ORIENTATION MATERIALS FOR APSM 402-48 (AKA MEDI 464), PALLIATIVE MEDICINE 
KEY CONTACTS FOR THE COURSE:
Course Administrator: Donna Lague, 919-966-3856, djlague@email.unc.edu
Nurse Practitioners: 
Adult Inpatient Service
Kyle Terrell (Adult Inpatient Service), 919-843-3163 kyle.terrell@unchealth.unc.edu:
(Pager) 919-216-1549 or 919-216-1628
Pediatric Inpatient/Outpatient Service
Nicole (Stone) Sartor, 984-974-2449 Nicole.Stone@unchealth.unc.edu; (pager) 919-216-4487
Supportive Care Service-outpatient, adult

Deb Ballard, 919-445-8126 

Deborah.Ballard@unchealth.unc.edu; (pager) 919-216-4233
Pharmacists: 
Outpatient Supportive Care:

Meredith Keisler, 984-974-8765, Meredith.Keisler@unchealth.unc.edu, 919-216-4757
Michelle Gardner, 984-974-7748, Michelle.Gardiner@unchealth.unc.edu,
919-216-5760
Physicians:

Adult Inpatient Service

Margaret Drickamer, 919-843-4096, margaret_drickamer@med.unc.edu; 919-216-0250 

Laura Hanson, 919-843-4096, lhanson@med.unc.edu; 919-216-9156

Christine Kistler, 919-843-5849, christine_kistler@med.unc.edu; 919-216-4386

Gary Winzelberg, 919-966-5945, ext. 254, gary_winzelberg@med.unc.edu; 919-216-2560

Pediatric Inpatient/Outpatient Service

Elisabeth Dellon, 919-966-1055, elisabeth_dellon@med.unc.edu; 919-216-6154
Supportive Care Service

Stephen Bernard, 919-843-7706, steve_bernard@med.unc.edu; 919-216-6252

Student pager: 919-216-1546

INTRODUCTION, EXPECTATIONS AND REQUIREMENTS
Welcome to the Ambulatory Practice Selective in Medicine 402-48 (aka MEDI 464).  This course has been developed to acquaint you with the management of adults and children with far-advanced disease many of whom are at the end of life.  However, the principles of symptom management, e.g., pain, in this group of patients can be applied to other situations in medical care where pain management is needed.  Similarly management of other symptoms; and communication of bad news all can be applied with other patients at other times in their illness and throughout your career.  

During the rotation, students should contact the appropriate individuals for consults and other information for the component you are on; Donna Lague is the course administrator and will have the most current schedule for lectures-dates, place and times. 
Following the first day which is spent with Dr. Mounsey and her group (Curriculum in Systems Based Practice); you will meet with Dr. Bernard on the second day to review the materials that we have sent you.  Because of the need to start the rotation after Monday for many students, Dr. Bernard may already have communicated with you by email to establish your preferred rotations during the month.  At the time of the face to face meeting, he will again go over the course schedule, course requirements and provide any updates.  Please contact Mrs. Lague to set up a time.

EXPECTATIONS FOR THE INPATIENT ROTATION
Consultations require the student to see patients with life-limiting illness who are often quite ill.  These patients and their families require considerable sensitivity and may provoke strong emotions from the student.  The skills needed to work with this population require time to develop.  Nonetheless, we feel it important that the student develop those skills in a hands-on-manner while on this rotation.  Please discuss with the Nurse Practitioner your comfort level and skills.  You will be asked to observe at first, but please speak with the attending physician and Nurse Practitioner about expanding your independent role.  You should also speak with the attending and the Nurse Practitioner before carrying out an initial visit on a consult.  We would expect that the student should see and follow no more than 2 patients each week on the inpatient service.  
An example of the note in EPIC on the Inpatient Service can be found in Appendix F.  
The time of rounds is generally 8:30 AM unless otherwise specified.   Rounds start at a specified unit each morning.  Please contact the Nurse Practitioner or Attending PRIOR to meeting the first day.  If you are meeting with Dr. Bernard prior to going to rounds, he will either have contacted these individuals ahead of time or on the morning of the meeting. 

You should review chart data on your patient each morning and discuss their condition with the Nurse Practitioner or Attending during rounds.  A student note should be written each day if appropriate.

COURSE REQUIREMENTS
The following areas will be covered and the student is expected to attend and participate:
1.  Didactic sessions on various topics in Palliative Care.  There will be two lectures each week.  These are generally scheduled for Wednesday in the afternoon in the Physician’s Office Building, but instructors may move the time and place.
2.  Several practice sites will be utilized in addition to the inpatient Palliative Care Consultation Service 2 weeks (REQUIRED).  These include:

UNC Hospice Module 1 week (REQUIRED)
Optional Module (1 week on 1 module is REQUIRED):

Supportive Care Clinic and Outpatient Consultation Service—contact Dr. Bernard to coordinate.
Anesthesia Pain Clinic (with possible rotation on the inpatient consultation service as well)—Contact information for Dr. Rountree is provided further along in the document.
Pediatric Palliative Care Consultation Service (Please speak with the course director early in the rotation if you are interested in this aspect of Palliative Care.  
The program at UNC is now able to have students but Dr. Dellon will need to coordinate each student’s rotation individually; there is also an opportunity to observe at the program in Greensboro [Kids Path-http://www.hospicegso.org/]; either site will need to be contacted early in your rotation to confirm space and availability for the dates desired.
All of these sites are in outpatient areas and complement your experience on the inpatient side.  Only the Hospice rotation is required; the others are options for your fourth module on the rotation.  
The Schedule for these rotations is:

Modules 1 and 2:  Inpatient Palliative Care Consultation Service.  These two modules should be done together and not split.  They are each 1 week long.
The other 2 modules can be done during remaining time. They also are 1 week long.  
**Time allotted for each module:
In order to integrate the Palliative Medicine Selective with the requirements for projects related to the Systems Based Practice component which require preparation time, each module for the clinical rotation will be 5 days however there is generally time in the afternoons each week to work on your project for SBP.  Please discuss the time allotments with your instructor each week.  They are aware of the need to give you sufficient time to prepare for the weekly project paper in Systems Based Practice and can free you up in the event that service demands are unusually heavy. 
3.  Tests:  Students will review Parts 1 and 2 of the exam from the Medical College of Wisconsin that is on the Sakai website with the course director. This time will be scheduled during the orientation meeting but is generally on Wednesday afternoons. 
4.  Journaling: All students are expected to keep a journal of their experience while on hospice.  The journal is generally a description of daily events over several days.  Examples are at the end of this file.    

