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Background 

Cancer is the leading disease related cause of death in young adults in the United States, 

with approximately 10,000 cancer-related deaths each year (Eheman et al., 2012). A young adult 

with high- risk cancer is faced with contradictory issues, being forced to look at the end of life in 

the midst of their own developmental challenges (Wiener et al., 2008; Wiener et al., 2012, 

Zebrack, 2011). The tasks for young adults age 14-21 include moving toward autonomous 

decision making and establishing one’s identity (Erikson, 1950; Arnett, 2004). For this reason, 

respecting the opportunity for young adults to make their own decisions is critical to effective 

communication.  In young adults with cancer, social support from family, friends, health care 

providers, and other cancer patients is identified as a primary coping strategy and is associated 

with positive outcomes in this population (Kyngas et al., 2001; Trevino, Fasciano, Block, & 

Prigerson, 2013).  

Communication about future health care, including the end of life, is the essence of 

advance care planning (ACP). A diagnosis of high- risk cancer is a threat to one’s autonomy and 

self- control. ACP preserves patient autonomy and enables a sense of self- determination and 

self- control even at the end of life (Hebert, Moore & Rooney, 2011). The process of advance 

care planning is shown to improve quality of life (QOL) at the end of life by increasing 

communication, social support, autonomy and emotional well- being and decreasing stress, 

anxiety and depression (Waldrop & Meeker, 2012). However, approaching the topic of ACP is 

challenging and there is often discomfort on the part of the clinician as well as the patient and 

family.  Issues such as fear of removing hope, lack of training and timing are described as 

barriers to discussions about end of life (Davies et al., 2008; Durall, Zurakowski & Wolfe, 2012). 

Conversations about future health are not easy and are often avoided by both healthcare 

providers and families. They are even less likely to occur if the patient is not an adult. The 
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literature on ACP in young adults has increased in recent years and shows that this 

communication does not result in distress or negative effects on psychological well-being and is 

helpful for patients and care-givers (Lotz et al, 2013; Lyon et al., 2009; Lyon, et al., 2013; Lyon 

et al., 2014).  

The Institute of Medicine (IOM) recommends that ACP communication occur throughout 

the lifespan for all individuals; including young adults capable of participating and that it is the 

clinician’s responsibility to initiative these conversations (IOM, 2014). Similarly, the American 

Academy of Pediatrics recommends that advance care planning for young adults begins early in 

the disease process (American Academy of Pediatrics, 2000; Field & Behrman, 2002). The IOM 

endorses the establishment of evidence based quality standards for communication about ACP. 

There is emerging evidence describing the benefits of using structured ACP programs for young 

adults and for the completion of advance directive documents (Lyon et al., 2009, Hammes & 

Briggs, 2008; Towey, 1997). The development of a consistently applied approach that can be 

implemented at a time of stability has been recognized as ideal. However, the strategies available 

to guide communication with young adults about their needs and wishes for their health care, 

including at the end of life, remain limited (Pritchard, Cuvelier, Harlos, & Barr, 2011).   

The purpose of this evidence-based project was to use an advance directive document as 

a guide to initiate communication about ACP for young adults, with high- risk cancer in a 

simulated clinical setting. It was anticipated that this would facilitate nurse provider 

communication about end of life issues among the patient, family and the health care team.  

Theoretical Framework 

The Advance Directive Decision Making Model (ADDM) is a model based on Imogene 

King’s conceptual system and mid-range theory of goal attainment (Goodwin, Kiehl & Patterson, 

2002). The basis of King’s framework is the interaction of three systems: personal, interpersonal 
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and social. The theory of goal attainment exists between the personal and interpersonal systems 

and involves an interactional process leading to mutual goal achievement (King, 1981; King 

1992).  Decision making is a collaborative process that involves several critical components, 

including: communication, growth and development, perception, role, coping, stress, time, space, 

interaction, and transaction (King, 1981; King 1992). King’s theory emphasizes the importance 

of communication in reaching mutual goal attainment and satisfaction with the process (King, 

1981; King 1992). 

The ADDM model is depicted in Figure 1 as an interaction between the nurse and client 

with the purpose of mutual goal attainment (Goodwin, Kiehl & Patterson, 2002). This model was 

developed to guide both the nurse and patient through discussing end of life issues and 

completing advance directive documents. Mutual goal attainment is achieved when the nurse 

educates and empowers the patient and the patient experiences autonomy through self-

determination (Goodwin, Kiehl & Patterson, 2002). The ADDM model builds upon the three 

conceptual systems described by King and includes seven of the original ten concepts: 

perception, time interaction, role, power, status and decision-making. Figure 2 represents the 

components of the ADDM.  In this model, the nurse and the patient are viewed as equals with 

each possessing role, power and status that affect their perception and therefore impact the 

interaction. Decision-making occurs through the interaction and involves both the nurse and 

patient making choices; the patient is making end of life choices and the nurse is deciding how to 

educate and advocate for the patient (Goodwin, Kiehl & Patterson, 2002). Timing, type of 

discussion, decision making and communication are negotiated based on mutual goals 

(Goodwin, Kiehl & Patterson, 2002).  The goal of the ADDM model is self- determination where 

even inaction is viewed as an action of self- determination (Goodwin, Kiehl & Patterson, 2002).  
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Although this model was initially developed to increase compliance with the Patient Self 

Determination Act of 1991, it addresses a process that is applicable to all advance care planning 

efforts. The model acknowledges that despite barriers to initiating end of life discussions, it is the 

nurse’s responsibility to facilitate the patient’s right to self-determination. The ADDM highlights 

that advance care planning is a process of interaction that is appropriate at any age and in any 

setting, but should occur before a crisis situation. Communication is critical to this interaction in 

order to attain the mutual goal of patient decision making.  

Evidence Review 

Advance Care Planning in Young Adults 

A review of the literature was conducted to explore the published evidence describing 

advance care planning in young adults. The literature review was focused on ACP, advance 

directives and communication about end of life in young adult, adolescent and pediatric 

populations. In addition, the literature on palliative care and quality of life at the end of life was 

also explored. The articles selected for inclusion in this evidence review represent a variety of 

research designs as well as levels of evidence. The Evidence Summary Table is presented in 

Appendix C.  

Only one systematic review of pediatric advance care planning was found in the literature 

and it contained five qualitative and eight quantitative studies (Lotz, et al., 2014). Literature on 

advanced care planning in young adults is limited, but has increased in the last 5 years. Though 

there are few structured programs for young adult advance care planning, the ones that exist are 

successful and are perceived as helpful to patients and caregivers (Lotz, et al., 2014). 

Structured Programs 

Seven of the randomized controlled trials (RCTs) located in the literature represent data 

on only two trials, done by the same investigators and using the same intervention with two 
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separate disease populations- children with HIV and those with cancer (Garvie, et al., 2012; 

Lyon, et al., 2008; Lyon, et al., 2009; Lyon, et al., 2010; Lyon, et al., 2013; Lyon et al., 2014). 

These studies showed that using a structured format such as the Family/Adolescent- Centered 

ACP (FACE) model facilitates discussion about end of life wishes among adolescents with high- 

risk diseases and their caregivers. FACE involves three sessions that are 60 to 90 minutes long 

with adolescents and their surrogates. The initial session begins with the Lyon ACP Survey
©
, the 

second session is the Respecting Choices
®
 ACP Interview focusing on congruence of treatment 

preferences in a series of scenarios and the final session includes the use of an advance directive, 

the Five Wishes
©
.  The use of this type of ACP intervention improves quality of life and well-

being and decreases anxiety and depression, but it is time and resource intensive (Lyon, et al., 

2008; Lyon, 2009; Lyon, et al., 2010 Lyon, et al., 2013; Lyon et al., 2014). 

