Attorney? (Someone you appoint to make healthcare decisions for you in the future, in the event that you are unable to make these decisions yourself)
· Have your parents ever talked to you about their wishes for when they die?  If not, how would you feel if they did?

2) Pass out the advance directives enclosed in the packet to your students and say the following:  For the next few minutes, your task is to fill out, to the best of your ability, your own advance directives.  Consider each question seriously and thoroughly, but know that you will stop writing when the bell sounds.  

3) Allow 10-15 minutes to fill out the documents

Debrief

· Was this easy to do?  If not, what were some of your difficulties?

· Was the language of the documents easy to understand?  Did you need help with some terms? 

· How easy/hard was it to choose a Power of Attorney?  Did you know whom to choose immediately, or are you undecided?  Who did you choose?

· What kinds of roles can/should a physician play in their patients’ choices at the end of life?  How can we help our patients?  How can we hurt them?  

Concluding questions

· What are some of the euphemisms we use in referring to death and dying?  Why do we use them?  Are they good to use?  What harm can they do?

· We are in medical school to help people, and many times, physicians see helping people in terms of saving their lives, and making the right diagnosis.  How can we help people when we cannot cure them?  What can we do for our patients in terms of symptom and pain management?  Is there anything we can do to help our patients’ family and spiritual lives?  

Module 2

Problem Based Learning Exercise

Goals

The goals of this exercise are:

· To introduce the student to palliative care 

· To make the student consider the issues and emotions that surround death and dying

· To expose the student to treatment options and philosophies used to improve the quality of life of dying patients

· To introduce the student to common symptoms seen in dying patients, the health risks they pose to patients, and the methods of treatment. That can be employed

· To introduce the student to holistic medical treatment, and the concept of multidisciplinary care.  

Materials

1) The teacher’s edition of this exercise for the facilitator, and photocopied student editions to be passed out and discussed one page at a time.  

2) Pens

3) A medical reference like Stedman’s Medical Dictionary, or Handbooks on Palliative care enclosed in this packet.  

Introduction

The following exercise is designed to introduce first and second year students to aspects and issues of palliative and hospice care.  In facilitating this exercise, the group leader must remember to be aware of the time that they have to administer the exercise.  Not all of the pages have to be done, and the facilitator should feel free to removes aspect of the exercise they feel necessary.  As with any other PBL exercise, student discussion must be encouraged, and the group leader should make sure to provide an environment where students feel they can speak freely and openly.  Every student’s opinion is valid and should be respected, but this should not be put above the goals of the exercise, which are to encourage the use of palliative measures in the future medical practice of your group.  Good Luck!

Freddie S.

A Clinical Case

By 

Munish Bakshi New Jersey Medical School

James Richter, University of Nevada Medical School

Michael Marshke, Horizon Hospice

Michael Preodor, Horizon Hospice

Laura Walker, Vitas Hospice


You are a family physician with your own practice in a city suburb.  A patient of yours, Frederick S, or Freddie as he has you call him, who has come to you in the past, although at irregular intervals visits you again for a physical exam.  He presents with the following data:

Name:  Frederick S.

Age: 68

Sex: male

DOB: 7/14/1935

CC: right upper quadrant pain x3mos.

HPI:

Freddie presents with generalized right upper quadrant pain that is hard for him to localize.  The pain is throbbing, and has bothered him for the last 3 months, until it got so bad that he had to come see a doctor.  It’s with him most of the day, and the pain is aggravated when he sits down, thought it remits when he lies down.  He rates the pain as a 6-7 on a 0-10 scale with 10 being the greatest pain he’s ever felt.  The pain will sometimes radiate to his left upper quadrant.  Socially, the pain has caused Freddie to lay down more, keeping him from enjoying his recent retirement.  He cannot visit with his friends, and said he can no longer “have a drink with his buddies.”  Other symptoms include fatigue, difficulty sitting.

What other questions would you like to ask Freddie?


Don’t spend too much time on this, maybe a few minutes.  Try to focus the discussion on social history taking, with a little focus on Freddie’s drinking habits.

Upon further discussion with Freddie, he has had unremarkable general health in the past.  Freddie is divorced, and has been for 8 years.  He has one child, a son 26 years old, that he doesn’t talk to much.  He had worked a job at a local car manufacturing plant all his life, since his early 20’s, mainly because they didn’t require higher education in their employees.  They made him get a physical periodically, and to the best of his knowledge he has had all of his immunizations, though when you ask about specific shots he cannot remember for sure. He was forced into retirement 3 years ago due to the plant’s closing down, and he tells you he could have worked more if they “move my job to Mexico.”  He has full medical and dental benefits, as well as a full pension.  You inquire more into his drinking and find that he has a few drinks every night, and has since he can remember.  He tells you that his drinking had increased upon his retiring, but he thought nothing of it.  His family history shows hypertension and cardiovascular disease in his maternal grandmother.  His father died of stomach cancer when Freddie was 35.  


Upon physical exam, you find Freddie presents with slightly yellowed skin and sclera.  His liver is palpable 2 fingerbreadths below the costal margin, and his spleen is also palpable.  His abdomen appears enlarged and swollen.  The rest of his physical exam is unremarkable.

What is causing Freddie’s abdomen to become enlarged?  What is this swelling called?

Ascites are the result of edema caused by increasing portal hypertension

What tests would you order for him?