5.  Literature based review of selected topic:  On the third or fourth week of each rotation, each student will present a 15-20 minute review of the literature on an aspect of palliative care to the faculty at the weekly meeting. Due to increased numbers of speakers/learners, please speak with the inpatient attending or Kyle Terrell, NP during your first week on service to firm up this time and location. (See under Other Conferences)
6.  Evaluations of Student and Faculty:  Standard 4th year student evaluations will be completed by the course director and the student at the end of the rotation.  The assessment will be based on:

a. Evaluations from attending physicians, nurses, and hospice nurses who had contact with the student during the rotation.  
b. Oral presentation

c. Journals 
A separate form will be completed by the student for faculty evaluations.

Other Conferences which students may participate in while on the rotation:
A. Palliative Care Conference meets most Wednesdays at 8 AM in the Family-Patient Family Resource Center Conf Room (ground floor of NC Cancer Hosp just beyond Pharmacy)
B. Schwartz Rounds meets every 3rd Monday.  Check with Kyle Terrell for topics and location.


COURSE MATERIALS

There are several textbooks that are available online in the Health Sciences Library Collection.  A small textbook with a new edition from 2016 can be found at:  
http://web.a.ebscohost.com/ehost/detail/detail?sid=3b7c7017-9266-41fd-8a7f-5ab1559c3ec8%40sessionmgr4004&vid=0&hid=4201&bdata=JnNpdGU9ZWhvc3QtbGl2ZQ%3d%3d&preview=false#db=nlebk&AN=1168006
Information about ebscohost can be found at: 

http://support.ebsco.com/knowledge_base/detail.php?id=5358  
This course is on Sakai.  There are several sets of material, both from UNC and the Med Coll Wisconsin.  You are not expected to read all of the material; but may find this source helpful. 
Some of this material can also be found on the Palliative Care website at UNC: www.med.unc.edu/pcare
CONTACT INFORMATION AND LOGISTICS FOR THE DAILY SCHEDULE
A.  Mon-Fri, Consults on Palliative Care Consult Service.  This service is a consultation service similar to other subspecialty services in Internal Medicine.  The Nurse Practitioner, Kyle Terrell, 843 3163 receives the consult and will contact you to check on your availability.  There are days when you will be off site and would not be expected to see a consultation request.  

B.  For the rotation on UNC Hospice please contact Adamski, Sharon (Scheduling) (Sharon.Adamski@unchealth.unc.edu)  or Elizabeth Hart, RN (Preceptor) (Elizabeth.Hart@unchealth.unc.edu) to set up the initial schedule. They can be reached at the main hospice number-919 542 5545.  Their address is 287 East St. Pittsboro, NC 27312 (please note the office is in Pittsboro, not Chapel Hill).  

C.  The Supportive Care Service is an outpatient service that sees adult patients with cancer who are being treated or followed at UNC.  There is a formal clinic on Tuesday and Thursday, but consults in the outpatient adult oncology clinics occur throughout the week.  Please contact Stephen Bernard (steve_bernard@med.unc.edu) to set up the schedule.

D.  For the rotation through UNC Pain Management Center and the inpatient consultation service.  Dr. Justin Rountree is the person in charge.  Please contact Dr. Rountree at least one day in advance to coordinate, as there are three practice locations.  There are different attendings every week, so Dr. Rountree is the first contact, pager 123-6988; cell phone 919-914-4587.  If Dr. Rountree is unavailable, contact Dr. Manoj Bobby Wunnava, pager 919-123-9572; cell phone 919- 951-8406. Their secretary is Shannon Wolfgang at swolfgang@aims.unc.edu , 919-966-5136.
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APPENDIX B, SYLLABUS:

Syllabus for Ambulatory Practice Selective in Medicine, Palliative Care Medicine, APSM 402-48:

LECTURE INFORMATION

Site, Day, Time, and Location of Lectures: 

There will be two lectures each week.  Time/space is offered on Wednesday in the afternoon in the Physician’s Office Building, but instructors may move the time and place.  Donna Lague will have the most current information for each week. 
Lecture Modules, Instructors, and Topics (not all topics will be covered in each rotation, but all 4 modules will have lectures drawn from these areas each rotation)
Module 1, Pain

Topics:
Keisler or Bernard-Pathophysiology, pharmacology of analgesics, and equi-analgesic dosing in the management of pain.

Rountree/Wunnawa-Non-medical techniques in pain management, 
Chera-Radiation oncology and the management of pain in palliative care.