Advance Directive Documents 

Based on feedback from participants age 16-28, the advance directive Five Wishes
©
, was 

modified to include preferences not only for medical decision making, but also about how young 

adults wish to be remembered (Wiener, et al., 2012; Zadeh, Pao & Wiener, 2014). The resulting 

document, Voicing My Choices™ (VMC) is the only advance directive guide available 

specifically for young adults (Weiner, et al., 2012; Zadeh, et al., 2014). It is publically available 

for use on the Aging with Dignity website (Aging with Dignity, 2015).  

Benefits and Barriers 

The  use of ACP in young adult populations enhances quality of life by improving 

communication among the patient, family members and the health care team (Garvie, Je, Wang, 

D’Angelo, & Lyon, 2012; Lotz, Jox, Borasio & Fuerher, 2013; Lyon et al., 2008; Lyon et al., 

2009; Lyon, Jacobs, Briggs, Cheng & Wang, 2013; Lyon, Jacobs, Briggs, Cheng & Wang, 

2014). ACP reduces stress, anxiety and depression in patients and their caregivers and does not 
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result in distress or negative effects on psychological well-being such as loss of hope (Garvie, et 

al., 2012; Lotz, et al., 2013; Lyon et al., 2008; Lyon et al., 2009; Lyon, et al., 2013; Lyon, et al., 

2014).  

Approaching the topic of ACP is challenging and there is often discomfort on the part of 

the clinician as well as the patient and family.  Issues such as fear of removing hope, lack of 

training and timing are described as barriers to discussions about end of life (Davies et al., 2008; 

Durall, Zurakowski & Wolfe, 2012). Conversations about future health are not easy and are often 

avoided by both healthcare providers and families. These discussions are even less likely to 

occur if the patient is not an adult. The use of a program that includes an advance directive 

document to introduce ACP communication allows clinicians to circumvent some of the barriers 

in initiating end of life conversations (Durall, Zurakowski & Wolfe, 2012). 

Simulation Learning with Standardized Patients (SPs) 

 The literature on nursing and NP education in the area of palliative care and ACP 

communication indicates that educational offerings are limited (Jensen- Seaman & Hebert, 2016; 

Fitch, Fliedner & O’Connor, 2015). One method for improving clinician exposure to advance 

care planning with young adults is to offer simulated learning with standardized patients.  

Although simulated learning cannot replace real life experience, it has been shown to increase 

clinician comfort level and improve communication skills surrounding difficult conversations 

like ACP (Kiluk, Dessureault & Quinn, 2012). The use of SPs allows the clinician to practice 

communication skills without exposing patients to undue harm (Vessey & Huss, 2002). In 

addition, the clinician is provided with the opportunity for self- reflection and receives multiple 

sources of feedback from the patient, peers and facilitators. The learner develops competence as 

well as confidence in communication skills required for difficult conversations like ACP in a 

safe environment (Dufrene & Young, 2014).  
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Overall Evidence Synthesis 

The literature on advanced care planning in young adults is limited, but has increased in 

the last 5 years.  ACP enhances communication and improves quality of life (Lotz, et al., 2014; 

Lyon, et al., 2004; Lyon, et al., 2008; Lyon, et al., 2009; Lyon, et al., 2010; Lyon et al., 2013; 

Lyon et al., 2014). Though there are few structured programs for advance care planning in young 

adults, the ones that exist are successful and are perceived as helpful to patients and caregivers 

(Lotz, et al., 2014).  

Qualitative descriptive studies, which represent the majority of available evidence, have 

been useful in content analysis of advance directives and advance care planning programs in 

pediatric populations (Liberman, Pham & Nager, 2014; Wiener, et al., 2008; Wiener, et al., 

2012).  These studies offer insight regarding patient perspectives, concerns and preferences and 

are often the most appropriate method to collect this type of subjective data (Mathuna, Fineout-

Overhold & Johnson, 2011). The descriptive studies evaluated meet the criteria of credibility, 

dependability and confirmability (Trochim, 2005). Young adults with high- risk cancer have 

much to offer in defining what to include in ACP conversations and what to include on advance 

directive documents that will be meaningful to them (Wiener, et al., 2008; Wiener, et al., 2012). 

Descriptive studies such as those presented allow rich exploration of these issues and enhance 

knowledge about patient concerns and choices and the value of this type of information should 

not be minimized (Mathuna, et al., 2011).  

There is increasing interest in the applicability of ACP for young adults. The 

overwhelming majority of literature indicates importance of communication and beginning ACP 

early in the disease process during a time of medical stability (Freyer, 2004; Garvie, et al., 2012; 

Lyon, et al., 2004; Lyon, et al., 2008; Lyon, et al., 2009; Lyon, et al., 2010; Lyon, et al., 2013; 

Lyon et al., 2014;Mack, 2012; Wiener, 2008; Zadeh, et al., 2014). ACP conversations are not 
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easy, but they are viewed as helpful by adolescents and young adults and have been shown to 

improve quality of life (Garvie, et al., 2012; Lyon, et al., 2004; Lyon, et al., 2008; Lyon, et al., 

2009;Lyon, et al., 2010; Lyon, et al., 2013; Lyon et al., 2014; Wiener, 2008; Zadeh, et al., 2014). 

Young adult patients living with life-limiting diseases are capable of making complex decisions 

about their health care and desire the opportunity to do so (Freyer, 2004; Garvie, et al., 2012; 

Hinds, et al., 2005; Mack, et al., 2012; Wiener, et al., 2008; Wiener, et al., 2012; Zadeh, et al., 

2014). Although there is limited experience in this area, there is evidence supporting the need for 

ACP communication in young adults with high-risk disease.   

Two suggestions for assisting the clinician in initiating these conversations are the use of 

an advance directive document such as VMC and exposure to a simulated ACP experience.  

Simulated learning provides clinicians with an opportunity to develop communication skills and 

experience in discussing ACP with young adults. The use of an advance directive document 

provides a structure to guide the conversation. These strategies may decrease the barriers to ACP 

discussion with young adults by increasing clinician competence and comfort.  

Methods 

Design 

This evidence-based project was developed to evaluate the use of an advance directive 

document as a guide to initiate communication about ACP with standardized young adult 

patients in a simulated clinical setting. A pretest- posttest non- experimental design was used to 

describe nurse provider confidence and attitudes toward ACP in young adults as well as 

satisfaction with the use of VMC to introduce ACP within the simulated experience.  Application 

to the University Institutional Review Board was made and this project was determined as 

exempt category.  

Sample 
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Due to limited capacity in the simulation lab, a maximum of 18 nurse providers were 

recruited from a convenience sample of practicing nurses, nurse practitioners (NPs) and NP 

students from a large metropolitan teaching hospital. The Doctor of Nursing Practice (DNP) 

student was the project leader.  Correspondence was the responsibility of the project leader and 

included an electronic announcement of the project and a description of the procedures required. 

Informed consent was implied by the participant’s response and agreement to complete the pre 

simulation readings and questionnaires prior to and following the simulation.  There were no 

consequences for participants who chose not to attend the simulation or complete the 

questionnaires. Participation was completely voluntary.  