Abdominal x-rays, liver function test, CBC, screening for hepatitis B

Return of LFT shows increased AST, increased ALT, and increased alpha fetal protein.  CBC shows slight microcytic anemia, with decreased protein and albumin.  Freddie also tests positive for hepatitis B. 

What is your diagnosis?

Hepatitis B related liver cancer, aggravated by alcohol abuse

What are his treatment options?

Chemotherapy/radiation, liver resection, neither of which show promising results.

How would you tell Freddie?  What concerns do you have in being able to tell him?  Describe the methods you would use to break this news.

This conversation should be in depth, try to get feedback from everyone in the group.  Our, and Freddie’s, concerns may be the following:

-We feel we might be taking away hope

-We fear the short-term outcome of the process, and harming Freddie psychologically, even though, in the long term, good communication will lead to a more successful adjustment to his illness

-We feel the need to be able to turn bad news into good, which is impossible

-We fear instilling false hope

-We fear acceptance of the limits of medical science and its ability to save lives

-We fear being blamed

-We fear our own mortality

A good model for communicating bad news is the following:

-Plan ahead-> know what will be discussed, have information ready, and be prepared to answer questions

-Allow Adequate Time-> allot as much time to the patient as you can spare.  Prevent interruption from staff, cell phones, pager etc.

-Ensure a comfortable environment-> one free of noise, comfortable seating, have tissues ready, sit at an oblique angle towards the patient, have open body posture, sit at eye level of the patient etc.

-Find out what the patient knows-> this serves as a bit of a warning shot and can help the patient prepare better.

-Break the news slowly, and gently-> avoid jargon and medical terminology.  Give the news in short doses, and allow time for the patient to process what you just said.  

-Wait for responses-> this can take a few minutes, so be patient.

-Allow the patient to show feelings-> allow them to cry, allow them to talk, and even vent some anger.  While it is hard, avoid being defensive.

-Respond with caring sensitivity-> use good listening skills, actively engage what the patient is saying by paraphrasing or repeating what they say, and by asking questions.

-Be prepared to provide options and follow up counseling. 

Clearly this is important, but some good things to mention are that in 1953, 70% of physicians did not disclose bad news to their patients.  99% of people poled in 1999 said they would demand to know their diagnosis.  Physicians must also remember that this is their job, and it cannot be pushed on someone else.  It takes practice, and can never be easy, but must be performed nonetheless.  Most families remember how the news was communicated most in the course of treatment.

Freddie is initially devastated upon hearing his diagnosis.  He begins to cry in your office, and says that this is what he feared the most.  He tells you that, a while ago, when he was married, he had cheated on his wife.  Apparently, he had become close to a coworker, and since his son left for college, he felt like his marriage was suffering.  He begins to be apologetic, says that now he is “paying for it,” and acknowledges that his drinking played a part in his illness. He then says that he wishes that if God would fix him, that he would do anything in his power that he could to fix his lifestyle.  

Are these normal reactions?  Are they helpful in his bereavement process?  

Yes, patients often cry, go through denial, anger, fear, bargaining, and may even laugh a bit.  There are all helpful because they propel his bereavement, and help him get closer to accepting his reality.  Emotions like guilt, rage, anxiety, and pathological denial are also common, but not as productive because they cause the bereavement process to stop, and make it harder to potentially reach acceptance.

You recommend and initiate chemotherapy for Freddie, making sure to follow up with him and his progress.  After several months it is found that the liver cancer is persisting, and has metastasized in Freddie’s bones.  It is clear to you that he only has a few months left to live.

Freddie and you have talked about this before, and he knew this was a reality.  You and he have filled out advance directives, including a, living will, and medical power of attorney.  At a follow up visit, you have the following discussion:

You:  “Hello Freddie, how are you today?”

Freddie: “Well, I really don’t know what to say doc.  I’m awful.  This thing has got me all over.

You:  “How do you feel chemotherapy is working for you?”

Freddie:  “It’s hard to know that it’s a therapy at all.  I come back from it, and I’m useless, just done.  And no one is saying one way or another if it’s helping me 

You:  “Do you feel like it makes your life better, even though it will not cure you?”

Freddie:  “Well, no.”  He begins to cry.  “I hate this.  I can’t do anything anymore.  I fought with my son to take off work so he could drive me here.  I can’t even turn the steering wheel on my car anymore.  My gut hurts all the time, and everything I eat, I just puke right up, even water.  I wish God could just finish with me.”

What are Freddie’s concerns now? How do you interpret his words?

This should touch on everything from his physical manifestations of symptoms, to his growing inability to do simple actions.  Keep the discussion going until the students bring up issues like family, personal control and autonomy, depression, economics, spirituality.   Above all, the students should conclude that Freddie wants to be comfortable, and in control of his remaining days.

What is palliative care?  What are its philosophies?  How is it different form curative treatment?  What are some ways to make Freddie more comfortable?  Through media and experience, which method of treatment is emphasized more in society?  

Curative care is the use of aggressive treatment regimen in order to rid a body of a disease.  Palliative care uses treatment regimen designed to improve patient quality of life, as well as family quality of life.  Freddie now is out of the realm of curative care, and would benefit more from palliative measures of treatment.  Our society, as well as the culture of medicine, often forgets about palliative care, and sees it more as giving up on a patient.  We emphasize curative measures for a good many reasons, have the students talk about why this is, and why curative care would be a disservice to Freddie right now.  