Module 2, Symptom management 

Topics:

Dellon-Palliative care in the pediatric patient

Faso-Nausea and vomiting 

Hanson-Pain management in geriatric patients and patients with major organ dysfunction
Bernard-Cancer Cachexia/ Anorexia
Conrad--Physical Therapy/Occupational Therapy

 Kistler-Diagnosing and evaluating delirium
Module 3, Communication

Topics:

Winzelberg/Drickamer—Communication in Palliative Care—the Health Professional, the Patient, and the Family.
Module 4, Psychological, Spiritual, and Social Issues

Topics:

Rosenstein-Psychiatric concerns in the setting of advanced disease
Mayer-Nursing management of palliative care patients

Gessner- Spirituality and religiosity in palliative care
Libby Hart (Nursing), Rob Lewis (Soc Work), and Cynthia Gail Smith (Chpln)-The Role of Hospice

LECTURE SCHEDULE
First Semester (2016-2017)
	
	Block 1 (Mar 28-Apr 22)-No Students
	Block 2—(May 2-May 27)
	Block 3  (May 31-Jun 24)
	Block 4-(Jun 27-Jul 22)
	Block 5- (Jul 25-Aug 19)


	Block 6-( Aug 22-Sep 16) 

	Week 1
	
	Bernard
	Keisler/Gardiner
	Bernard
	Keisler/Gardiner
	Bernard

	
	
	Chera
	Rountree
	Chera
	Rountree
	Chera

	Week 2
	
	Faso
	Dellon  
	Hanson 
	Faso
	Dellon

	
	
	TBD
	Bernard 
	Kistler
	TBD
	Bernard

	Week 3
	
	Winzelberg 
	Drickamer
	Winzelberg 
	Drickamer
	Winzelberg

	
	
	Drickamer
	Winzelberg 
	Drickamer
	Winzelberg
	Drickamer

	Week 4
	
	Rosenstein
	Mayer
	Gessner
	Rosenstein
	Mayer

	
	
	UNC Hospice 
	UNC Hospice
	UNC Hospice
	UNC Hospice
	UNC Hospice



Second Semester (2016-2017)
	
	Block 7-(Sep 19-Oct 14)-
	Block 8  (Oct 17-Nov 11)
	Block 9 (Nov 14-Dec 9)-No Students
	Block 10-(Jan 3-Jan 27)
	Block 11-(Jan 30-Feb 24)-
	Block 12-(Feb 27-Mar 24)-
	Block 13-(Mar 27-Apr 21)-No Students

	Week 1
	Keisler/Gardiner
	Bernard
	
	Keisler/Gardiner
	Bernard
	Keisler/Gardiner
	

	
	Rountree
	Chera
	
	Rountree
	Chera
	Rountree
	

	Week 2
	Hanson
	Faso
	
	Dellon
	Hanson
	Faso
	

	
	Kistler
	Conrad
	
	Bernard
	Kistler
	Conrad
	

	Week 3
	Winzelberg
	Drickamer
	
	Winzelberg
	Drickamer
	Winzelberg
	

	
	Drickamer
	Winzelberg
	
	Drickamer
	Winzelberg
	Drickamer
	

	Week 4
	Gessner
	Rosenstein
	
	Mayer
	Gessner
	Rosenstein
	

	
	UNC Hospice
	UNC Hospice 
	
	UNC Hospice
	UNC Hospice
	UNC Hospice
	


APPENDIX C:  The evolution of illness—a case study, for illustration only
1.  Pain 

Mrs. Jones has a history of breast cancer.  She had surgery 8 years ago and then had hormonal therapy for 5 years which ended 3 years ago.  Recently she had pain in her left hip and has been found to have recurrence of her disease.  Her evaluation has shown that there are areas that are involved by the breast cancer in the left acetabular area, the T 11 vertebral body, and the left 6th rib and the right humeral head.  She has had radiation to her left hip, but still notes pain when she moves.  While her pain is relieved at rest, she still has trouble getting out of bed to go to the bathroom at night.  She is active and still does much of her own housework, but she requires some assistance.

What is incidental pain?  What therapies are available to relieve this type of pain?

She has now been treated for her left hip pain, but shortly after completing radiation for this pain she begins to experience pain in her left 6th rib.

Discuss this progression of symptoms in light of the concept developed by Melzack and Wall (1965) of how the nervous system processes pain messages.

Radiation to the rib is carried out but she gets only modest relief.  What non-medical measure might be of benefit to this individual?  What is the mechanism by which this type of approach is thought to work?

Mrs. Jones began additional systemic therapy with another oral agent and does well for 10 months but then experiences moderate weakness in her left leg and mild weakness in her right leg.  What is the possible etiology for these symptoms?


After treatment for this problem, she now requires a walker.  Her therapy is switched and she does well for the next 2 years.

2.  Anorexia 
Mrs. Jones has now had her treatment changed 3 times over the last 4 years.  Recently her doctor has found that she has had increase in the size of her liver metastases despite a switch in her therapy 6 months ago.  Mrs. Jones has had increasing side effects with each set of new medicines.  She lives with her cat; her family-2 sons-live at a distance and she has not been close to them.  

For the last 3 months, despite nutritional supplements, she has been losing weight and is increasingly dependent on a network of friends that she has had for many years.  They have also become frailer and are less able to provide her support.  Several have moved away to be closer to their own families.  Today in the doctor’s office she weighs 120 lbs (She is 5 feet 6 inches with a medium frame).  She is using a walker for the trip from the parking lot.  She is not using the walker at home, but puts her hand on the wall, or holds on to furniture as she moves about her 1 floor house.  Someone else is now doing the housework and she has found an agency that will drive her to her physician visits.

What is her ideal weight?  What other tests might help to better define her nutritional status?

What other points in the history might help distinguish the etiology of her ongoing weight loss and decline in her activity level?

Her evaluation has shown that she has lost the desire to eat.  Certain foods—red meat and highly sweetened food no longer appeal to her.  She has no difficulties with early satiety.

Today her physician discusses further therapy with her.  She is not certain that she wishes further therapy and wants to speak with her two sons about this discussion.  

3.  Communication

During the discussion about further therapy by her physician with her what topics would be important to address?

Discuss the way this discussion is held; are there other ways to carry out such a discussion?

How could this news of her disease becoming worse be best described to the two sons?

4.  Psychosocial

Following her decision to forego any other active treatment, her physician brings up hospice.  She speaks with the hospice staff and decides to participate.  

Discuss the payment system in the United States for hospice services.  