Setting 

The project was implemented in the Clinical Education and Evaluation Laboratory 

(CEEL) of the University of Maryland, Baltimore. Hospital nurses could easily walk to the lab 

setting.  

Inclusion/ Exclusion criteria 

Participants were nurse providers who care for children, adolescents and young adults 

with life-limiting conditions and volunteered to take part in this project.  

Instrumentation/ Data collection 

The dependent variables in this project were change in attitudes and confidence of nurse 

providers toward ACP communication with young adults. Secondary measures included 

satisfaction with the use of VMC to introduce ACP and with the simulation experience. 

Evaluation of these variables was by self- report on pretest-posttest questionnaires described 

below. Baseline demographic information was collected-including age, gender, primary 

workplace setting patient population, years of experience and prior ACP experience.  
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Simulation 

The simulation case is described in Appendix E. The simulation was developed by the 

project leader based on personal clinical experience and was reviewed by two content experts for 

content validity.  Prior to the simulation the participants completed pre- readings in order to be 

familiar with the case and to have some background knowledge of the VMC document. Upon 

arrival for the simulation session, participants were asked to complete the pre- simulation 

questionnaire.  Following completion of the questionnaire, a pre-briefing was held with the 

group to establish guidelines for confidentiality surrounding the simulation experience.  The pre-

briefing also included a review of the case as well as the specific role of the standardized patent 

(SP) (5-10 minutes). Each simulation session took 45-50 minutes (including pre and post 

sessions) and consisted of 1-2 participants and the SP in the simulation room. Rationale for this 

time frame was developed from previous evidence as well as similar simulation cases performed 

in the CEEL using SPs (Dufrene & Young, 2014; Fey, Scrandis, Damiels, & Haut, 2014).  The 

project leader and the simulation instructor viewed the activity through an electronic recording 

via CAE Healthcare’s program, “learningspace” and used the Simulation Module for Assessment 

of Resident Targeted Event Responses (SMARTER) tool to score targeted responses of the nurse 

providers (Appendix E).  The SMARTER approach has demonstrated validity and reliability in 

the clinical setting (Rosen, et al., 2008). In this simulation, the SMARTER tool was used to 

provide feedback to participants.  

At the end of the simulation session, participants completed the post- simulation 

questionnaire and a debriefing occurred with the project leader, the SP and the simulation 

instructor occurred (5-10 minutes). The debriefing session involved participant self- refection 

and feedback from the SP, peers, the project leader and the simulation facilitator, including a 

review of the SMARTER tool. The debriefing session included open ended questions to 
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participants about their feelings in the simulation, about how they perceived their performance in 

the simulation and what if anything they would have done differently. Facilitated debriefing has 

been described as a critical component of the simulation experience as it provides an opportunity 

reflective learning (Dufrene & Young, 2014; Fey, Scrandis, Damiels, & Haut, 2014). 

Questionnaires 

Participants were given a questionnaire pre and post simulation. These questionnaires 

(Appendix F) were developed through review of the literature and have been reviewed by two 

content experts for content validity (Detering, et al., 2014; Snyder, Hazelett, Allen, & Radwany, 

2012). The Likert type questionnaires were designed to evaluate prior experience with ACP, 

attitude toward ACP in young adults, confidence in discussing ACP and satisfaction with the use 

of VMC to the use of VMC to introduce ACP and with the simulated experience. The pre-

simulation questionnaire contained eighteen items and the post simulation questionnaire 

contained twenty- two. Five items assessed attitudes toward ACP and four items assessed self- 

confidence in ACP that were duplicated on both the pre and post simulation questionnaires. The 

pre- simulation questionnaire also included nine demographic and exposure to ACP questions 

that did not appear on the post- simulation version. However, the post- simulation questionnaire 

contained ten additional items assessing satisfaction with the activity as well as an open ended 

section for comments.   

Voicing My Choices (VMC)
©

 

 In this simulation, the participant initiated an advance care planning communication with 

a young adult using VMC.  This ACP document is the only published guide available 

specifically for adolescents and young adults.  The document is copyright protected and is 

available from the Aging with Dignity website (Aging with Dignity, 2015). It is reproduced in 

Appendix G with permission (see Figure 6). VMC
 
was developed based on the Five Wishes

©
, a 
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legal advance directive for those over age 18 that has been used by millions of adults (Aging 

with Dignity, 2015).  Feedback from participants age 16-28 enabled The Five Wishes
©

 to be 

modified to include preferences not only for medical decision making, but also about how young 

people wish to be remembered (Wiener, et al., 2012; Zadeh, Pao & Wiener, 2014). The resulting 

VMC document has established content validity and is presented in format and appearance that 

was preferable to young adults and adolescents (Wiener, et al., 2012; Zadeh, Pao & Wiener, 

2014). VMC is not a legally binding advance directive but it has been recognized as helpful in 

initiating end of life discussions and in elucidating the wishes of adolescents and young adults 

surrounding their decisions and preferences (Zadeh, Pao & Wiener, 2014).  

The VMC is a booklet that has 16 pages, including the cover. The second page is a 

signature page that includes a space for a witness. The following page is an introduction to and 

explanation of the contents of the booklet. This description includes how the booklet was 

developed, that the topics may be difficult, that the booklet can be completed as much or as little 

as desired and that there are no right answers. The introduction also encourages the participant to 

use the glossary provided on page 15 as well as to discuss questions with their healthcare 

provider.  Content sections include “How I Want to Be Comforted”; “How I Would Like to Be 

Supported”; “Who I Want to Make My Medical Care Decisions”; “The Types of Life Support 

Treatment I Want or Do Not Want”;  “What I Would Like My Family and Friends to Know”; 

“My Spiritual Thoughts and Wishes”; “How I Wish to Be Remembered”; “How I Would Like to 

Share My Belongings”;  and “My Voice”, a blank section for personal messages. Each section 

has both structured items or check boxes labeled “My Choice,” as well as open ended in sections 

labeled “My Voice.” 

Analysis of Data/ Evaluation 
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Descriptive statistics were utilized to display participant demographic characteristics in 

table format. Paired t-tests were used to assess differences between responses on the pre and post 

simulation questionnaires.  The data was evaluated for change in self- reported attitudes and 

confidence of participants toward ACP communication with young adults. In addition, level of 

satisfaction with the use of VMC to introduce ACP and with the simulation experience were 

elicited from participants and are reported.   

Human Subjects protections  

Benefit/ risk assessment 

 This project represented minimal risk to subjects. The potential benefits to this evidence 

based project included an increase in clinician comfort level and improved communication skills 

surrounding difficult conversations like ACP (Kiluk, Dessureault & Quinn, 2012). The 

participants were provided the opportunity to practice communication skills without exposing 

patients to undue harms (Vessey & Huss, 2002). In addition, the participants had an opportunity 

for self- refection and to receive multiple sources of feedback from the patient, peers and 

facilitators. This enabled the participant to develop competence as well as confidence in 

communication skills required for difficult conversations like ACP in a safe environment 

(Dufrene & Young, 2014).  Participation was voluntary and nurse providers could withdraw at 

any time.  The simulation faculty were available to coach participants who may share being 

uncomfortable in the simulation.  