What is your understanding of hospice care?  Where does it occur?  What services can hospice offer?

The students should just brainstorm, and ask questions that you can answer using module 4 of this manual.  

Your conversation continues, and you begin to talk to Freddie about hospice care, and what hospice can offer him and his family.  Upon hearing that he can stop his chemotherapy, and that he will be more comfortable, he begins to cry less.  You put him and his family in touch with a local hospice.

What are Freddie’s chief complaints now?

Pain, fatigue, nausea, growing impairment, his spirituality.  For each of these symptoms have the students brainstorm for the causes, and propose risks these symptoms pose for the patient.  Also, have them consider different ways of caring for these problems

Weakness

-Most common symptom of dying patients (~80%)

-Caused by CVA, cancer, CHF, COPD, anemia, drugs and therapy, depression, endocrine disorders

-Fatigue makes patients more at risk for falls and accidents.  This should be a great concern in further palliative treatment.  Preventative measures like safeguarding living quarters should be done.  

-Being bedridden can put patients at risk for pressure ulcer on the body caused by occlusion of blood surface blood vessels, leading to tissue necrosis.

-In Freddie’s case, stopping chemotherapy is the first measure.  It has no beneficial effect as far as his cancer is concerned, and serves now only to make him weak and depressed.  Measures should be taken by hospice to protect him from his house to prevent falls, or injury upon a fall. 

GI symptoms

-Include anorexia as a function of the disease or treatment.  Can treat with corticosteroids, or megesterol acetate.  Anorexia can also be related to pain and depression.  Effective pain management can help restore appetite.

-Nausea can be a function of CNS disorder in the brainstem, or due to vagal stimulation caused by masses in abdomen (like Freddie’s enlarged liver!).  Can be treated with neurotransmitter antagonists of reticular formation, as well as with muscle relaxants to limit distention in stomach and excess vagal stimulation

-Diarrhea and constipation can be a function of disease, or of treatment, as constipation in administration of opiates for pain relief.  Over the counters can be used.  For constipation, can treat with laxatives.  As long as opiates are used for pain it will continue, but these can help.

-GI symptoms can be treated in numerous ways.  If his mouth dries out, simply gargling with water will help him feel better.  

How do you define pain?  What kinds of pain are there besides physical?  Is a pain in your leg the same as abdominal or uterine pain?  

Let people brainstorm, and guide them with the information below. 

-Pain is defined as an unpleasant sensory or emotional experience associated with injury, tissue damage or potential damage, and can be described in terms of such damage. 

-40% of terminally ill patients experience pain

-Pain can be acute (lasts hours to weeks, and eventually remits) or chronic (lasts months, doesn’t remit.  Which is Freddie experiencing?

-Chronic pain etiologies

· Headaches(tension, migraine etc

· Visceral( general, not well localized, e.g. biliary colic, uterine pain, angina

· Somatic( muscle or bone pain or aches e.g. gout

· Neuropathic( sharp, stabbing, a function of nerve damage/death.  E.g. diabetic neuropathy

· Depression, sadness and loss

How would you go about treating Freddie’s pain?  What kinds of medications would you use? Are there any other ways of treating his pain, besides medicine?

This is designed to introduce students to the idea of narcotic use for pain management.  A common approach is the gradual stepladder approach

1) Use of analgesics, and adjuvants.  This includes techniques like icing rest, compression, massage, acupuncture and alternative therapies, as well as milder medications like aspirin and NSAID’s.  Spiritual guidance and music therapies are ways of alleviating psychological pain.  

2) Mild opiates.  Use of med’s like Tylenol#3 with codeine, or stronger opiates like morphine and oxycodone in lower doses.

3) Strong, long acting opiates.  Includes morphine, oxy and hydrocodone, and duragesic fentanyl patches.

Dosages are determined on a patient-by-patient basis through titration.  For example, a patient may be started on 5 mg of hydrocodone PO, and this may have little pain reliving effect.  Every hour the patient is evaluated and dosages are increased by 5 mg until pain relief is attained.  Instead of waiting 4 hours until the next equivalent dose, the patient is still evaluated ever hour because opiates have their peak effect in the hour that they are administered.  Hourly evaluation prevents patients from going through unnecessary pain.  

Risks/concerns

-Double effect of opiates.  They relieve pain, but cause respiratory depression and constipation.  Must watch medication levels to make sure they remain above pain relieving levels, but below levels leading to respiratory depression.  

-Mild respiratory depression may occur and cause dsypnea, leading to a great deal of discomfort.  Can treat by simply repositioning patient, lowering room temperature, or increasing humidity in the room, all of which remove feelings of suffocation.

-Constipation must be accompanied by laxatives.

-Avoid “prn” control.  This is administration as needed as determined by a registered nurse.  Very often, it is found that the medication is not administered as needed, but rather every four hours, or every time a nurse does rounds.  “pca” or patient controlled administration is best.

-Opiates can cause lethargy, leading to decreased quality of life.  

-Addiction rates for patients after being prescribed are less that 1%.  This is not something to worry about.  Physical dependence will form, and a patient will go through withdrawal when med’s are stopped suddenly, but often patients are wary of addiction and will make sure on their own that no mental addictions form.  To prevent withdrawal, taper dosages in 25% intervals.  

What does it mean to treat a patient, and not a disease?  How can hospice and we treat Freddie as a patient, and not as a disease?

