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Abstract 
 
Background: Advance care planning is not routinely performed with adolescent and young adult 
hematopoietic stem cell transplant patients, despite their critically ill status and the possibility 
that immediate medical decisions will need to be made on their behalf.  The lack of advance care 
planning discussions or documentation can lead to incongruence between adolescent and young 
adult patients and caregivers about end-of-life preferences, poor communication between 
patients and providers, and unwanted medical interventions. Early initiation of advance care 
planning has been shown to be safe and feasible for adolescent and young adult patients facing 
life-threatening illnesses.   
 
Local Problem: In the Blood and Marrow Transplant Division at a large, urban freestanding 
pediatric hospital in the mid-Atlantic, it was determined that advance care planning was not 
routinely introduced to adolescent and young adult hematopoietic stem cell transplant patients 
during the transplant process.  The purpose of this quality improvement project was to 
implement a standardized procedure for the initiation of advance care planning discussions and 
completion of advance care planning documentation for adolescent and young adult patients ages 
15 years and older undergoing allogeneic hematopoietic stem cell transplant.     
 
Interventions: A standardized process for advance care planning meetings with adolescent and 
young adult patients was created, detailing procedures for identifying eligible patients, 
scheduling meetings for advance care planning during the pre-transplant process, and 
standardizing the documentation of advance care planning discussions.  Five blood and marrow 
transplant team members participated in a one-hour training session conducted by a palliative 
care physician to increase knowledge and comfort level with advance care planning and the 
selected advance care planning document, Voicing My CHOiCESTM.   
 
Results: Four eligible adolescent and young adult patients were admitted for transplant between 
October and December 2018.  All four patients completed Voicing My CHOiCESTM prior to 
hospital admission, and their completed documents were all easily located in the medical charts 
throughout their admissions.  Documentation of the advance care planning discussion by the 
facilitating provider was present in the electronic health record for 100% of the patients.  One 
hundred percent of the blood and marrow transplant team members rated the training session as 
“very helpful,” and rated Voicing My CHOiCESTM as helpful, easy to use, and appropriate for 
adolescent and young adult stem cell transplant patients.   
 
Conclusions: Early introduction of advance care planning is feasible for adolescent and young 
adult hematopoietic stem cell transplant patients.  A standardized process for advance care 
planning helped to increase the number of adolescent and young adult hematopoietic stem cell 
transplant patients who participated in advance care planning discussions and completed Voicing 
My CHOiCESTM.  This approach has the potential to improve communication and increase 
congruence between patients, caregivers, and providers.    
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Advance Care Planning with Adolescent and Young Adult Stem Cell Transplant Patients 

Adolescent and young adult (AYA) patients, classified as those between 15 and 39 years 

old, who undergo hematopoietic stem cell transplants (HSCT) face extensive biopsychosocial 

challenges related to their life-limiting diagnoses, prolonged medical treatments, and numerous 

side effects (Duncan, Clark & Silverman, 2013).  Overall survival rates after allogeneic HSCT 

have improved, but high-dose chemotherapy, radiation, and immunotherapy preparative 

regimens can cause life-threatening complications and substantial treatment-related morbidity, 

including overwhelming infection, graft-vs-host disease, and end organ damage (Needle & 

Smith, 2016).  Despite their critically-ill status, the unpredictability of serious complications, and 

the possibility that immediate medical decisions will need to be made on their behalf, less than 

25% of AYA patients have documented advance directives (AD) on admission for HSCT 

(Needle & Smith, 2016).  The lack of advance care planning (ACP) discussions or 

documentation can lead to incongruence between AYA patients and caregivers about end-of-life 

(EOL) preferences, poor communication between patients and providers, and most distressingly, 

unwanted medical interventions (Lyon, Jacobs, Briggs, Cheng, & Wang, 2014; Needle & Smith, 

2016).  Research has shown that AYA patients prefer to be involved in EOL decisions even 

when death is not imminent (Jacobs et al., 2015; Lotz, Jox, Borasio, & Fuhrer, 2013; Lyon et al., 

2014).  However, ACP decisions are often made late in the treatment process (Needle & Smith, 

2016; Ulrich et al., 2010).  The early initiation of ACP using a standardized approach has been 

shown to be safe and feasible for AYA patients with life-threatening illnesses (Lyon et al., 2014; 

Wiener et al., 2012).  