Once she is enrolled on hospice, the nurse makes a home visit.  At that visit, she confides that she is increasingly tearful without any obvious precipitant.  She has trouble staying asleep but frequently wakes up at 2 or 3 AM and then lies in bed tossing and turning.  She may sit up and stare at the window.  

How is depression in a cancer patient different from that of a non-cancer patient?  Could her anorexia be in part related to depression?  
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APPENDIX E

ADDITIONAL WEBSITES

URL for Palliative Care Textbook:
http://web.a.ebscohost.com/ehost/detail/detail?sid=3b7c7017-9266-41fd-8a7f-5ab1559c3ec8%40sessionmgr4004&vid=0&hid=4201&bdata=JnNpdGU9ZWhvc3QtbGl2ZQ%3d%3d&preview=false#db=nlebk&AN=1168006
URL for UNC Palliative Medicine Website:

http://www.med.unc.edu/pcare
Websites and apps for opioid conversion:

IPhone App (in app store): eOpioid™: Opioids & Opiates Calculator by SentientWare 
http://pharmacy.intranet.unchealthcare.org/opiatechart.pdf 

APPENDIX F: 

Palliative Care Consult Note Template (both Initial note and f/u notes can be accessed on EPIC using the “smart phrase”.pall
Requesting Attending Physician:
Service Requesting Consult:  
Primary Care Provider:  

Code Status: 

Advance Directive Status: 

Reason for Consult:  

Symptom Management, Goals of Care / Decision Making and Patient and Family Support

Assessment/Recommendation: 

Palliative Care was asked to consult for symptom management and clarification of goals of care.  

1. Pain-  

2. GI-  

3. Goals/Decisions

4. Support-  

Symptom Management:  

Prognosis and Understanding:  

Goals of Care and Decision Making: Family meeting

Decision Maker at time of visit: 

Support Issues: 

Communication and Counseling:  

Family meeting:

Subjective:
History of Present Illness: 
Symptom Severity and Assessment:  (1 = No symptom --> 10 = Most Severe)

Pain: 

Nausea/Vomiting:

Constipation: 

Diarrhea: 0

Secretions/Congestion: 0

Shortness of Breath: 0

Anxiety: 

Depression: -

Delirium, Hypoactive: 0

Delirium, Hyperactive: 0

Other: 

Allergies:

Medications
Past Medical History  

Past Surgical History  

Social History:

Social/Spiritual Support:

Pt has a ______ faith belief.

Family History:

Review of Systems:

A 12 system review of systems was negative except as noted in HPI.

Objective:
Function:

XX% - Ambulation: / Self-Care: / Intake: / Level of Conscious: 

VS: 
Physical Exam:

General
HEENT
CV

Pulmonary 
Abd

Ext:

Neuro 
Psych
Test Results:

Lab Results  

Pathology  

Imaging:

Greater than XXX time spent on counseling/coordination of care: 
Total time spent with patient: 
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Palliative Medicine in Italy

Ben Thompson, MS4















Giovanni Boccaccio (1313-1374)

Umana cosa e’ aver compassione degli afflitti

“It is a human thing to have compassion for the afflicted”

















Italian Healthcare System

Single payer

Tax based

Organization

National (Ministry of Health)

Regional (19 regions + 2 territories)

Local (Local Health Authorities)

Subdivisions of 60,000 people









As of 2012, the SSN was comprised of 143 LHAs and 826 districts



Law 38/2010

Provisions to Ensure Access to Palliative Care and Pain Therapy

-Accountability: Annual report to the Ministry of Health











Use of drugs in pain treatment, quantitative and qualitative analysis of networks, regional training activities, information campaigns, research activities, and economic impact. 









Italian Healthcare System, probably









It has been shown that increased public spending on healthcare at the regional level is associated with lower rates of age-standardized avoidable mortality, that is, deaths that should not occur if patients are receiving effective medical care



 Quercioli, Cecilia, et al. "The effect of healthcare delivery privatisation on avoidable mortality: longitudinal cross-regional results from Italy, 1993–2003." Journal of epidemiology and community health 67.2 (2013): 132-138.





Quality of Death Index



QDI Scale

Palliative and healthcare environment (20%)

Human resources (20%)

Affordability of Care (20%)

Quality of Care (30%)

Community engagement (10%)

“Demand”

Burden of disease for which Palliative Care is necessary (60%)

Old-age dependency ratio (20%)

Speed of the ageing population 2015-2030 (20%)















Quality of Death Index

9th Overall - 80.8







21st Overall - 71.1











































Distribution of Hospices by Region









Amatucci, Fabio, Anna Maria Pascale, and Maria Carmela Serluca. "LAW 38/2010: THE RIGHT NOT TO SUFFER A LAW TO KNOW AND TO APPLY."



Italian Practitioners Knowledge Study  



Strong Multidisciplinary Approach

No maximum daily dose of morphine

Cons

Symptom Management

Availability

Duty regarding bereavement











The authors speculate that this is due to the regional administration of laws handed down from the SSN















Survey of 1500 italian GPs in different regions of italy. Number is % who rated each question as 7+/10 where 1 is not important and 10 is fundamental



Opioid Prescribing Practices













The pain and policy studies group from the University of Wisconsin reported that Italy consumed approximately 200 milligrams of morphine equivalents per capita (ME) in 2013, compared to 700 mg ME in the United States.























Taboo of Opioids: Marengoni et al. 2015











Marengoni, Alessandra, et al. "The stigma of low opioid prescription in the hospitalized multimorbid elderly in Italy." Internal and emergency medicine10.3 (2015): 305-313.



Opioids on board at admission 3.6-4.1% patients, increased to 5.3-6.6% on discharge



Physicians and Patients’ prejudices surrounding opioids: negative social stigma in Italy





Barriers to Pain Management

143 orthopedists surveyed, 70% showed high knowledge

54.5% said they don’t use opioids for severe osteo-articular pain

Largest barrier: Adverse events (61.4%) especially nausea and vomiting. Notable: Patient resistance 29.7% (addiction and cognitive effects)

Poor knowledge of strategies for managing adverse events









Fanelli, Guido, Paolo Cherubino, and Christian Compagnone. "Opioid use for chronic pain management in Italy: results from the Orthopedic Instant Pain survey project." Orthopedic reviews 6.2 (2014).