This is free form discussion, but the students should propose ways of making his life better in other ways.  Having volunteers visit him to offer companionship and assistance so that he may regain control of his life.  A volunteer could drive him places, which is something Freddie would have to concede to his cancer, but this would still let him go to the bank, supermarket, or shopping center and let him perform activities of daily living.  This can often be a triumph for patients.  Have the student come up with other ways hospice can help him restore control over his life.

After a few weeks in hospice care, Freddie’s mood increases.  He is more involved with his life.  His pain is managed, and this allows him to better use the rest of his life.  When you ask about his support system, he has little to say.  He still doesn’t see his son much.  He tries to call, but the conversations are short and minimal.  When you ask Freddie how he is taking it, he says he does “the best I can.”  While his cancer continues to grow, and his prognosis continuously declines, he is nonetheless more comfortable.  

What are further issues for Freddie to consider?

A major one is resolution of family differences.  These can often make death a little more painful because people carry their anger with them to the grave.  If he has issues with family or friends, hospice can better help him vent his frustrations and help him to take steps to settle problems.  Freddie must also make sure that his funeral arrangements are taken care of, and that his last wishes can be met.  This is mainly a job for his POA, but the communication should begin now.   Freddie and his family should also be braced for what the last few days of his life will be like.  His appetite will decline, maybe even disappear, he may go into a coma, and he may become withdrawn.  His breathing may be erratic, which can frighten any family that is near him.  Have the students think up more issues.  

Conclude by saying that this exercise was designed to show the student that, although a person may be dying, there is much more that we can do for them besides trying to cure them.  We can offer support, kindness, compassion, and medical expertise to improve our patients’ quality of life as they die.  

Module 3

On Our Own Terms

Goals 

The goals of this exercise are:

· To expose the student to the life stories of different patients, with different illnesses,

· To present hospice care, its origins, philosophies, and benefits

· To understand the myriad of emotions that come with death and dying

· To consider legal, ethical, and economic issues in End of Life care

· To evaluate the healthcare system of America, and to consider its weaknesses and strengths

· To gain better insight to the medical profession’s view of death, and consider why End of Life care is not taught in the majority of American medical schools

Introduction


Often times, the best way to see life is through the art made to represent or reflect it.  In this exercise, you will watch volumes of the 4-part PBS documentary by journalist Bill Moyers entitled “On our Own Terms.”  It is hoped that, through this documentary, the student will gain a further appreciation for the field of palliative care, as well as the social and political factors that limit it.  It is also hoped that the student will better understand the mentality of a dying person, their goals, hopes, fears, and wishes.  


The patients in this series, as well as the doctors that treat them, show diverse styles, each of which is interesting to view.  While no student can truly know the totality of palliative and hospice medicine without seeking training through a hospice rotation or fellowship, this film is as close as one could come to those training opportunities without actually doing them, making this film an enriching, and in many ways, invaluable series to view. 


Each volume considers different issues that arise in death and dying like availability of hospice care, the faults of the healthcare system in providing palliative medicine, the lack of palliative training in medical schools, and ethical issues like withholding of treatment and physician assisted suicide.  Each film, however, will revisit several core concepts like the multidisciplinary approach to palliative medicine, hospice benefits, student and physician stresses in providing palliative care, and the effect of death and dying on caretakers and family members.  Because of its diversity, every volume should be watched, if possible, because each has something new to teach.

Instructions


Find a room with audio and visual equipment, and pick a volume you would like to see, or would like others to see.  Watch the film, and then debrief using the questions below.

Volume 1


Volume 1 of the Bill Moyers series deals with societal issues and attitudes toward death.  Through this film, you will see that American attitudes differ greatly from those of countries around the world, even our neighbors like Mexico.  The film considers societal rituals surrounding death, like El Dia de la Muerta, or The Day of the Dead, in Mexico, and how they help people to grieve.  The film studies American ideals, and how they shape, or are shaped by technology, and the developments and breakthroughs of western medicine.  The film goes on to consider death through the eyes of the dying, how the are living with death.  The viewer will gain insight to the concerns of a dying patient, which may include going through pain, losing control over their lives, being comfortable, being able to pay for their care, and questions of the afterlife and spirituality. 


Pay attention to the patients in this film, most notably the pediatrician now facing terminal illness.  Consider his emotions, and the ironies that come with each day.  An interesting thing to ponder is a quote of his.  He mentions the strangeness of  “living in the light of death.”  Have the students ponder this in addition to the following:

What is a good death?  Is such a thing possible?  Is a good death one that follows a long life?  Is it one that follows a good life?  How can terminally ill patients find ways to have good deaths?  What is the role of physicians in their patients’ deaths?  Can we help them have good deaths?  

Good things to bring up here are the benefits of dying at home, as opposed to dying in a hospital.  Have the students use examples from the film to show how physicians can provide medicine and palliative treatment, as well as how sometimes the best thing for a patient is to stop treatment.  Ask whether or not any patients from the film had good deaths.

How do we in America keep “death at arm’s length”?  What are our attitudes when someone in our families dies?  Do we cry openly, or accept support from strangers?  What rituals do we have in America to recognize death, not only of our loved ones, but our own?  What rituals do other countries have?  How do we in the medical profession handle death?  How do we learn about it?  Why are we not taught how to treat dying patients?