Data security and confidentiality  

All reasonable efforts were made to insure confidentiality. The simulation was performed 

in a private setting for confidentiality purposes. The number of providers on this project was 

limited to the project leader, the SP, the simulation instructor and the nurse provider participants.  
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All questionnaires were coded with self- generated 4 digit codes in order to pair pre and 

post data. Data collection instruments were kept in a locked box for transport of documents 

between the setting and the project leader’s office. Data were kept in the locked box in a locked 

drawer in a locked office. No one had access to this data other than the project leader, the 

scholarly project chair, and the Institutional Review Board (IRB), as requested for data 

monitoring purposes only. Video recordings of the simulation in CAE Healthcare’s program, 

“learningspace” were password protected. A password was issued by the Clinical Education and 

Evaluation Laboratory University of Maryland, Baltimore.  Data entered into computer programs 

for analysis were de-identified and data presented will not be identifiable. 

IRB review  

The project was reviewed by the IRB at the University of Maryland School Of Nursing 

(UMSON).  The project is considered exempt as there were minimal risks to participants (See 

Figure 6).   

Results 

After planning with simulation faculty, inviting participants and educating them about the 

process, the simulation was implemented on October 30, 2015. The sample was a convenience 

sample from the UMSON and University of Maryland Medical System (UMMS). The 

demographic data are presented in Table 1. The sample consisted of eighteen nurses who were 

all practicing nurse clinicians, either as NPs or as nurses in the process of completing their NP 

degree. All were female, 55% (n=10), younger than age thirty and 78% (n=14) had ten or less 

years of nursing experience. Sixty- one percent (n=11) were employed in pediatrics and 22% 

(n=4) in the pediatric intensive care unit (PICU). Only two nurses in the sample had prior 

training in ACP and this consisted of a single module in the End of Life Nursing Education 

Consortium’s (ELNEC) training program. 
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Fifty-six percent of the sample (n=10) had a participated in an ACP conversation, but 

only 12% (n=4) had done so with someone under age eighteen. Only three of the nurse sampled 

had participated in completing an advance directive.  

Table 2 represents the results of the pre- simulation and post simulation assessment of 

attitudes and self- confidence in ACP. Most participants acknowledged their own responsibility 

as a provider to initiate ACP; however this response was significantly stronger on the post 

simulation evaluation (t= -2.36, p<.03). There was no significant difference in the assessment of 

whether it was someone else’s responsibility to initiate these conversations. Participants agreed 

that the best time to have ACP conversations is early in the disease process and that this 

conversation should not wait until later or at a time of relapse. These findings were not 

significantly different on the pre- versus post simulation assessment.  

Before the simulation, participants agreed that ACP should be presented to all patients 

capable of participating, regardless of age. Following the simulation experience, they agreed 

significantly more strongly that ACP participation is not age- dependent (t= -2.71; p<01). 

Perhaps most importantly are the findings that each measure of self- confidence in ACP 

significantly increased following the simulation. These include: comfort in their ability to initiate 

ACP in the practice setting; confidence in their ability to discuss ACP; confidence in their ability 

to discuss ACP with patients under age eighteen; and an acknowledgement that they possess the 

skills needed to have an ACP discussion with their patients.  

Discussion 

There was an overwhelmingly positive response to this simulation activity. Table 3 

represents the results of the assessment of satisfaction with the simulation. The simulation was 

useful and valuable to the nurses sampled. It increased their awareness and allowed them to 

practice ACP communication in a safe, non- threatening environment. The VMC guide was 
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described as helpful, well- worded and user- friendly. Comments from the participants in the de- 

briefing sessions and following the simulation are captured in Table 4. Moreover, the nurses felt 

the ACP simulation was a great opportunity and the VMC document was useful in guiding the 

conversation. Participants felt that the simulation should be held routinely and that ACP should 

be a regular part of conversations with patients, rather than “the elephant in the room.” 

Limitations 

The use of convenience sample limits the generalizability of these results. In addition, 

using a sample from one institution does not allow one to extrapolate to all populations as this 

institution may not be representative.   Pediatric nurses are not the only nurse provider 

population and there may exist unidentified intrinsic factors that may have skewed the results. 

Further research in this area should involve a larger, more diverse sample.  

Conclusion 

ACP is important and too frequently missing step in the care of young adults with life 

limiting conditions. There is evidence to support the recommendation that clinicians routinely 

provide ACP to young adults. However, few nurse providers have training or experience in 

having these difficult conversations. Offering a simulated learning environment enables the 

learner to develop competence as well as confidence in communication skills required for 

difficult conversations like ACP in a safe environment (Dufrene & Young, 2014). In this project, 

the majority of nurses had no prior training in ACP. Following a 45-50 minute simulation 

exercise these nurses expressed significant increases in self- confidence and skills not only to 

discuss ACP, but to initiate the conversation. In addition, nurse providers felt it was beneficial to 

use an ACP tool such as VMC as a guide to structure the conversation. 

The response to this simulation was overwhelmingly positive and participants expressed 

that ACP instruction is lacking in nursing programs. The literature on nursing and NP education 
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in the area of palliative care and ACP communication supports that educational offerings are 

limited (Jensen- Seaman & Hebert, 2016; Fitch, Fliedner & O’Connor, 2015). There is a 

tremendous need for ACP to become part of every patient encounter, no matter the age of the 

patient or state of disease. In order to accomplish this, nursing education programs must 

implement training such as this simulation program.  

Plans for the completed project include sharing resultant information with stakeholders at 

the institution to determine the need for a change educational preparation surrounding ACP in 

young adults. This information may also be shared at a professional conference or within a 

journal article from the perspective of quality improvement.  No link to the organization or 

participants would be specified in either method of dissemination.  
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Table 1 Demographic characteristics of sample (N=18) 

Variable n % 

Age (years)   

21-30 10 56 

31-40 5 28 

41-50 2 11 

>50 1 5 

Gender   

Female 18 100 

Years Nursing   

0-5 7 39 

6-10 7 39 

11-20 3 17 

>20 1 5 

Primary Workplace   

Pediatrics 11 61 

PICU 4 22 

Other 3 17 

Prior ACP Training   

None 16 89 

ELNEC 2 11 

ACP discussion in practice   

Yes 10 56 

No 8 44 

AD completed in practice   

Yes 3 17 

No 15 83 

ACP discussed with <18 yrs   

Yes 4 22 

No 14 78 

 

Table 2. ACP Attitudes and self-confidence 

Variable 
Pre- ACP simulation  

N=18 

Post ACP simulation  

N=18 

t- 

value 

Probability 
*statistically 
significant 

(p<05) 

 Mean SD Mean SD   

Attitudes toward ACP       

  Responsibility       

My responsibility 4.00 .71 4.39 .94 -2.36 .03* 

Someone else’s 3.00 .94 2.72 .16 1.22 .23 

  Timing of ACP        

Early/ stability 4.56 .26 4.67 .24 -1.45 .16 

Later/ relapse 2.67 1.41 2.89 1.63 -1.7 .10 
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  ACP regardless of age 4.39 .72 4.78 .30 -2.71 .01* 

Self- confidence in ACP       

comfort 2.50 1.32 3.44 .61 -4.01 .0009* 

confidence 2.67 1.53 3.33 .82 -2.49 .02* 

confidence w YAs 2.50 1.32 3.22 .89 -3.42 .003* 

skills 2.72 1.39 3.61 .72 -3.68 .002* 

 

Table 3. Satisfaction w Simulation (N=18) 

Variable n SD 

Simulation Useful 4.72 .46 

Increased awareness 4.61 .50 

VMC guide  4.72 .46 

Simulation presented 4.50  .61 

SP realistic 4.61 .50 

Pre- sim material  4.67 .59 

De- briefing helpful 4.67 .49 

Simulation value 4.83 .38 

Non- threatening 4.83 .38 

Recommend 4.78 .43 

Learning experience 4.78 .43 

 

Table 4. De- brief and Post- simulation Comments 

Item Comments 

The simulation 
"This was incredibly beneficial! I think it is important for all providers 

to feel that they have resources to have these conversations."  

