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Clear, consistent, compassionate 
communication 

13 

ALWAYS EVENT #1  
 

• Strategies to enhance verbal and nonverbal 

communication skills that are sensitive to cultural 

differences 

• Best approaches to delivering difficult news 

14 

Collaborative clinician-parental  
decision-making (guided consensus) 

ALWAYS EVENT #2 
 

• How to use the guided consensus process to help 

parents explore realistic goals of care 

• How to conduct a family meeting 

15 

Physical and emotional support  
at the time of death 

ALWAYS EVENT #3 
 

• What to say and do for parents when death is imminent 

• How to enhance the infant-parent bond 

• Withdrawing life-support 
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16 

Bereavement Care: Follow-up medical  
and psychosocial care 

ALWAYS EVENT #4 
 

Sympathy card 

signed by staff 

7-10 days      2-3 weeks    4-6 weeks   3 months   6 months     9 months     1 year      14 months 

1st phone 

call to 

assess 

parental 

grief & 

coping 

1st letter & 

resource 

packet 
2nd  

phone 

call 

2nd letter & 

Evening of 

Remembrance 

invitation 

3nd  

phone 

call 

Anniversary 

letter 

Bereavement 

Care Survey 

Bereavement Timeline 

EOL Survey – Baseline Measure 

INTERVENTIONS AND MEASURES 

Simulation 

Training 

Testing for use 

of Always Event  

Debriefing 

Sessions 

Documentation 

Always Events 

Pre-testing  

E-learning 

Program 

Post-testing 

Staff and Physician Education 

EOL Survey - Repeat Family Experience Survey 

Most Welcome Surprise 
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Jennifer Rhodes-Kropf, MD  
Hebrew Senior Life/ 
Beth Israel Deaconess   
How Do You Have the 
Conversation?   
A Curriculum for Residents 
   
     

How Do You Have the 

Conversation? 

Funded by the Picker Institute/Gold Foundation 

Jennifer Rhodes-Kropf, MD 
Division of Geriatrics, BIDMC/HSL 

Faculty Harvard Medical School 
Documentary Photographer © 2010 Sarah Putnam. All Rights Reserved 
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Discussing Goals of Care with Family Members 

of Patients with Dementia 

 
 

• Balancing modern medicine’s innovations that 
prolong life with quality of life 
 

• Families need to make complicated and 
overwhelming decisions  Ex: adv dementia 
 

• Decisions are stressful and burdensome 
 

• Goal ─have conversations before crisis! 
 

• These are conversations that should ALWAYS 
occur 

 

Background 

• Trainees are not encouraged to have these 
conversations, nor taught how to carry them out 

• Developed a curriculum with video to teach residents 
how to discuss goals of care with family members of 
patients with dementia (Module 1) 

• Second video (Module 2) demonstrates for residents 
what it might feel like to think about and complete 
his or her own living will 

 
Discussing Goals of Care with Family Members 

of Patients with Dementia 

 
 

Background 
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The Picker Principles of  

Patient-Centered Care 

 

• These projects embody: 

– All seven of Gold Foundation’s criteria to advance 
humanistic patient care  

– First seven of the eight principles of patient-
centered care for the Picker Institute 

 

 

 

Skills to Lead a Family Meeting 

– Articulate thoughts clearly 

– Empathy 

– Openness to different cultural beliefs 

– Respect for individual preferences 

– Awareness of emotional stress a family experiences in 
these situations 

– Knowledge of the data in regard to management of 
advanced dementia 

– Knowledge of inter-professional team resources and 
transitions of care 

– Knowledge of palliative care at the end-of-life 

 

 

Taught at Multi-Sites/Multi-Residency programs of 

Harvard-affiliated Hospitals 

100 Trainees this Year 

• Beth Israel Deaconess Internal Medicine 
Residency Program (6 sessions) 
 

• Tufts-affiliated Cambridge Family Medicine 
Residency Program 
 

• Cambridge Internal Medicine                           
Residency Program   
 

• Mount Auburn Internal Medicine              
Residency Program  
 

• Harvard Geriatrics Fellowship Program  
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Module Goals 

• To understand the natural history and 
prognostication for advanced dementia 
 

• To be familiar with the data that supports a 
palliative care approach for patients with 
advanced dementia 
 

• To learn the components of discussing goals of 
care with family members of patients with 
dementia  (through modeling and then role play) 

 

Content for the 90-minute Module 

• Pre-Test 
 

• Goals for session 
 

• Informed consent for role-play tape 

recording 
 

• Trigger video:  doctor talking to daughter 

of patient with advanced dementia 
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Module Content Continued 

• Evidenced-based medicine content 
 

• Role play in pairs with tape recording 
 

 Mrs. Carl has dementia and lives at home with her 

daughter.  She has 12 hours a day of private paid help.  

Mrs. Carl has not been able to walk for about six months.  

She was in the hospital three times over the last six 

months.  Once for pneumonia, once for a UTI, and most 

recently for dehydration.  Mrs. Carl is gradually eating 

less and less. 