There are a lot of issues to ponder here, so spend a lot of time in this area.  Again, use the film and its comparisons between Mexico and America, or the grieving rituals of Jewish people as opposed to Anglo-Saxon people.  A good thing to point out is how we call 911 when someone we know has died, a clearly pointless practice.  Ask why it is we put in people’s obituaries not to send flowers, but when a famous person dies, like JFK Jr., the outpouring of support is huge.  Talk about your own experiences with death as a medical student, what you have seen on the floors, what kinds of emotions you felt, and what kinds you felt you could show to your Attending physician.  

Volume 2


Volume 2 in this series deals with death from the perspective of the physician.  The student will surely find it interesting to see physicians’ attitudes and means of practicing palliative care.  The filmmaker visits with a team of doctors from Mount Sinai hospital and asks them about their efforts to teach palliative medicine, and its importance.  The doctors in the film talk much about the current attitude in medicine as physicians as patient’s saviors.  Several physicians point out that we see death as a failure, and not what we are in medical school to learn.  As a consequence we do not learn anything regarding end of life care, and this leads us to abandon our patients at a time when they very well may need us the most.  


Pay attention here to these doctors and how they go about teaching end of life care to new residents.  Observe their frustrations with not having been exposed to death properly in medical school.  Some other things to consider are:

What are some of the philosophies involved in palliative care?  What are some treatment methods?  How do the physicians regard the use of narcotics?  How does this differ with the traditional view of opiates?  

The physicians are mainly concerned with making patients and their families comfortable.  Palliative treatment usually will not involve chemotherapy, or intense drug regimens that can cause nausea and wasting.  Instead, palliative measures of treatment may include the uses of equipment and devices to allow patients mobility, or to prevent bedsores if bedridden.  A vital tool of palliative medicine involves the use of narcotics, including opiates, for pain relief.  In this discussion, try to espouse student concern in using opiates, their fears of addiction and tolerance.  Try to weave issues of legality into the discussion as well.  For example, in some states, a doctor may need a license from the Drug Enforcement Agency in order to prescribe methadone for heroin addicts.  This is not an easy thing to get, and it stands as an impediment to treatment.  The students will express concern for the use of opiates.  It is your job to draw these out, and talk about them, relate them to traditional views of pain, and to clarify any myths regarding opiate use (like the idea that people will become addicts if they are prescribed morphine) as well as where they come from (a good question to ask is how many celebrities can they name that are addicted to pain killers.  The list will be extensive, and this shows that a student’s perception of pain medicine is limited to the times a celebrity falls off the wagon, and not to medical fact.)

Volume 3


This episode deals with the ethical issues of death and dying, as well as the ones that come up in hospice care.  A fundamental mission of hospice care is to not prolong life while not hastening death.  Some may interpret this as being a contradictory statement, for after all, if we are not prolonging life, are we not hastening death?  This volume is designed to get students to consider the gray areas that exist in the ethical issues of end of life care.  Through several patients, we learn about concepts like physician-assisted suicide, and the withholding of treatment, and how they can cause controversy.  We are forced to consider whether these treatment options actually have a beneficial effect on patients and their families.  We also gain insight to the legal barriers to these treatments, and how they affect the quality of life of the patients in this film.


Some good things to bring up in discussion are grief and bereavement.  The patients and families in the film, like the farmer with ALS and his wife, begin bereavement when they learn of his disease.  But for them, the bereavement process is revisited every time the farmer loses a bodily function, or the ability to do even little things, like swallowing or looking at his horses.  How does this continuous grief affect the mental health of this patient?  Also discuss the following:

What is your understanding of physician assisted suicide, as it was presented in this film?  Does it really help these patients?  Would you be able to write a prescription for a life ending medication?  Why or why not?  Why is it illegal in most states?  Does this have to do with regional attitudes?  

PAS is the prescription of a life-ending dose of medication to be given to a patient, and to be taken at a time of their choosing.  As seen in the film, this not easy to obtain, even in states where PAS is legal, like in Oregon, Issues to consider are death with dignity, and whether this allows death with dignity.  

What kinds of stresses exist in caring for a terminal patient?  What kinds of problems do home caregivers go through?  What are some things that would help them? What kinds of things can and do hospice and physicians provide?

These should be obvious from the film, but are worth talking about.  The discussion can also be brought to what students and doctors can do to take care of themselves and each other.  Hospice can excel in an area such as this.  The addition of nursing care for health maintenance, nurses aids for hygiene, chaplains for spiritual support, and social workers to provide counseling are all things that can and do take the weight off of their backs.  Medicare also pays for respite care for the family by admitting the patient to an in patient hospice, so the family can take time off.  

Volume 4


In a perfect world, everyone would be able to receive excellent, complete medical care, and it would always be paid for in full.  This is not the case in America.  Millions of people in America go through their lives never having health insurance.  Illness, however, does not wait for this, and neither does death.  This last volume of the Bill Moyers series deals with the binds patients and doctors are caught in due to the limitations of our healthcare system.  Throughout this film, we are presented with patients who need care, but are having trouble paying for it, family members who want to care, but risk losing their jobs and possessions if they do so, and doctors who want to give care, but cannot if there is no money to pay for equipment, medicine, and their livelihoods.  These issues are very important because we, as young physicians, will have to face them unlike generations before.