“Would absolutely recommend continuing this learning experience for 

nurse providers." 

"Great experience. There is no other opportunity to learn about having 

this conversation." 

“This gives more experience having the conversation.” 

“This is not a conversation I have had. It was easier than I thought in the 

sim and with the document.” 

“Doing this helps you think of what words to say and not say. You get 

good feedback.” 

“Nice to have the experience of doing this.” 

“It is helpful to have someone else in room to help with discussion when 

the conversation is difficult. We give different perspectives.” 

“It is good to have experience and good to have a tool as a guide for 
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[ACP] conversations.” 

“Incredibly helpful and valuable.” 

ACP 
“This is a good, important conversation” 

“It’s about getting [the patient’s] buy in; it’s [the patient’s] train to 

drive.” 

“This should be done early because it becomes the elephant in the 

room.” 

“It is the family that has to live with or without the information.” 

This [ACP] was more natural than I thought.” 

VMC 
“This is a really great tool and I am glad I got a chance to use it." 

"I was surprised how a few tidbits about starting the conversation really 

helped the conversation flow. I feel really good about how this went." 

“Using this document gives comfort and support and gives control to 

patient by reviewing it with them and choosing where to start and how 

much to do.” 

“The tool is good and not too ‘legalese’.”  

“It is worded well and has a good layout and flow.” 

“This is very helpful information for families to know.” 

“This is [the patient’s] legacy and their way to impact others.”  

“I really like the tool. We are having an in-service at work about it. We 

struggle knowing how to have these conversations.” 

“This tool is helpful and answered questions the [patient] had.” 

“The tool is useful and helps guide the conversation, especially when it 

gets difficult.” 

“VMC very good and going through the document is helpful.” 

“Scripting with the VMC is helpful.” 

Simulation 

preparation materials 
“The article was fantastic.” 

“The prep material was very good and useful.” 

“The video and articles were excellent.” 
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Appendix A: Figures 

 

 

Figure 1. Advance Directive Decision Making Model (Goodwin, Kiehl & Peterson, 2002).This 

figure illustrates the key concepts and relationship in the ADDM. Reprinted with permission 

from Mrs. Goodwin. 

 

 

 

Figure 2. Components of the Advance Directive Decision Making Model (Goodwin, Kiehl & 

Peterson, 2002). The ADDM framework is based on Imogene King’s dynamic interaction of 

three systems: personal, interpersonal and social as well as the concepts in her theory of goal 

attainment (King, 1981; King 1992). Reprinted with permission from Mrs. Goodwin. 



ACP COMMUNICATION  29 

Appendix B: Permissions 

 

Figure 3 Permission from author to use Advance Directive Decision Making Model (Goodwin, 

Kiehl & Peterson, 2002). 
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Figure 4 Permission to reproduce Voicing My Choices
©
 in capstone. 
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Figure 5 IRB Approval, UM 
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Appendix C: Evidence Summary Table  

(Newhouse, Dearholt, Poe, Pugh, & White, 2007) 

 Author Date Evidence Type Sample & 

Sample Size 

Results/ Recommendations Limitations Rating 

Strength/

Quality 

1. Lotz, J.D., Jox, 

R.J., Borasio, 

G.D. & 

Fuerher, M 

2014 Systematic 

review 

Thirteen 

articles; 

quantitative =8, 

qualitative=5 

There are few ACP programs 

for pediatrics; ACP in 

pediatrics enhances 

communication and positive 

emotion, is perceived as 

helpful and can be 

implemented successfully. 

Pediatric ACP 

inconsistently defined; 

Small number of 

studies and limited 

generalizability 

I/A 

2 Lyon, M.E., 

Garvie, P.A., 

Briggs, L., He, 

J., D’ Angelo, 

L., & 

McCarter. R. 

2009 Two-group 

randomized 

controlled 

experimental 

trial 

38 dyads of 

adolescents 

age14-21 with 

HIV/AIDS and 

their surrogates 

in two hospital-

based outpatient 

clinics  

Development of a multi-step 

model for pediatric ACP 

(FACE) based on focus 

groups, expert review and 

beta testing; Adolescents 

satisfied with ACP that 

facilitated communication 

about end-of-life concerns 

with their families; 

Intervention adolescents and 

guardians were more likely 

to rate sessions positively 

(p=0.002). 

Small sample size; 

Limited 

generalizability due to 

single diagnosis and 

urban setting, limited 

ethnicity of 

population; Reliability 

of individual measures 

not provided 

I/B 

3 Lyon, M.E., 

Garvie, P.A., 

Briggs, L., He, 

J., D’ Angelo, 

L., & 

McCarter. R 

2008 Two-group 

randomized 

controlled 

experimental 

trial 

38 dyads of 

adolescents 

age14-21 with 

HIV/AIDS and 

their surrogates 

in two hospital-

based outpatient 

clinics 

ACP program enhanced 

communication; Both 

adolescent and surrogate 

desired ACP when medically 

stable; Statistically 

significant congruence in 

statement of treatment 

preferences(κ =0.685, p<.01) 

Small sample size; 

Limited 

generalizability due to 

single diagnosis and 

urban setting, limited 

ethnicity of 

population; Reliability 

of individual measures 

I/B 
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in intervention dyad; 

Experimental group more 

informed regarding end of 

life matters (p<.001)  

not provided 

4 Lyon, M.E., 

Garvie, P.A., 

Briggs, L., He, 

J. Malow, R., 

D’ Angelo, R. 

& McCarter, 

R. 

2010 Two-group 

randomized 

controlled 

experimental 

trial 

38 dyads of 

adolescents 

age14-21 with 

HIV/AIDS and 

their surrogates 

in two hospital-

based outpatient 

clinics 

Establishment of a structured 

multi- step advance care 

planning intervention, 

(FACE); ACP did not 

increase anxiety or 

depression and improved 

quality of life; ACP is not a 

one-time event, it is a 

process that is ongoing; Use 

of an ACP program can be a 

starting place for end of life 

conversations; Intervention 

families completed advance 

directives more than controls 

(p<.001)  

Small sample size; 

Limited 

generalizability due to 

single diagnosis and 

urban setting, limited 

ethnicity of 

population; Reliability 

of individual measures 

not provided 

I/ B 

5 Lyon, M.E., 

Jacobs, S., 

Briggs, L., 

Cheng Y.I., & 

Wang, J. 

2013 Two-group 

randomized 

controlled 

experimental 

trial 

30 dyads of 

participant 

adolescents 

age14-21 with 

cancer and their 

surrogates in 

two hospital-

based outpatient 

clinics 

ACP increased the 

knowledge families had 

about what their child 

wanted; Experimental 

responses more congruent; (κ 

= 0.660; P < .001) vs control 

(κ = -0.0636; P = .70). 

Limited 

generalizability due to 

small sample size 

from one institution 

with single disease. 

I/ B 

6 Lyon, M.E., 

Jacobs, S., 

Briggs, L., 

Cheng Y.I., & 

Wang, J. 