At a large, urban, academic children’s hospital in the mid-Atlantic, the only patients who 

are legally required to have ADs during hospital admission are those above 18 years old.  For 
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patients who are younger than 18 years of age, there was no process in place for completing ACP 

prior to HSCT (K. Lyons, personal communication, November 8, 2017).  The purpose of this 

DNP project was to create and implement a standardized process for initiation of ACP 

discussions and completion of ACP documentation for AYA patients undergoing HSCT.  The 

short-term goals of the project included creating a standard operating procedure (SOP) for the 

Division of Blood and Marrow Transplantation (BMT) that delineated the process of scheduling 

and conducting advance care planning discussions with eligible patients, training five HSCT 

providers (four advance practice providers (APP) and one social worker (SW)), on ACP and the 

new SOP, increasing provider comfort level with conducting ACP discussions, and completing 

an ACP document for at least one AYA patient undergoing HSCT. The long-term goals of the 

project were to standardize the process for initiating ACP discussions, and to increase the 

completion of ACP documents for AYA patients who were admitted for HSCT.  

Theoretical Framework  

 The Knowledge to Action (KTA) Framework was developed by Graham et al. (2006) to 

synthesize knowledge generated by research and facilitate its application to clinical practice in 

order to improve patient care.  The KTA Framework is separated into two phases: knowledge 

creation and action (Graham et al., 2006).  While the two phases are different processes, the 

authors acknowledge that the phases often interact with and influence each other.  Knowledge 

creation describes the process of identifying existing knowledge, appraising and analyzing it, and 

creating tools or guidelines for clinical practice (Graham et al., 2006).  Throughout this phase, 

knowledge moves through a “funnel,” which helps to extract the most relevant research and 

adapt it to different users and contexts (Graham et al., 2006).  The action cycle, which constitutes 

the implementation phase, consists of seven steps that are necessary for the practical application 



ADVANCE CARE PLANNING 5 

of knowledge (Graham et al., 2006).  After a problem is identified and the current evidence is 

assessed, the synthesized knowledge is modified to the local environment.  Barriers and 

facilitators to knowledge utilization in the chosen setting are evaluated so that targeted 

translation strategies can be developed to promote the successful adoption of the intervention.  

After implementation, the knowledge use is observed, monitored, and evaluated in order to 

measure its impact and effectiveness.  Finally, methods for sustaining the knowledge use must be 

determined to ensure the longevity of its results (Graham et al., 2006).     

The KTA Framework was used to devise and guide the implementation plan for 

standardizing the ACP process and improving ACP documentation.  The knowledge creation 

process described by the KTA encourages the utilization of experiential knowledge in addition to 

research-based knowledge.  For a subspecialized population with limited available data, the 

ability to integrate expert opinions and descriptive studies was essential.  The emphasis on both 

local and global knowledge, and the incorporation of context were especially relevant to this 

DNP project.  Common challenges to initiating ACP discussions with AYA patients (provider 

discomfort, perceived unwillingness among patients) have been identified in the literature, and 

the implementation site was thoroughly assessed for the presence of these barriers.  Because 

provider discomfort was identified as a local barrier, ACP training was incorporated into the 

implementation plan.  Facilitators and early adopters were identified and employed to help 

propagate the intervention. The KTA Framework encourages the frequent reassessment of the 

barriers, facilitators, and intervention methods, which occurred at several points during the 

implementation period. Finally, a sustainability plan, including expanding provider training and 

creating a location for ACP documentation within the electronic health record (EHR), was 

developed to reinforce the new process and maintain stakeholder adherence.  
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Literature Review  

The focus of this literature review is on the feasibility and effectiveness of ACP for AYA 

patients prior to HSCT.  The review will begin with evidence supporting the desire of AYA 

patients to participate in ACP, and continue with evidence for the early initiation of those 

discussions.  Finally, the review will conclude by highlighting findings that ACP increases the 

completion of AD.  A more detailed summary of the evidence is provided in Appendix A.  