A good thing to note is creativity.  The hospice started in the public hospital in Alabama called the Balm of Gilead is a perfect example.  This is a good example of how medical professionals can meet their ideas by being creative.  Bring this up, and relate it to student run organizations, clubs, clinics, and health fairs.  

It costs a lot to do anything in America, and, as can be seen by this film, dying is no exception.  What is your understanding of spending down, as it was talked about in this film?  What kinds of effects can this have on a patient’s finances?  How does spending down compromise medical coverage, as given by Medicaid?

Spending down is tricky to understand, but basically it is this.  Medicaid is a public insurance provided by the government, but only in full if the receiver can demonstrate need.  If the patient has assets, but still qualifies for Medicaid, then only a certain percentage of the Medicaid benefit gets paid out, and the patient must make up the difference.  When their assets have reached the value of their state’s spend down limit, then the patient receives full benefit.  On the surface, this seems very fair, and is a safety net to stop abuse of the system.  But for terminally ill patients, this is devastating.  If one is terminally ill, at some point, they will have to leave work and give up their insurance.  Since the majority of this country is working or middle class, the proper finances to plan for death are simply not there, and this requires Medicaid.  Because of spending down, the government in essence forces these patients to liquidate all of their assets until they are destitute and impoverished.  As you can see from the film, this is not a good situation to be in, and gives birth to an environment that no one would want to die in.  

Is our healthcare system fair?  Is it a good system?  Would you feel comfortable growing old, or falling ill to a disease with this system around to protect you?  

Some would say it is fair because it is based on need and people’s ability to work.  The gray area comes in the consideration of fair as opposed to good.  Have the students discuss this, but make sure to control the discussion, allow all points of view to be expressed, and prevent inconsiderate attitudes.

Module 4

What is Hospice?
Goals

The goals of this exercise are:

· To educate medical students about hospice, its benefits, and its philosophies

· To answer any questions students might have regarding hospice care

· To consider the beneficial effects hospice can have on patients with terminal illness

Introduction


The term hospice is often associated with a place people go to die.  It has connotations that are saddening and frightening to many people.  The general public, however, fails to see that hospice is not a place.  It is a philosophy.  It is not the result of failed treatment.  It is itself a successful treatment.  It is not a way for people to die.  It is a way for them to keep living until they die.  This lecture/question and answer exercise is designed to show the medical student the benefits of hospice, how it is used, what its philosophies are, and how they can incorporate it into their practice.  

Materials

1) This manual

2) ”To Live Until I Die,” a film about hospice care made by PBS. (Optional)

Instructions


This exercise is designed to be an informal lecture that is mainly question and answer driven.  The facilitator is not responsible for doing all the talking, but rather for proposing questions, and helping to answer them the best they can with their own knowledge, as well as with the reference materials provided.  Your job as a facilitator is to keep asking questions, and driving the discussion.  Don’t feel like you have to know all of the answers, because you do not.  You are expected, however, to use the reference manuals, medical dictionaries, and this packet to answer questions as best you can.  If none of these help, offer Internet resources like InfoRetriever or Emedicine where students can have their questions answered.  As a tool, you can, but are not required to show the film provided as a way of have the material discussed come to life.  This is a session heavy in fact, but it will be rewarding to those you teach.  Good Luck!

I.  Getting Started 


It is good to begin by giving some introductory facts as well as finding out what your students already know.   Some good things to mention are the following:

1) The picture of death in America looks like this:  80% of Americans die in institutions like hospitals.  The desire to die at home in a comfortable environment is much higher though.  Clearly this need is not being met.  

2) Some might think the above statistic is the way things are because many deaths are accidental, or are the function of trauma.  In fact, 90% of patients die from chronic illness, and only 10% of deaths are due to accidents.  

If you were dying from a chronic, incurable illness like AIDS or some form of cancer, where would you want to be, at home, or in a hospital?  Most people prefer home, but the fact today, however, is that most people see their lives end against their wishes.

3) The medical establishment right now avoids death.  We see it as a failure, and, when death is imminent and unavoidable.  We feel that there is nothing left for us to do, when there really is.

4) When people die, they suffer.  Suffering can take many forms, and does not refer solely to physical suffering and pain.  Suffering can also include:

· Emotional.  Patients have to deal with the stages of death and bereavement, which can cause a good deal of psychological pain, that may result in complicated bereavement and even clinical depression.

· Financial.  Healthcare is not cheap in America, and many people go through their lives uninsured.  A terminal illness often forces people to leave work. With no income, and potentially no health insurance, financial pressures can mount and lead to a good deal of distress.

· Social.  Terminal illness not only affects the patient, but their family as well.  The family has to deal with grief, and being responsible for the care of a patient whose condition will not improve medically.  If ill feelings exist between family members or friends, these tensions can cause pain in the patient, and negatively affect that person’s care.  

· Spiritual.  When faced with death, people often begin to ponder questions about the existence of an afterlife, and the meaning of life.  Not have answers to these questions is frightening, and can make a person’s last days filled with torment.  A person may be carrying guilt with them dealing with their actions during life, and may be looking for forgiveness.  Some people may never have had spiritual concerns, and their sudden onset can be unsettling.

· Pain can come to a patient due to cultural barriers, poor communication, and the feelings of being marginalized and forgotten by society and the medical establishment that accompany poor communication. 

Does terminal illness mean we have nothing more to give to our patients?  Can we help to ease their suffering?  Yes, through palliative and hospice care.