 

Module Content Continued 

• Family Meeting Communication 
Assessment Tool (FAMCAT) (Kalamazoo 

Consensus Statement on the Essential Elements of Communication in Medical 
Encounters.  Adapted by J. Irish and colleagues, BIDMC.) 

– Builds the Relationship 

– Opens the Discussion 

– Gathers Information 

– Understands the Patient’s Perspective 

– Shares Information 

– Reaches Agreement 

– Provides Closure 

– Manages Flow 
 

Module Content Continued 

• Use FAMCAT to score themselves  

• Group debriefing and summary 
points 

• Post Test and Session Evaluation 
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Medical Education Research Component 

• BIDMC - taught 6 consecutive weeks 
 

• 3 control groups, 3 intervention groups 
 

• Control group completed their role-play before the 
video trigger and EBM content 
 

• Intervention group role-play at session end 
 

• Transcribing of recordings 
 

• Blinded role-play scoring with FAMCAT  
 

• Statistical comparison of control and intervention 
cohorts  on the FAMCAT and Pre/Post Tests 

Challenges 

• Making space in the already packed 
curriculum 

• Modifying the module format to adapt to 
varying group size 

• Getting residents to attend- non “glamorous” 
topic 

Module Evaluations and   
Pre and Post Tests 

• 70% reported module better or much better than 
other teaching sessions at their hospital 

• 83% reported module very or extremely valuable 
• 50% comfort level stayed constant at fair to 

extremely comfortable and 50% improved from 
uncomfortable or fair to moderate 

• Almost all felt that this communication skill is 
extremely important 

• Assessment of knowledge demonstrated 
improvement for all the content questions 
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Contributions to the Healthcare Field 

• Demonstrates the inadequacies of trainees 
knowledge in communicating with families of 
patients with dementia 

• The videos provide excellent teaching tools for 
teaching vital communication skills 

• The dementia video provides a non 
intimidating overview of important end of life 
issues for families with loved ones with 
dementia  

Module II:  
Trainee Living Will Assignment 
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Dissemination 

• Picker Institute Website Link 

• Email me for disc or Drop Box Link 

• American Geriatrics Society Annual Meeting, 
Washington D.C., May 13, 2011, Resident and 
Fellowship Curriculum Swap 

• POGOe- Portal of Geriatric Online Education 

• Youtube 

• Train the Trainer; faculty and fellows 

 

 

Dissemination via the Umbrella Project 

• The Conversation Project  

 “Have You Had the Conversation?” 
 

• Boston palliative care multidisciplinary group 
 

• Goal:  Conduct national campaign to 
promote conversations about end of life 
wishes before moments of crisis 

• Support from the Institute for Healthcare 
Improvement (IHI) 
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Continued Project Plans 

• Continue my own teaching of this module 

• Train the trainer at other sites 

• Design conversation summary card for dissemination 

• Meet with QI and Family Counsel at BIDMC and HSL-
emphasizing this “always event” 

• The Living Will component (second video) 

• Article pending in Annals of LTC on the dementia 
education module 

• Write up and publication of medical education research 
findings 

 

 
Alicia Huettel, MSN, RN and Patricia Aiken, MBA 

St. Jude Children’s Research Hospital  
Parent Mentor Program 
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PAIR Mentoring  
Creating an Always Event to 

Support Parents 

Parent Mentoring at St. Jude 

 To enhance a family-centered environment 
of care 

 

 Personal experience of FAC members 

 

 Lack of perceived support at RMD, TH 

 

 Evidence based 



1/19/2012 

17 

Mission 
 

 

    To provide the families of St. Jude 

Children’s Research Hospital with the 
unique understanding, encouragement, 
and support which only another parent 
who has walked a similar path can 
provide. 

 

PM Encounter Form 
 

Rate the encounter 

 Use of mentoring skills 

 Communication between mentor and parent 

 Overall success of the encounter 

 

Mentoring skills used 

 Active listening/summarizing 

 Share story 

 Offer suggestions 

 Use open ended questions 

 Validate parent’s perspective 
 

 
 

 Content of mentoring session 
 Coping and acceptance 

 Navigating the hospital 

 Communication and asking questions 

 Decision making 

 Coordinating family life during treatment 

 Helping your child with procedures 

 Partnering 

 Parenting a chronically ill child 

 Normalizing life after discharge 

 Other 

 

Pink and red flags 
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 Training standards 

 Role defined and boundaries 

 Confidentiality 

 Emotional impact on mentors 

 Supervision, reporting, debriefing 

 

Beyond the pilot… 

Full hospital implementation 

Family as Faculty 

 

Questions/Discussion with the Panelists 

To ask a question or make a comment, please type it 
into the “chat” box on the right side of your screen 

and send it to all participants. 

Alicia Huettel Patricia Aiken Janet Parkosewich Jennifer Rhodes-Kropf, MD 

Please join us next month for:   
Redesigning Discharge 

Always Events Learning Network 

November 17, 2011 

3:00 – 4:00 Eastern 