 The desire of AYA patients to participate in ACP has been examined by several different 

investigators.  Jacobs et al. (2015) conducted surveys of 34 AYA patients with cancer who 

completed an ACP program for teens with cancer and found that 75% of adolescents considered 

it appropriate to discuss EOL decisions at any time, even when death was not imminent.  

Furthermore, while 82% of AYA patients found it important to talk about EOL decisions with 

their families, 53% had never discussed EOL preferences (Jacobs et al., 2015).  ACP programs 

have been found to be helpful to both AYA patients and their families in starting those EOL 

discussions.  Lyon, Jacobs, Briggs, Cheng, & Weng (2014) designed a two-armed RCT of 30 

patients to evaluate the feasibility and acceptability of a pediatric ACP intervention for 

adolescents with cancer.  The researchers discovered that a family-centered ACP program was 

deemed worthwhile by 82% of adolescents and 100% of their families.  Likewise, Wiener et al. 

(2012) surveyed 52 AYA patients with either metastatic cancer or HIV to compare two ACP 

guides, and reported that 87% of AYA patients described all items on an ACP document as 

“helpful.”  The hesitation to introduce ACP to AYAs often stems from a belief that patients will 

be unwilling or unable to contribute to EOL decisions (Jacobs et al., 2015); however, the existing 

research clearly demonstrates the strong inclination of AYA patients to participate in early ACP 

with their families and health care providers.  While these studies examined AYA patients with 
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cancer or HIV, the results can be extrapolated to AYA patients undergoing HSCT, especially 

since many of those patients are being treated for relapsed cancer or other life-limiting diseases.   

Although both AYA patients and families found it important to have discussions about 

EOL care, several teams of researchers found that ACP does not occur routinely or occurs late in 

treatment, especially among HSCT patients.  In a retrospective chart review of 96 AYA patients 

undergoing HSCT, Needle and Smith (2016) discovered that only 23% of patients had a 

documented AD before or during HSCT admission, and that only 50% of those patients who died 

had an AD.  Similarly, Ulrich et al. (2010) examined the EOL experiences among 141 pediatric 

cancer patients using semi-structured surveys and retrospective chart reviews, and found that 

resuscitation status was discussed significantly later in the group undergoing HSCT than in the 

non-HSCT group and resulted in fewer DNR order written in the HSCT group.  Even when goals 

of care are routinely discussed, ACP is not often incorporated into the conversations.  Using 

retrospective chart reviews of 147 pediatric patients who underwent HSCT from 2004 to 2012, 

Ulrich et al. (2016) found that during palliative care meetings goals of care and decision making 

were discussed in 92% of cases, but ACP was discussed in only 22% of cases.  While surveys 

and chart reviews provide low-level evidence, the nature of the subject matter and the specialized 

population often preclude large experimental trials with randomization.  Thus, despite the threats 

to internal validity in these studies, it is readily apparent that ACP occurs far too late in the 

treatment process, and that AYA patients prefer early discussions regarding EOL care.    

  A standardized approach to ACP not only leads to its earlier initiation, it also increases 

the completion and documentation of ADs.  In a systematic review of five qualitative studies and 

eight quantitative studies from 1991-2012, Lotz, Jox, Borasio, and Fuhrer (2013) assessed the 

current practices and effects of pediatric ACP, and the perceptions of ACP by patients, families, 



ADVANCE CARE PLANNING 8 

and providers.  They concluded that pediatric ACP programs encouraged the completion of ADs 

and promoted discussions of future medical interventions.  In the previously described RCT by 