2014 Two-group 

randomized 

controlled 

experimental 

trial. 

30 dyads of 

participant 

adolescents 

age14-21 with 

cancer and their 

Significant decrease in 

anxiety and depression 

scores (β=-5.6; p=.0212); 

Significant increase in QOL 

with ACP intervention 

Limited 

generalizability due to 

small sample size 

from one institution 

with single disease;  

I/ B 
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surrogates in 

two hospital-

based outpatient 

clinics 

(β=8.1; p=.0296); feasibility, 

acceptability and no safety 

issues w advance care 

planning with FACE  

7 Garvie, P., Je, 

J., Wang., J., 

D’Angelo, L. 

& Lyon, M. 

2012 Two-group 

randomized 

controlled 

experimental 

trial 

48 adolescents 

age 14-21 and 

their family 

members from 

two institutions;  

Use of the Lyon Advance 

Care Planning Survey and 

establishes validity and 

reliability; More than 1/3 had 

not discussed their wishes 

with anyone, however more 

than ¾ described themselves 

as comfortable in talking 

about death. Families were 

not aware of adolescent 

preference of earlier 

conversations (κ=-0.1186)  

Small sample size; 

Limited 

generalizability due to 

single diagnosis and 

urban setting, limited 

ethnicity of population 

I/B 

8 Wiener, L., 

Zadeh S., 

Battles H., 

Baird, K., 

Ballard, E., 

Osherow, J., & 

Pao, M. 

2012 Qualitative,  

Descriptive, 

Mixed Method 

52 participants 

age 16–28 

cancer or HIV 

infection. 

Description of the 

development of Voicing My 

Choices based on participant 

feedback; feasibility, 

acceptability and no safety 

issues; Participants identified 

items pertaining to making 

medical treatment decisions 

as the most stressful; how 

they would like to be treated 

and information for family 

and friends to know 

Limited 

generalizability due 

convenience sample;  

investigator bias is not 

discussed 

III/ B 

9 Durall, A., 

Zurakowski, 

D., & Wolfe, J. 

2012 Qualitative 

descriptive 

(web- based 

interview) 

 

266 physicians 

and nurses from 

ICU and 

oncology 

settings at Dana 

Barriers to having advance 

care discussions included 

inconsistent expectations, 

prognostic understanding and 

readiness; All clinicians 

Limited 

generalizability due to 

clinicians being from 

3 settings in limited 

specialty areas. Also, 

III/ B 
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Farber and 

Boston 

Children’s 

Hospital 

ranked parental factors as 

barriers; Physicians ranked 

not knowing what to say 

most significant (p=.006), 

whereas nurses felt the lack 

of importance to clinicians 

was most significant 

(p=0006) followed by ethical 

considerations (p<.001); 

Suggestions include 

improving communication, 

having these conversations 

earlier in the disease process 

and improving clinician 

knowledge, attitudes and 

skills in addressing these 

topics 

no input from patients 

or families.  

10 Lyon, M., 

McCabe, MA. 

Patel, K. & 

D’Angelo, L. 

(2004).   

2004 Survey in 

hospital clinic; 

25 item 

instrument; 

mixed method 

Convenience 

sample of 25 

adolescents 

with chronic 

disease and 25 

adolescents 

without disease 

13-21 

This is an initial study of the 

Lyon Advance Care 

Planning Survey 

development; Describes 

willingness to discuss end of 

life issues preference for the 

process to begin at diagnosis 

(p=.038) 

Small sample size, 

limits generalizability; 

selection bias in one 

setting and variety of 

severity of “chronic” 

illness. 

III/ B 

11 Liberman, D., 

Pham, PK. & 

Nager, A.L 

2014 Qualitative, 

descriptive; 

prospective, 

cross-sectional 

survey  

Convenience 

sample of 307 

parents and 

caregivers of 

children with 

chronic illness 

Only 38% subjects had heard 

of advance directives; Half 

of sample expressed interest 

in in creating an advance 

directive for their child; 

Previous AD knowledge was 

significantly more likely for 

caregivers with more 

Limited 

generalizability; Non- 

randomized single 

institution, urban 

disadvantaged 

population not 

ethnically diverse; No 

reliability or validity 

III/ B 
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education (p<.001). data 

12 Wiener, L., 

Ballard E., 

Brennan T., 

Battles H., 

Martinez P.,&  

Pao, M. 

2008 Qualitative, 

exploratory, 

descriptive 

Convenience 

sample of 20 

young adults 

age 16-28 years 

95% described advance 

directives as helpful:0% 

described talking about the 

topic stressful; Addressed 

how they wanted to be 

treated and remembered 

rather than medical issues 

Small convenience 

sample, not 

randomized or 

controlled; No 

reliability or validity 

provided for the 

evaluations used 

III/B 

13 Hinds, P. 

Drew, D., 

Oakes, L. 

Fouladi, M. 

Spunt, S., 

Church, C.& 

Furman, W. 

2005 Qualitative 

Interview  

Convenience 

sample of 20 

patients 10-20 

years, w/ in 7 

days end of life 

discussion  

Pediatric patients are capable 

of complex decisions about 

end of life and understanding 

the consequences 

Small sample size 

conducted at only 2 

sites  

III/ B 

14 Kreicbergs, U., 

Valdimarsdotti

r, U., Onelov, 

E., Henter, J & 

Steineck, G. 

2004 Qualitative 

(national 

survey) 

Sweden 

National Survey 

of bereaved 

parents who had 

experienced 

death of a child 

to cancer 

between 1992 

and 1997 

(N=449) 

Almost half of those 

interviewed did not believe 

their child knew they were 

going to die; Only 1/3 of 

parents had a discussion 

about death with their child 

and none had regret about it; 

Conversely, of the parents 

who did not talk about death, 

27 % wished they had 

Recall bias 4-9 years 

following the death of 

child; interview 

included both open 

and closed ended 

questions and may 

prompt the open ended 

responses.  

III B 

15 Jalmsell, L., 

Kontio, T., 

Stein, M., 

Henter, J. & 

Kreicbergs, U. 

2015 Secondary 

analysis of data 

from qualitative 

national survey 

Sweden 

National Survey 

of bereaved 

parents who had 

experienced 

death of a child 

to cancer 

between 1992 

The question about how the 

family communicated about 

death was further analyzed 

and the following themes are 

described: communication 

occurred indirectly without 

using the word death; usually 

initiated by child, using 

Secondary analysis 

does not allow follow 

up for clarification; 

Recall bias in original 

interview  

III/ B 
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and 1997 

(N=449) 

narratives or talking about 

family that had died; talking 

about life after death and 

preparing for practical issues 

about death  

16 Zadeh, S., Pao, 

M. & Wiener, 

L.  

2014 Expert opinion/ 

guidance 

N/A VMC is a tool to facilitate 

communication and is not a 

legal document; VMC not 

intended to be completed 

entirely, but taken a section 

at a time based on patient 

preferences; Step by step 

recommendations on how to 

talk about VMC are provided 

Non- experimental; no 

reliability or validity 

provided 

IV/ C 

17 Mack, J.W., 

Feudtner, C. & 

Hinds, P.  