Survey included: 

i) knowledge of Law 38/2010 on the treatment of pain

ii) knowledge regarding the categorization of pain severity encoded by the Numeric Rating Scale (NSR)

iii) real trends of severe pain treatment in Orthopedic Unit

iv) rationale for the choice of drug treatment

v) interest from orthopedic specialists in improving their knowledge about pain management.



“You’re on time if you’re five minutes early, you’re late if you’re on time”













Repeated cries for earlier initiation of palliative medicine in italy. The majority of people receive palliative care only at the end of life. Mercadante (2013) states that this is only in the last 20 days, mostly



Grazie!
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Figure 7.1
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What is Mindfulness?



Originated in Theravada Buddhist tradition over 2500 years ago [1]. 



Enables one to "be present” in current circumstances by noticing internal/external stimuli that make up "here and now” [2]. 



Gained popularity in healthcare as it allows for non-theistic self-exploration and is widely applicable in various settings



 Has shown reduction in stress, depression, anxiety, chronic pain and variety of psychiatric and somatic disorders [3,4]





























Mindfulness-based Interventions [5,6]



Mindfulness-based Stress Reduction (MBSR) –      8wk formal group therapy; aimed at stress reduction, promote relaxation, relieve suffering



Mindfulness-based Cognitive Therapy (MBCT) – formal therapy; mindfulness with cognitive and behavioral techniques; originally developed for depression



Acceptance and Commitment Therapy (ACT)



Informal Mindfulness Interventions – can include mindful breathing, meditation, stretching, or use by practitioner during healthcare interaction [7]















Mindfulness-based Interventions [4]

















Zen Hospice Project



















Mindfulness for End of Life Care [8]

2009 study at Johns Hopkins on effective EOL care 



95 physicians, nurses, social workers, chaplains



All participants had undergone 8d contemplative training including mindfulness, yoga, counseling, and meditation



From interviews, contemplative training assisted with:

The power of presence

Cultivating balanced compassion

Recognizing grief

Importance of self-care













Mindfulness for End of Life Care [8]

The Power of Presence 

“Being present with dying patients and their families while bearing witness to suffering are healing acts in themselves”



Helped with skillful listening (77%), ability to stay centered (76%)





Cultivating Balanced Compassion

“You’re not there to change anyone, you’re there to really walk with folks through their own process.” 



Reported greater compassion towards self (80%), and more caring towards patients/families (72%)













Mindfulness for End of Life Care [8]

Recognizing Grief

Allowed healthcare workers to be more aware of  grief (and burnout) in themselves and others (79%; 66%)



“Nurses do not have the training on how to take care of themselves. . . . each and every nurse carries the grief and the difficulty of the work in her own individual, yet similar way. “





Importance of Self-care

87% reported that contemplative practice helped to “acknowledge my own limitations”



67% reported greater commitment to self-care













Communication in EOL Care

Communication can effect a variety of downstream outcomes of treatment decisions, quality of care, quality of life [9]



Coping with Cancer Study [9]

 325 patients with advanced cancer

Rx aligned with preferences if discussion with physician

Only 39% had discussion with physician



Common barriers to effective communication in EOL care: family factors, difficulty accepting prognosis, lack of training (identified most by residents, MSW, RN) [10]













Mindfulness and Communication

(Emotional Distress in Cancer) [11]















Mindfulness and Communication

(Emotional Distress in Cancer) [11]

“Effectively recognizing a patient’s emotional distress requires both cognitive (e.g., mindful practice, self-situational awareness) and communicative strategies (e.g., active listening, facilitative communication).”



Mindfulness helps communication by promoting:

Attentiveness to all moments, people, and tasks

Non-judgmental curiosity

Reflectiveness on features causing distress



Active listening encourages “conversational space for patients and families to more openly discuss negative feelings” 

















Communication Development Course [12]















5-min Mindful Breathing Exercise [7]



In review, practice of mindfulness reduces stress by:

Interrupting automatic negative thoughts

Reducing ruminations and worries

Minimizing negative appraisals



Recent pilot RCT of 5min mindful breathing in inpatient palliative care in patients in severe distress (score > 4/10)

5min mindfulness with Palliative physician vs. listening





















Starting Points



“10 Mindful Breaths” Exercise



Mindfulness in Plain English – Bhante Guaratana



Mindfulness for Beginners – Jon Kabat Zinn



Headspace.com (and iOS/Android apps)
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Fig. 1. A 3-stage model of patient-centered communication for addressing cancer patients’ emotional distess.
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Table 3. Description of Distress Score.

Distress Score

5-Minute Mindful

Breathing, Median Listening, Median

(Interquartle Range)  (Interquartile Range)

Minute 0 60 (5.00) 60 (2.00)
During" 00 (488) 50 (3:25)
Minute 5 35(363) 50 (3:25)
Minute 20 (for 35 (2.00)

listening only)
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Outline

Background information



How effective is radiation for bone metastases?



How many fractions are necessary?

Randomized trials







Radiotherapy background

Principle #1: Larger doses of radiationbetter cancer control.

Limiting factor is toxicity.



Principle #2: Large doses should be split up into multiple “fractions.”

Normal cells better able to recover in between fractions than cancer cells.

30 Gray



3 Gray

10 x





How effective is radiotherapy for painful bone mets?

Among all randomized trials, 50-80% of patients had significant reduction in pain

15-60% achieved complete pain relief at the treated site.



Among patients requiring reirradiation, about 50% have partial or complete pain response





How many fractions are necessary?