Lyon et al. (2014), the researchers implemented an ACP program for adolescents with cancer 

and reported that ADs were found in the medical charts of 100% of the intervention group as 

opposed to 0% of the control group.  Encouragingly, ADs were still easily located in the medical 

records three months post-intervention.  While the sample size was fairly small, the 

randomization of the participants and the inclusion of a control group significantly improved the 

validity of the results.  Although Lotz et al. (2013) did not solely include studies on AYA HSCT 

patients, the data from the systematic review conveys strong support for the effectiveness of 

ACP in increasing AD documentation which can be generalized to the target population of this 

project.  Through a careful analysis and synthesis of the literature, it is evident that the early 

introduction of ACP for AYA patients would be feasible, beneficial, and effective in increasing 

the completion of ACP documents prior to hospital admission for HSCT.   

Implementation 

Description of Project, Sample, Setting 

This quality improvement (QI) project was intended to implement a standardized process 

for initiating ACP discussions and completing ACP documents for AYA patients undergoing 

HSCT.  Through discussions with key stakeholders within the BMT department, it was 

determined that ACP was not routinely introduced to AYA HSCT patients during the transplant 

process (S. Ahmed-Winston and K. Lyons, personal communication, November 8, 2017).  

Voicing My CHOiCESTM is an advance care planning guide created using input from AYA 

participants to help young people living with serious illnesses to convey their EOL wishes and 

preferences to their families or caregivers (Appendix B).  Voicing My CHOiCESTM is available 
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to the public through the nonprofit organization Aging with Dignity, and was utilized as the 

standard ACP document in this project.  

The project was implemented in the BMT department at a large, urban freestanding 

pediatric hospital in the mid-Atlantic.  The 11-bed inpatient BMT unit is part of the larger 

hematology/oncology care unit.  The sample population included AYA patients 15 years and 

older who were undergoing workup for allogeneic HSCT between October and December 2018.  

Inclusion criteria were patients 15 years and older, patients receiving allogeneic HSCT, and the 

ability to understand and speak English.  Exclusion criteria were patients receiving autologous 

HSCT, patients with developmental or cognitive delays, patients who did not speak English, and 

participation in a concurrent ACP study.  Based on data from the previous five years at this 

institution, it was estimated that one to four eligible patients would be undergoing HSCT workup 

during the implementation period.   

Procedures and Timeline 

 The project was implemented over a 14 week period from September to December 2018.  

During weeks one and two, meetings were held with key stakeholders including the BMT APPs, 

SW, psychologist, and palliative care team to gather information and expert opinions about the 

pre-transplant timeline and the incorporation of ACP meetings.  The project was presented to the 

BMT Policy and Procedure committee, and meetings were held with the BMT quality assurance 

coordinator to review the process for the creation and approval of departmental standard 

operating procedures (SOP).  During weeks three and four, a preliminary SOP was developed 

with the guidance of the BMT APPs to outline the identification of eligible patients, the 

scheduling of pre-transplant ACP consultations and discussions, and the management of ACP 

documentation.  The stem cell pre-transplant checklist, which functions as the guideline for 
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scheduling clinical appointments and consultations for patients during the transplant workup 

process, was updated to include ACP meetings (Appendix C).  Meetings were held with the 

BMT schedulers to review the new checklist and scheduling procedure.  During week five, ACP 

training for members of the BMT team was developed with a board-certified palliative care nurse 

practitioner (NP).  The hour-long training session was held during week six, and conducted in 

conjunction with a palliative care team physician.  Five BMT team members – four APPs and 

one SW- participated in the training session.  A detailed lesson plan with learning objectives is 

included in Appendix D.  The BMT team members were given pre-training surveys (Appendix 

E) and post-training surveys (Appendix F) to measure their comfort with ACP, effectiveness of 

training, and attitudes toward Voicing My CHOiCESTM.  From week six (post-training) through 

week fourteen, ACP was available for all eligible AYA patients being admitted for HSCT.  