II.    Hospice

1) Palliative care is a plan of care designed to mitigate, or alleviate a patient’s suffering.  It is not curative.  Its focus, rather, is to ensure that the patient remains comfortable through the removal of suffering.  

2) Hospice is a medical philosophy based upon treating the terminally ill with palliative care so as to make the remainder of their lives as comfortable as possible.  

3) Hospice benefit includes regular nursing visits and physician consultation designed to help alleviate physical symptoms of dying patients like pain, fatigue, gastrointestinal and pulmonary problems.  Doctors and nurses prescribe pain medications, and incorporate useful equipment like air mattresses to help remove physical pain

4) Hospice also includes nurse’s aid services.  Nurse’s aids help to look after the hygiene of a person when they can no longer perform activities of daily living.  They bathe and change patients, and also help maintain the patient’s bed.  This can help remove physical discomfort, and also remove feelings of helplessness, which constitute emotional stress.

5) Chaplain services are also provided.  Chaplains are religious figures trained in religious counseling.  They are there to pray with people, or help arrange for a patient’s own religious leaders to come to their aid.  Their visits can also be social, and allow people another set of open ears to talk to.  This helps to relive spiritual and emotional suffering.

6) Social workers are also employed to help give both the patient and the patient’s family an outlet to vent their emotions, helping them to work through bereavement and grieving processes.  Social workers can often help families work through their own difficulties with each other, and help them to better realize the patient’s wishes, helping to reduce family tension.  They help eliminate family suffering.

7) Hospice is a Medicaid and Medicare benefit, so it can be readily incorporated into many patients’ lives, and is definitely a viable option.  Home hospice care can be 3 to 4 times cheaper than hospital stays.  For those with no insurance coverage of any kind, most hospices will help to provide care through fundraising, public gift or donation, or with funds specifically set aside for this purpose.  Hospice benefit through Medicaid, Medicare, public aid, and private insurance can help alleviate, though not eliminate, financial suffering.

8) Hospice can in many cases remove the institution.  People, depending on the severity of their condition and the support system they have in place, can often stay at home in a comfortable environment.  Since they are not on curative treatment plans, they need little in the way of technological equipment.  Hospice will even set up all the necessary equipment like hospital beds and oxygen machines.  80% of hospice care takes place in the home, not a hospital.  This helps to meet patients’ wishes.  

That is a quick breakdown of hospice care.  For your remaining time, go through the frequently asked questions list provided in this module to help students clarify and issues they may have had with the lecture.  If time permits, viewing the film “To Live Until I Die” can be a good way of tying everything together.  

Module 2

Student Copy

Freddie S.

A Clinical Case


You are a family physician with your own practice in a city suburb.  A patient of yours, Frederick S, or Freddie as he has you call him, who has come to you in the past, although at irregular intervals visits you again for a physical exam.  He presents with the following data:

Name:  Frederick S.

Age: 68

Sex: male

DOB: 7/14/1935

CC: right upper quadrant pain x3mos.

HPI:

Freddie presents with generalized right upper quadrant pain that is hard for him to localize.  The pain is throbbing, and has bothered him for the last 3 months, until it got so bad that he had to come see a doctor.  It’s with him most of the day, and the pain is aggravated when he sits down, thought it remits when he lies down.  He rates the pain as a 6-7 on a 0-10 scale with 10 being the greatest pain he’s ever felt.  The pain will sometimes radiate to his left upper quadrant.  Socially, the pain has caused Freddie to lay down more, keeping him from enjoying his recent retirement.  He cannot visit with his friends, and said he can no longer “have a drink with his buddies.”  Other symptoms include fatigue, difficulty sitting.

What other questions would you like to ask Freddie?

Upon further discussion with Freddie, he has had unremarkable general health in the past.  Freddie is divorced, and has been for 8 years.  He has one child, a son 26 years old, that he doesn’t talk to much.  He had worked a job at a local car manufacturing plant all his life, since his early 20’s, mainly because they didn’t require higher education in their employees.  They made him get a physical periodically, and to the best of his knowledge he has had all of his immunizations, though when you ask about specific shots he cannot remember for sure. He was forced into retirement 3 years ago due to the plant’s closing down, and he tells you he could have worked more if they “move my job to Mexico.”  He has full medical and dental benefits, as well as a full pension.  You inquire more into his drinking and find that he has a few drinks every night, and has since he can remember.  He tells you that his drinking had increased upon his retiring, but he thought nothing of it.  His family history shows hypertension and cardiovascular disease in his maternal grandmother.  His father died of stomach cancer when Freddie was 35.  


Upon physical exam, you find Freddie presents with slightly yellowed skin and sclera.  His liver is palpable 2 fingerbreadths below the costal margin, and his spleen is also palpable.  His abdomen appears enlarged and swollen.  The rest of his physical exam is unremarkable.

What is causing Freddie’s abdomen to become enlarged?  What is this swelling called?

What tests would you order for him?

Return of LFT shows increased AST, increased ALT, and increased alpha fetal protein.  CBC shows slight microcytic anemia, with decreased protein and albumin.  Freddie also tests positive for hepatitis B. 

What is your diagnosis?

What are his treatment options?

How would you tell Freddie?  What concerns do you have in being able to tell him?  Describe the methods you would use to break this news.

.