2012 Expert opinion/ 

guidance 

N/A Communication issues and 

strategies for clinicians 

working with children with 

advanced cancer are 

presented; Ask- tell- ask is 

effective; Conversations 

about goals of care should 

begin early  

Non- experimental; no 

reliability or validity 

provided 

V/ C 

18 Freyer, D. 2004 Expert opinion/ 

guidance 

N/A Communication is the most 

important aspect of care for 

the dying adolescent; 

Communication enhances 

autonomy and decision 

making and should begin as 

early as possible in care; 

Communication increases 

trust and reduces anxiety; 

Adolescents should have a 

role in decisions from the 

Non- experimental; no 

reliability or validity 

provided 

V/ C 
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beginning of pre-terminal 

care. 
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Appendix D: Timeline for Scholarly Project 

 2015 2016 

Goal Feb March April May June July Aug Sept Oct Nov Dec Jan Feb March April May 

Nomination of 

Scholarly Project 

Committee  

X                

Overview and 

Theoretical 

Framework 

X                

Outline of Project X                

Literature Review   X               

Methods  X               

Protocol Draft   X              

Scholarly 

Proposal 

Presentation  

   X             

Submit to IRBs    X X X           

Implementation 

of Project 
      X X X X X      

Scholarly Project 

Evaluation and 

Presentation 

            X X X X 
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Appendix E: SMARTER Tool  

University of Maryland School of Nursing 

Clinical Simulation Laboratory Simulation Planning Form  

SMARTER (Rosen, et al, 2008, Simulation in Healthcare 3(3), 170-179) 

Please use this form to provide the simulation staff the essential information needed to build your simulation case and behavioral assessment tool that 

will be used to guide debriefing discussions.  

Course Number: N/A 

Guiding or Course Outcome:  NONPF core competencies for NP practice:  Provides patient-centered care recognizing cultural diversity and 

the patient or designee as a full partner in decision-making.  

4a).Works to establish a relationship with the patient characterized by mutual respect, empathy, and collaboration. 

4b).Creates a climate of patient-centered care to include confidentiality, privacy, comfort, emotional support, mutual trust, and respect. 

4c).Incorporates the patient’s cultural and spiritual preferences, values, and beliefs into health care. 

4d).Preserves the patient’s control over decision making by negotiating a mutually acceptable plan of care. 

Objectives for the 

simulation 

Clinical content 

(to meet learning 

objective) 

Knowledge, Skills, Abilities 

(that underlie good 

performance) 

Pre-planned triggers (events 

during the simulation that 

trigger student to display 

KSAs) 

Targeted Responses 

(objectively observable 

behaviors that allow evaluation 

of KSAs) 

Introduce the topic of 

advance care planning 

Pre- simulation 

content 

Case study of 16 

year old DIPG 

patient 

Skill in communicating with 

young adults 

Knowledge of developmental 

issues 

Knowledge of the ACP process 

Patient alone in room 

SP will not want to discuss 

some topics 

SP lack of knowledge about 

ACP  

Nurse Clinician describes the 

process of ACP as planning for 

future health care 

 

Sits with the patient at eye 

level; makes eye contact 

Conversation tone calm, 

comforting and encouraging SP 

participation 

Respects when SP does not 

want to address a topic 

Assess SP knowledge about 

ACP  
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Structure the 

discussion 

 

Pre- simulation 

content 

Case study of 16 

year old DIPG 

patient 

Knowledge about VMC  SP engages in using the VMC Describes the VMC document, 

including that the document 

was developed by young adults 

and that it is a workbook that 

does not need to be completed 

entirely.  

Introduces each section and 

offer the opportunity for the 

patient to comment and 

complete what she wishes.  

Complete page 2 and 

summarize/ read page 3. 

Respects choices made. 

Allow opportunity to 

change mind, ask 

questions and open 

discussion to family, 

friends or the health 

care team. 

Pre- simulation 

content 

Case study of 16 

year old DIPG 

patient 

Knowledge about ACP 

Knowledge about VMC t 

SP engages in using the VMC Stress that SP can change her 

mind and that this is not a legal 

document but is a starting point 

for things she may want to talk 

more about to her family, 

friends or the health care team. 

Summarize and plan 

follow up 

Pre- simulation 

content 

Case study of 16 

year old DIPG 

patient 

Skill in communicating with 

young adults 

Knowledge about ACP 

Knowledge about VMC 

SP completed VMC 

SP asks questions and gives 

feedback 

Nurse clinician leaves VMC 

with SP and states she will 

follow up again 

Nurse clinician offers 

opportunity for SP to share 

VMC with others 

Nurse clinician offers the VMC 

is a way to start communication 

about difficult issues.  
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Overview of Simulation Case: provide a brief outline of the simulation case- pt presentation, pathophysiology, need for standardized patients or 

family members.  The SP Template provides the initial information and further history of the patient.  

1. Case Summary: 

Taylor is a 16 year old with Diffuse Intrinsic Pontine Glioma (DIPG), an aggressive brain cancer. Primary treatment for DIPG is 6 weeks of 

radiotherapy and steroids. The majority of patients show improvement of symptoms following radiation therapy and have a period of relative 

stability. However, the median time to progression is 5-8 months following initial treatment and then the disease progresses quickly. The median 

survival from time of progression to death is 1-4 months. The role of chemotherapy is limited and patients may be eligible for clinical trials. Fewer 

than 10% of children with DIPG survive two years from diagnosis.  

Taylor completed radiation and has been stable for 6 months on a clinical trial. She has recently had worsening double vision and equilibrium. Taylor 

is a good student and is active in her school. She played soccer prior to her diagnosis and she has a lot of close friends. She has not been able to go to 

school much due to her vision changes and lack of energy, but her friends keep in touch with her and come to see her. The family is supportive, but 

stressed. They understand the diagnosis and prognosis but are grieving and having a difficult time communicating with their daughter about the 

course of her disease.  

The patient is quiet, but responsive and more engaging as the simulation goes on. She recognizes that she is not getting better, but also knows her 

family is not comfortable talking about this. Therefore, she has not had an opportunity to talk to anyone about the possibility that she might not get 

better or may even die. 

2. Nurse Clinician: 

Introducing the topic: The nurse clinician will introduce the topic of advance care planning and explore the topic in relation to the patient’s situation, 

without specifically addressing prognosis.   

Structure discussion: The nurse clinician will introduce the Voicing my Choices document, including that the document is a workbook that does not 

need to be completed entirely. Introduce each section and offer the opportunity for the patient to comment and complete what she wishes (minimum 

1 section). Complete page 2 and summarize/ read page 3. 

Allow opportunity to change mind: Stress that she can change her mind and that this is not a legal document but is a starting point for things she may 

want to talk more about to her family, friends or the health care team.  

Summarize and plan follow up: End by summarizing the conversation and plan for follow up.  

3. Standardized Patient (SP): 

ACP: The SP has not heard of ACP, but has heard about a “Living Will” but doesn’t know anyone who has one. SP thinks a living will has 

something to do with if you are old and don’t want CPR.  
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VMC: SP comment, “Looks like it will take a long time” 

How I Want To Be Comforted, p. 4: SP will be willing to complete most/ all 

How I Would Like To Be Supported, p. 5: SP will be willing to complete some but will not like the last item in My Voice, “When the end of 

my life is near” (this item has been found to be out of place in further testing).  

Medical Care Decisions, p. 6 SP does not want to complete. ”It will probably be my parents anyway, but I want to think more about this. “ 

Types of Life Support, p. 7: SP asks “Can we skip this and I will look at it later?” 