During week 10, meetings were held with the BMT APPs and SW to identify facilitators and 

barriers to the project implementation, and revisions were made to the SOP.  During week 12, 

the revised SOP (Appendix G) and the updated checklist (Appendix C) were formally presented 

to the BMT Policy and Procedure committee for approval.   

Data Collection 

 Pre-training and post-training provider data were collected using paper surveys.  The 

surveys were adapted from Lyon et al. (2014) and utilized with verbal permission by Dr. 

Maureen Lyon (M. Lyon, personal communication, June 6, 2018).  Weekly audits were 

conducted to identify the number of eligible patients admitted, the status of the ACP document 

(complete vs. incomplete), locations of the completed document, and the presence of EHR 

documentation of ACP discussion by the facilitating provider (Appendix H).  At the time of 
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project implementation, there were no eligible AYA patients undergoing transplant workup, so 

audits were not performed to determine adherence to the new scheduling process.  

Data Analysis 

Provider comfort with and knowledge of ACP were analyzed using descriptive statistics.  

Mean scores of provider responses on the pre-training and post-training surveys were compared 

to assess the effectiveness of training.  Frequency statistics were calculated to determine 

adherence to the new ACP process, operationalized as the numbers of eligible patients who were 

offered ACP discussions, completed ACP documents, properly located ACP documents, and 

EHR documentation of ACP discussion.    

Protection of Participants 

Participation in this QI project was voluntary.  Patients and caregivers who did not want 

to complete Voicing My CHOiCESTM were not required to participate.    Psychosocial support, 

including psychologists, child life specialists, social workers, and a hospital-wide palliative care 

team, were readily available to patients and families.  All data collected from participants, 

including both patients and members of the health care team, were de-identified and coded to 

maintain confidentiality.  The data were stored in files on the organization’s server, which 

required a verified login and password to access.  The project proposal was approved by the 

University of Maryland Baltimore (UMB) Institutional Review Board (IRB) for a Non-Human 

Subjects Research determination.  Additionally, the proposal was approved by the Nursing 

Research Advisory Committee and the IRB committee at the implementation site. 

Sustainability Plan 

There are several important ways to promote the sustainability of this project.  ACP 

training should be extended to more BMT providers, and additional interdisciplinary team 
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members should be involved, including chaplains, psychologists, registered nurses, and child life 

specialists.  Continued educational sessions will be held with the BMT schedulers, APPs, and 

physicians to review the new pre-transplant checklist and scheduling process for ACP meetings.   

Finally, there should be a designated location in the EHR to upload and store completed 

ACP documents.  The palliative care team at the implementation site is currently working to 

create a location for ADs in the EHR, which will facilitate the creation of an electronic folder for 

ACP documents.  Additionally, a flag could be placed in the EHR to alert the BMT provider of 

patients who have missing or incomplete ACP documentation.  In the future, ACP documents 

should be embedded within the EHR, allowing for improved accessibility, secure storage, and 

efficient revisions.    

Results 

Practice Changes  

ACP is now being offered to all eligible AYA patients who are undergoing HSCT, 

starting with the pre-transplant workup evaluation and continuing through the transition to 

outpatient care.  An SOP was created (Appendix G), and is undergoing approval.  The stem cell 

transplant checklist has been updated to include ACP meetings (Appendix C), and the modified 

checklists are now uploaded on the BMT department’s shared drive for provider access.  

Data Analysis and Outcomes 

 Descriptive statistics were calculated for the sample of BMT team members (n = 5) who 

completed ACP training (Table 1).  Eighty percent of the participants were APPs, and the 

majority had been in practice for less than five years.  Provider attitudes regarding ACP were 

surveyed before and after training using a five-point Likert-type scale (1 = strongly disagree, 5 = 

strongly agree), and the mean scores of provider responses were compared (Table 2).  Both 
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before and after training, 100% of the participants “strongly agreed” that ACP is useful.  The 

majority of providers found ACP to be stressful both pre-training and post-training, though mean 

scores decreased slightly from 4 to 3.8.  Responses to “advance care planning is uncomfortable” 

did not change with training (!" = 3.8).  Familiarity with Voicing My CHOiCESTM improved 

from pre-training (!" = 3.6) to post-training (!" = 4). Provider comfort with ACP discussions also 

improved after training, with mean scores increasing from 3.4 to 4.  Post-training surveys were 

also conducted to measure provider attitude toward the training and Voicing My CHOiCESTM 