Fewer fractions=more convenient and lower cost



Three large randomized clinical trials

All compared 1 fraction of 8 Gray to ~10 fractions of ~3 Gray.



All trials excluded patients who:

Had cauda equina syndrome or spinal cord compression.

Had a pathologic fracture or an impending one.





Radiation Therapy Oncology Group 97-14 Trial

898 patients with breast or prostate CA.

Karnofsky PS ≥ 40

Life expectancy ≥ 3 months

BPI worst pain score ≥ 5/10, or <5/10 if on at least 60mg po morphine equiv.

<4 painful bone sites

RANDOMIZE

8 Gy x 1 fraction

3 Gy x 10 fractions



Outcome Measures

Primary outcome: overall pain response @ 3 mos

Secondary outcomes:

BPI worst pain score

Analgesic use

Toxicity









Karnofsky 40: Unable to care for self; requires equivalent of institutional or hospital care; disease may be progressing rapidly.  Disabled; requires special care and assistance.
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Brief Pain Inventory (BPI)

Patients rate severity of pain and interference with feeling and function.

The measure used in the RTOG trial is the “worst pain” score on the BPI.

Response criteria:

Complete response: BPI worst pain=0

Partial response: 2 point decrease in worst pain

Stable pain: 0-1 point increase or decrease in worst pain

Progressive pain: ≥ 2 point increase





RTOG 97-14: Baseline characteristics

		Characteristic		8 Gy Arm (N=455)		30 Gy Arm (N=443)

		Mean age, years		66		65

		Karnofsky PS ≥ 70		77%		76%

		Multiple painful sites (vs. solitary)		40%		47%

		BPI worst pain score				

		     <5		3%		2%

		     5-6		25%		26%

		     7-10		73%		72%

		Receiving bisphosphonates		27%		27%







Unable to work; able to live at home and care for most personal needs; varying amount of assistance needed.  Cares for self; unable to carry on normal activity or to do active work.
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Follow-up

About 15% of randomized patients in both arms died before 3 months.



About 20% either did not have a baseline or 3-month BPI score recorded.





Overall pain response results

		Overall Response Type		8 Gy Arm		30 Gy Arm

		Complete		15%		18%

		Partial		50%		48%

		Stable		26%		24%

		Progressive		9%		10%



P=0.6





Analgesic use results

		Drug		8 Gy Arm		30 Gy Arm

		None		20%		22%

		Non-narcotic analgesic		13%		10%

		Narcotic		67%		68%







Reirradiation results

				8 Gy Arm		30 Gy Arm

		Required reirradiation		18%		9%



P<.001





The other 2 randomized trials 

		Study		Patients (N)		Treatment Arms		Overall pain relief (%)		Complete response (%)		Reirradiation Rate (%)

		Dutch Bone Met Study		1,171		8 Gy 		72		37		25

						24 Gy		69		33		7

		Bone Pain Trial		775		8 Gy		78		57		23

						30 Gy		78		58		10







Fewer patients in the Bone Pain Trial had severe pain compared to the Dutch and RTOG trials
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Why the equivalent results for palliation of pain?

Remember principle #1 (more dose=better cancer control).

Why does it not seem to apply to painful bone mets?

If pain response depends only on decreasing cancer cell burden, then higher dose should be better.











Decrease cancer cell burden

Inhibition of normal osteoclasts and RANK pathway





Conclusions

Radiation palliates bone met pain in 50-80% of patients



One fraction is as effective as multiple fractions



Higher reirradiation rate with one fraction



American Society for Radiation Oncology guideline: All fraction schedules are equivalent in pain control.  Retreatment is more common with single fraction, but reirradiation is safe and effective.









Clinical reasons you may see multiple fractions for bone mets

Spinal cord compression or cauda equina



Very large field (e.g. irradiation of large portions of the spine)

This would irradiate large portions of the GI tract incidentally



Surgical stabilization was/will be performed at the site
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March 14-15: 



	I accompanied Roland, one of UNC Hospice’s longest-working nurses, on several home visits. Roland looked more like a mountaineer than a nurse when he picked me up wearing cargo shorts and hiking boots. But his nursing experience shined as he spoke about his patients and what he had learned about the dying process after working as a hospice nurse for sixteen years. He told me about how family dynamics play out at the bedside, when family members’ deeply buried guilt is translated into a fierce resistance to letting their loved one go. He also talked about the nitty-gritty physical symptoms of dying that are difficult for family members’ to witness—infected sacral ulcers, dry and crusting lips, the “death rattle,” and pre-death agitation. His job, he explained, was to treat the symptoms the best he could, normalize the process, and listen to caregivers’ inevitable fears. 



	Our first stop was visiting Mr. S, a 72-year-old Albanian man with alcoholic cirrhosis, dementia, and heart failure. His wife and primary caregiver, Ms. S, invited us in. We sat in a circle of chairs in their living room, an immaculate area filled with knick-knacks that reminded me of my grandmother’s house, except for the massive painting of Mother Teresa on the wall. Mr. S never spoke much English, and now he is nearly non-verbal even in Albanian. Still, he sat patiently in his over-sized striped pajamas as his wife listed her concerns—the recent hospitalization for fluid overload that was going to cost her $6000 because Mr. S was on observation status; her lack of gowns and chucks to change her husband; and her inability to find respite support so that she can go to her doctor appointments. 



	Roland was able to answer her questions about which medications hospice will cover, how to get more supplies, and who to call to get another volunteer for respite support. For the most part, Ms. S was coping well; she admitted that she “likes to talk a lot” when anyone visits. She told me about growing up in Albania and being forced to marry Mr. S in an arranged marriage when she was only nineteen. She described her early marriage as “terrible,” especially after having three children in her twenties. Mr. S was violent when he drank, and he would hit her and her youngest son when he was angry. Only when he started to get sicker did he stop the abuse. 