Freddie is initially devastated upon hearing his diagnosis.  He begins to cry in your office, and says that this is what he feared the most.  He tells you that, a while ago, when he was married, he had cheated on his wife.  Apparently, he had become close to a coworker, and since his son left for college, he felt like his marriage was suffering.  He begins to be apologetic, says that now he is “paying for it,” and acknowledges that his drinking played a part in his illness. He then says that he wishes that if God would fix him, that he would do anything in his power that he could to fix his lifestyle.  

Are these normal reactions?  Are they helpful in his bereavement process?  

You recommend and initiate chemotherapy for Freddie, making sure to follow up with him and his progress.  After several months it is found that the liver cancer is persisting, and has metastasized in Freddie’s bones.  It is clear to you that he only has a few months left to live.

Freddie and you have talked about this before, and he knew this was a reality.  You and he have filled out advance directives, including a, living will, and medical power of attorney.  At a follow up visit, you have the following discussion:

You:  “Hello Freddie, how are you today?”

Freddie: “Well, I really don’t know what to say doc.  I’m awful.  This thing has got me all over.

You:  “How do you feel chemotherapy is working for you?”

Freddie:  “It’s hard to know that it’s a therapy at all.  I come back from it, and I’m useless, just done.  And no one is saying one way or another if it’s helping me 

You:  “Do you feel like it makes your life better, even though it will not cure you?”

Freddie:  “Well, no.”  He begins to cry.  “I hate this.  I can’t do anything anymore.  I fought with my son to take off work so he could drive me here.  I can’t even turn the steering wheel on my car anymore.  My gut hurts all the time, and everything I eat, I just puke right up, even water.  I wish God could just finish with me.”

What are Freddie’s concerns now? How do you interpret his words?

What is palliative care?  What are its philosophies?  How is it different form curative treatment?  What are some ways to make Freddie more comfortable?  Through media and experience, which method of treatment is emphasized more in society?  

What is your understanding of hospice care?  Where does it occur?  What services can hospice offer?

Your conversation continues, and you begin to talk to Freddie about hospice care, and what hospice can offer him and his family.  Upon hearing that he can stop his chemotherapy, and that he will be more comfortable, he begins to cry less.  You put him and his family in touch with a local hospice.

What are Freddie’s chief complaints now?

How do you define pain?  What kinds of pain are there besides physical?  Is a pain in your leg the same as abdominal or uterine pain?  

After a few weeks in hospice care, Freddie’s mood increases.  He is more involved with his life.  His pain is managed, and this allows him to better use the rest of his life.  When you ask about his support system, he has little to say.  He still doesn’t see his son much.  He tries to call, but the conversations are short and minimal.  When you ask Freddie how he is taking it, he says he does “the best I can.”  While his cancer continues to grow, and his prognosis continuously declines, he is nonetheless more comfortable.  

What are further issues for Freddie to consider?

Journal Question 1

Does death frighten you?  How has the reality of death affected your life, and how you live it?

Journal Question 2

How do you envision your own death, or the death of a loved one?  Describe it all you can.

Student Workshops in 

End of Life Care

By Munish Bakshi 

Background


At my School, New Jersey Medical School, we have a student run clinic where first and second year students can gain patient experience.  The clinic is free for patients.  A team of one third or fourth year student with two first or second year patients sees patients, takes a full a patient history, gives a full physical examination, and develops a plan for future treatment that is approved by an attending physician advisor.  When there are more students than patients, the third and fourth year students lead teaching sessions for the first and second year students.  These sessions are at least two hours in length, and can be about any medical topic the students choose.

Proposal


The following collection of exercises is designed to be used as material for teaching sessions at our clinic.  These can be employed at any school that has this dynamic between upper and lower classmen, and does not have to be limited a clinical setting.  If possible, a physician or faculty member can facilitate these exercises as part of a problem based learning, or clinical skills class.  Material from these workshops can be included as lectures in introductory behavioral science, biochemistry, and pharmacology classes.  


This packet includes four workshops that employ different methods of teaching.  The first exercise is a group exercise designed to get students to consider the emotions of death and dying from the perspectives of the patient, their family, and also the health professional.  The second exercise is a problem based learning exercise designed to introduce students to the clinical manifestations of symptoms in dying patients, as well as methods for effective communication between doctors and patients.  The third exercise utilizes a video documentary series to help student see death in its totality, making them consider the emotions, medicine, politics, economics, and people involved in the dying process.  Exercise four uses a lecture format to teach students about hospice, and will give them the opportunity to clarify any misconceptions they might have about hospice and palliative care.


Each exercise is not a closed entity.  One could perform an activity from module one, and then switch to module four.  The problem based learning activity can be lengthened or shortened as the facilitator sees fit.  Furthermore, each exercise has the potential to be expanded and incorporated as part of a noncredit, or fourth year elective.  These modules were designed to compliment the creativity of those who present them, and hopefully, they will be able to achieve that


The motivation for this project is not to teach the student everything there is to know about end of life care, rather, it is to introduce students to the pertinent issues, and hopefully inspire them to learn more about hospice and palliative medicine through a fourth year elective rotation already offered at my school.  

Budget

Resource materials, textbooks: $50.00

Chime or bell for module 1:  $20.00

Book of relaxation techniques for module 1: $20.00

Photocopies, office and workshop supplies (e.g. pens, new binders): $50.00

PBS series “On Our Own Terms” by Bill Moyers:  