What I Would Like My Family and Friends to Know, p.8: SP complete most 

My Spiritual Thoughts, p. 9: SP complete minimal   

How I Wish To Be Remembered, p. 10-11: SP, First page, 10“Wow I need to think more about this. Can I look at it later?” but do complete 

some of bottom p. 11. 

My Voice, p. 12-13. SP “I need to think more about this. I need to make this special. Can I keep this book and work on it later?” 

Discussion: 

“Can I show this to my parents?” 

“I think this was a good experience, but not easy to talk about. Maybe writing it down will be easier. Maybe my mom will be able to read it 

and talk to me about some things.”  

Student Preparation 

What has been done or will be done to prepare them to care for this patient (lecture content, self learning module, previous simulation, etc)?  

1. Experience: Nurse Clinicians have varying experience communicating with young adults and with giving bad news. Students have previous 

experience in the simulation lab.  

2. Pre- simulation readings:  

Advance care planning:  

https://www.youtube.com/watch?v=jMFNkIMpD2E&feature=youtu.be 

Voicing my choices: 

https://www.agingwithdignity.org/voicing-my-choices.php 

https://www.youtube.com/watch?v=jMFNkIMpD2E&feature=youtu.be
https://www.agingwithdignity.org/voicing-my-choices.php
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http://dx.doi.org/10.1017/S1478951514000054 

http://well.blogs.nytimes.com/2015/03/28/teen-advance-directive-end-of-life-care/?_r=0 

3. Time will be taken ahead of scenario to discuss the key points of the simulation 

Preparation of Simulator, supplies, meds, etc: 

SP in private exam room. Chair and table in room. 

Roles of Participants other than students (nurses, family members, etc):N/A

http://dx.doi.org/10.1017/S1478951514000054
http://well.blogs.nytimes.com/2015/03/28/teen-advance-directive-end-of-life-care/?_r=0


ACP COMMUNICATION  45 

45 

 

 

Simulation Scenario:  Case study of 16 year old DIPG patient 

Learners:  Nurse Clinicians 

Competencies/Objectives: To use VMC as a guide to introduce ACP in young adult with high 

risk cancer in a simulated setting 

Scoring: 

Hits = score as:  Y = done correctly     N = not done or done incorrectly   

IG = instructor guided (i.e. instructor provided prompts through simulator or confederate to elicit 

desired action from learner) 

Use comments section to record points for debriefing discussion 

Pre-Planned Triggers Targeted  Response Hits 

Y/N 

IG Comments 

SP alone in room  

SP lack of knowledge 

about ACP 

Sits with the patient at 

eye level; makes eye 

contact 

Conversation tone 

calm, comforting and 

encouraging SP 

participation 

Assess SP knowledge 

about ACP 

Nurse Clinician 

describes the process 

of ACP as planning 

for future health care 

   

SP will not want to 

discuss some topics 

Respects when SP 

does not want to 

address a topic 

   

SP engages in using the 

VMC 

Describes the VMC 

document, including 

that the document was 

developed by young 

adults and that it is a 

workbook that does 

not need to be 

completed entirely. 

Introduces each 

section and offer the 

opportunity for the 

patient to comment 

and complete what she 

wishes (minimum 1 
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section).  

Complete page 2 and 

summarize/ read page 

3. 

Respects choices made 

SP completes VMC 

 

 

Stress that SP can 

change her mind and 

that this is not a legal 

document but is a 

starting point for 

things she may want to 

talk more about to her 

family, friends or the 

health care team 

   

SP asks questions and 

gives feedback 

Nurse clinician leaves 

VMC with SP and 

states she will follow 

up again 

Nurse clinician offers 

opportunity for SP to 

share VMC with 

others 

Nurse clinician offers 

the VMC is a way to 

start communication 

about difficult issues 
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Appendix F: Questionnaires 

Advance Care Planning (ACP) 

Pre- Simulation Questionnaire 
1. Code:  
Please establish a unique 4 digit code to pair your pre on post 

questionnaires 

    

2. Age 
<20 21-30 31-40 41-50 >50 

3. Gender 
F M other 

4. Years Nursing 
0-5 6-10 11-20 >20 

5. Primary 

workplace 

Acute ICU Ambulatory/ 

outpatient 

Adult Peds Other 

6. Prior training in 
ACP 

ELNEC Other None 

7. Have you ever discussed ACP in your 

practice setting? 

Yes No 

8. Have you ever completed an AD in your 
practice setting 

Yes No 

9. Have you discussed ACP in your practice 

setting with someone < 18? 

Yes No 

Attitudes toward ACP 
Strongly 

Agree 
Agree 

Neither 
Agree or 

Disagree 

Disagree 
Strongly 

Disagree 

10.As a nurse provider, it is my responsibility 
to initiate ACP 

     

11. It is someone else’s responsibility to 

initiate ACP (i.e., MD, SW, Chaplin, etc.) 

     

12.The best time to discuss ACP is early in 
the disease process, during stability 

     

13.The best time to discuss ACP is at the time 

of relapse or progression 

     

14.ACP should be presented to all patients 
capable of participating, regardless of age 

     

Self- confidence in ACP 
Strongly 
Agree 

Agree 

Neither 

Agree or 

Disagree 

Disagree 
Strongly 
Disagree 

15.I am comfortable in my ability to initiate 

discussion about ACP in my practice setting 

     

16.I have confidence in my ability to discuss 

ACP  

     

17.I have confidence in my ability to discuss 

ACP with patients <18 

     

18.I have the skills that I need to discuss ACP      
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Advance Care Planning (ACP) 

Post- Simulation Questionnaire 

1.Code: Please enter the same unique 4 digit code you used on your pre questionnaires     

Attitudes toward ACP 
Strongly 

Agree 
Agree 

Neither 

Agree or 

Disagree 
Disagree 

Strongly 

Disagree 

2.As a nurse provider, it is my responsibility 

to initiate ACP 

     

3. It is someone else’s responsibility to 

initiate ACP (i.e., MD, SW, Chaplin, etc.) 

     

4.The best time to discuss ACP is early in 

the disease process, during stability 

     

5.The best time to discuss ACP is at the time 

of relapse or progression 

     

6.ACP should be presented to all patients 

capable of participating, regardless of age 

     

Self- confidence in ACP 
Strongly 
Agree 

Agree 
Neither 

Agree or 

Disagree 
Disagree 

Strongly 
Disagree 

7.I am comfortable in my ability to initiate 

discussion about ACP in my practice setting 

     

8.I have confidence in my ability to discuss 
ACP  

     

9.I have confidence in my ability to discuss 

ACP with patients <18 

     

10.I have the skills that I need to discuss 
ACP 

     

Satisfaction with Simulation 
Strongly 

Agree 
Agree 

Neither 

Agree or 

Disagree 
Disagree 

Strongly 

Disagree 

11.This activity was a useful learning 

experience 

     

12.This activity increased my awareness of 

ACP in young adults 

     

13.The ACP document, Voicing My Choices 

helped me guide the ACP conversation 

     

14.The simulation was well- presented      

15.The SP was realistic and believable      

16.Pre- reading material were useful      

17.The de- briefing session was helpful       

18.Simulation is a valuable way of learning 
concepts& skills difficult to learn in the 

workplace or classroom 

     

19.Simulation provided a non- threatening 
way to learn the information 

     

20.I would recommend continuing this 

learning experience for nurse providers 

     

21.This activity was a useful learning 
experience 

     



ACP COMMUNICATION  49 

49 

 

22.Please add any comments or suggestions:  
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Appendix G: Voicing My Choices
©
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