	I was surprised that Ms. S was so open about her difficult marriage while sitting right next to her husband. I thought about what forces drove her to continue caring for him, changing his diapers and feeding him applesauce, when he had abused her for years. This could be read either as a story of enduring love and loyalty despite Mr. S’s history of addiction and violence, or a story of Ms. S as someone who bears suffering with no question of deserting her traditional wife and mother roles. It was a good reminder that caregivers are not always devoting their time and energy to people who have treated them well, and that hospice providers often bond more with the caregiver than the patient.



	Our next visit was to Mr. R, a 66-year-old man with metastatic lung cancer. His wife, Ms. R, cares for him with the help of CNAs who stay for about 6 hours a day. Mr. R is bedbound and did not awaken during our visit. Ms. R’s main concern was the patient’s sacral decubitus ulcer that had become angry-looking and malodorous. Roland explained that Mr. R needed to be turned more frequently to keep pressure off the ulcer. Ms. R seemed hesitant; she was not physically able to turn her husband alone, she said, so she turned him once a day when the CNA was present. We spent most of the visit figuring out how Ms. R could shift the patient slightly with pillows to avoid bedsores. I thought about how these seemingly small quality-of-life issues—turning bedbound patients, providing good mouth care, stocking enough diapers or chucks for changing patients—have a major effect on caregivers’ and patients’ experience at the end of life. This is why hospice as a nursing-driven intervention makes sense. In some ways, I wish that my training included more experience with personal care and ADL assistance so I could be more helpful in home care at the end of life.



March 16:



	Today I attended UNC Hospice’s weekly team meeting, which included nurses, social workers, chaplains, CNAs, and two administrative leaders. We first reviewed all patients who had died in the past week, then new admissions, and finally current active patients. I was struck by the attention paid to the families of decedents, as the nurse and chaplain usually visited them after the patient’s death. The chaplain even performed the memorial service for one patient. In the hospital, support for families of decedents is comparatively scarce; when I did my ICU rotation, I was surprised by how quickly the families leave without much follow-up from the medical team. 

	

	During the hospice team meeting, I was also interested in how the providers spoke about patients whose families were “unrealistic” about their prognosis. There was a lot of sighing and shaking heads when discussing one patient with metastatic prostate cancer whose wife and children believed that God would “perform a miracle and heal him.” To me, this was another example of the thin line providers need to walk between being honest and realistic with patients and also permitting them to preserve hope. I have seen other examples of families who need to keep hope that their loved one will get better, even after accepting hospice and its requirement that patients have a prognosis of six months or less. I will need to work on finding that balance and becoming comfortable with hope in the face of dismal prognosis. 



March 17-18:

	

	In the latter half of my hospice week, I accompanied Ann, a chaplain, on several home visits. This was one of the most valuable learning experiences of the week, especially since I had very little knowledge of the chaplain’s role in health care. Ann explained that chaplains complete a residency following their master’s level divinity or theology education. Chaplains can be any religion or denomination, although most are Christian. The job of the chaplain, Ann said, is to “meet people wherever they are at” and provide spiritual and emotional support tailored to each person’s needs. Chaplains perceive each patient and family’s belief system and base their support style on that belief system.



	Our first visit was to Ms. F, a 66-year-old woman dying of metastatic breast cancer. She was bedbound, emaciated, and minimally responsive during our visit, but we spent most of the time sitting on the back deck with her husband. Mr. F described how difficult it was to watch her die and how lonely he felt much of the time. Although his children called frequently and his neighbors brought over food, he was still “haunted” by his wife’s confused cries and ghost-like appearance. Mr. F fully grasped the reality that his wife was going to die soon, and living with her and that knowledge was often excruciating. Ann led a prayer asking God to keep guiding Mr. F and to ensure his wife a good death. After the visit, I asked Ann if she ever felt uncomfortable leading or participating in religious acts that are not part of her tradition or beliefs. She said something that stuck with me: “It’s not about you.” Praying and discussing faith are completely for the patient and family’s benefit, and it is not disingenuous or hypocritical to pray with family members who seek that spiritual support. 



	Next we visited a new patient, Mr. H, a 38-year-man with metastatic rectal cancer. We drove up to a dilapidated trailer with dust and broken bikes sitting outside. Ms. H answered the door and invited us in, but Mr. H emerged from his bedroom looking weary and resistant to speaking with Ann. Ann described her role and her connection with his nurse and social worker, but still he denied needing her help. Mr. H’s first language is Spanish, and I felt uncomfortable as Ann loudly articulated her function as a chaplain. We were clearly not wanted there, and I was worried that Mr. and Ms. H were prevented from asserting their wishes because of the language barrier. However, as we were leaving, Ms. H followed us out and said she would appreciate “someone to talk with about everything going on.” Afterward, Ann and I discussed the possibility that Mr. H is controlling or even abusive to his wife, necessitating her covert request for emotional support. It was a good reminder that speaking with family members separately from the patients is important in palliative care. 



	Finally, Ann and I visited Ms. J, the sister of a patient who had died last week. Ms. J was coping through her grief after her sister’s death, but she was mainly troubled by her niece (patient’s daughter), who had been getting in trouble for using drugs and spending all her money on her boyfriend. Ann spoke with her about keeping faith in God and allowing her niece’s “natural life course” to unfold without trying to control everything. Although I do not believe in predestination, I was impressed by how this encouragement seemed to soften Ms. J’s fears about her niece and decrease some of her burdensome guilt. I liked being there for the family after the patient’s death, truly treating the patient/family as the “unit of care.”



[bookmark: _GoBack]	Overall, hospice was a moving and instructive experience. I have a lot of respect for the hospice nurses, social workers, and chaplains who help families through the painful process of watching their loved ones die. Most people in the U.S. still want to die at home, but I think most do not understand how difficult and frightening this can be for their families. Hospice breaks down caregivers’ isolation and helplessness when their loved ones are dying at home. 
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2/2 Chaplain Gail



Tina and her mother for my first experience with Hospice. The chaplain and I drove to the patients assisted living facility. On the way, we talked about her role as a support giver more than a religious advisor. She explained that her job is to help people play to their strengths, but most people said religion as one of their strengths. We walked into a room that smelled of stale cigarettes. The woman on the couch got up as we walked in and hugged Gail. We went to see her mother, who was lying in a hospital bed with a western movie playing in the background. It seemed like she knew that we were there, but was unable to communicate with us. Gail asked how much morphine the patient had received, and Tina responded that she was giving an adequate dose every several hours with increasing frequency. She worried about her mother's restlessness. Occasionally during our interview, the patient would raise her hands from her waist to her chest without a seemingly goal-directed movement. The patient's daughter told us that several days earlier, her mother had been verbally abusive towards her. She has felt alone in providing care for her, as her other siblings have either been in denial, or unwilling to help at the end of their mother's life. The patient was very young, in her late 50s. She was dying from vulvar cancer, which I would speculate is due to HPV infection and lack of health maintenance with routine pap smears. I wanted to ask Tina if she has had her pap smear, that would be quite inappropriate in front of her mother dying from cancer. Later in the interview, Tina noted that her grandchild (yes I said grandchild) was dealing with the loss of her great grandmother poorly, and was using food as a coping mechanism. I watched this overweight woman worried about her grandchild and her potential to become overweight as well. Sometimes, the world is a vicious cycle.





Case of Mr. G: I never met this patient, but Gail told me about a patient who was recently and discharged from the hospital on hospice care. The ride home from the hospital was treacherous, and his daughter was glad when they arrived home. Unfortunately, there was an issue with the coordination of the hospital social worker and the equipment delivery company, and there was no hospital bed or supplies available for the patient when when he arrived at home. Because of this, they had to go back to the emergency room until the equipment arrived. 



2/4 Jackie RN

Carolina Meadows

Dr. R was an amazing woman. She received a PhD in the 1930’s, and was heavily involved with social justice throughout her life even when the world around her was set against women, especially those who achieved as much as she did. I was unfortunate to meet Dr. R. as she was actively dying. She did not know that we were there, and moved her arms intermittently without any sort of goal-directed movement. Jackie believed that she was agitated, and consoled the patient while waiting for the nurse to bring in some oral morphine and lorazepam. We scheduled these medications, as the patient was not able to ask for PRN, and we were unsure if the nurses were paying enough attention to this patient who was not complaining. As we left, we turned up the classical music to make sure she could hear. 



2/4 Libby RN

Pittsboro Christian Village

Dementia Hospice Admission 

I spent thursday with Libby doing an admission at the Pittsboro Christian Village. The facility was nothing special. I had visited The Cedars earlier in the week and nothing could compare to that, but Libby said that PCV is the best nursing facility around. I was incredulous at first, but came to realize how much the staff cared about their patients at this facility. They were attentive, and provided recommendations to the hospice team. This wasn’t something I had witnessed previously, as it seemed like the team knew the patients better than the nursing staff at some of the other institutions. Before the admission, we visited with the other three patients on hospice at PCV. We brought each of them their favorite treats, and checked in with them regarding their continued eligibility for hospice. The woman with CHF continued to gain weight, and the woman with cancer continued to lose weight, which were both good prognoses for continued enrollment in hospice care. The admission was interesting, as the daughter of the patient had a good idea of what hospice was. Her mother had received hospice care once three years ago, but graduated from the program as her symptoms improved. She was admitted this time with advanced dementia. She was quite mean, and I wasn’t able to meet her because she is suspicious of any new people. That being said, she was kind enough to Libby, who found the things that make the patient happy in a brief initial assessment. Libby said that the next time she visits, she will bring some dark chocolate. Seeing this patient, who did not recognize her own daughter most of the time, who is stuck in her wheelchair all of the time, made me reflect on the importance of early goals of care conversations with patients. If the patient’s physician had spoken with her ten years ago and asked what she would want to do in this state, perhaps she would have said that she did not want life-prolonging measures at that point. Perhaps she does find meaning and enjoyment out of her life currently. 






Hospice week journal



[bookmark: _GoBack]	My hospice week coincided with a very stressful and personal encounter with the health care industry.  That Tuesday my father had open heart surgery.  After the operation the surgeon told us that my father’s blood pressure had dropped to dangerously low levels intraoperatively, and that the anesthesia team struggled to maintain a mean arterial pressure above 50.  He said that the operation, from a technical perspective, was a success and he did not think the hypotension would cause lasting problems.  During my first hospice visit after the surgery, I learned that my father’s creatinine had doubled to 3.1 and his urine output had dropped very low.  

While in the home of a 97 year-old woman with dementia and aspiration pneumonia, I could not help but imagine the worst-case scenarios I’ve personally observed in the hospital; the chain of events that leads from acute kidney injury to multi-organ failure and death.  While talking with the patient’s daughter, I wondered how long it would be until I was thrust into the role of caregiver and decision-maker for my parents.  Would it be days, weeks, or years?  I went through that day with my father’s precarious clinical condition at the forefront of my mind and had a sleepless night.  I visited him the next morning and was relieved to learn that his creatinine was coming down.  Since then, his creatinine has returned to baseline and he was discharged in good condition.  

I am so thankful that his kidneys came back from the brink because I have seen patients where the AKI and its downstream sequelae ultimately lead to a goals of care discussion and difficult decisions having to be made by the family.  The experience with my father’s hospitalization gave me first-hand knowledge of the pure fear and anxiety that patients’ caregivers face when a loved one is critically ill.  It helped me empathize with the caregivers I met on hospice week; the sons and daughters who made the decision to pursue hospice care for their parents and were interacting with the hospice nurses each week.  I feel lucky that my father made it out of the critical post-operative period, and I am also appreciate of my hospice week’s placement in my life as the experience with my father helped me to understand that challenges of being a caregiver to a very sick family member.  