(Table 3).  One hundred percent of participants rated the training as “very helpful.” One hundred 

percent of participants “agreed” or “strongly agreed” that Voicing My CHOiCESTM was helpful, 

easy to understand, easy to use, and appropriate for this patient population.   

Four eligible AYA patients were admitted to the BMT unit between October and 

December 2018.  One hundred percent of eligible patients completed Voicing My CHOiCESTM 

prior to hospital admission, and the completed documents were all easily located in the medical 

charts throughout their admissions (Table 4).  Documentation of the advance care planning 

discussion by the facilitating provider was present in the EHR for 100% of the patients.    

Observed Associations  

 Due to the lengthy pre-transplant workup process beginning eight weeks in advance of 

the anticipated transplant, every eligible AYA patients admitted during the project 

implementation period had been previously scheduled for meetings and consults.  Therefore, 

ACP meetings for these patients could not be scheduled according to the timeline delineated in 

the new SOP.  However, ACP meetings were successfully conducted due to delegation from the 

primary APP to interdisciplinary BMT team members, which also fostered the completion and 

correct storage of Voicing My CHOiCESTM.   



ADVANCE CARE PLANNING 14 

Unintended Consequences  

 The early initiation of pre-transplant evaluations and meetings was problematic for a 

project with a short implementation period.  Additionally, the frequency of last-minute transplant 

delays due to abnormal labs or unforeseen illnesses was an unexpected barrier that affected 

several AYA patients during the implementation period.  However, the consistent emphasis on 

advance care planning for AYA patients has increased awareness and renewed interest among 

the BMT providers. While the full scheduling process has not been fully implemented yet, ACP 

meetings are still being consistently conducted, and ACP documentation is being completed.   

After project conclusion, a BMT APP was able to coordinate with the palliative care team, 

psychologist, and language services to facilitate several ACP discussions and ACP document 

completion for an Arabic-speaking AYA patient undergoing workup for a very high-risk 

transplant.   

Discussion 

 This QI project provided support for the feasibility and effectiveness of a standardized 

process for advance care planning with AYA HSCT patients.  Prior to the intervention, there was 

no time allotted for ACP, and no provider directly responsible for its completion.  Subsequently, 

ACP discussions were rarely held pre-emptively, and they were not routinely done during the 

pre-transplant process.  By assigning one primary provider to complete ACP meetings, and 

appointing one BMT team member to manage the storage of ACP documents, the ACP process 

was successfully completed for each eligible patient.  The SOP was not officially enacted during 

the implementation period; consequently, many of the pre-transplant meetings had already been 

completed and ACP meetings could not be scheduled according to the specified timeline.  

However, ACP discussions were still conducted for each eligible AYA patient due to delegation 
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by the primary provider and collaboration with the interdisciplinary psychosocial team, most 

notably the BMT social worker.   

ACP training was found to be very helpful to providers, as well as effective at increasing 

provider comfort levels with conducting ACP conversations.  Providers did not report a need for 

further ACP training after the one hour education session, suggesting that even a small amount of 

training can be effectual.  With increased awareness of the importance of ACP for this patient 

population, earlier identification of eligible patients, and a designated provider responsible for its 

completion, ACP was successfully incorporated into the standard pre-transplant evaluation 

process.    

 Much of the existing research on ACP with AYA patients has focused on patient and 

caregiver attitudes toward ACP and congruency of EOL decisions, which were not examined 

during this project.  However, the outcomes of this initiative reinforce the findings of several of 

the previously described studies.  In particular, all of the AYA patients included in this project 

had copies of ACP documents easily located in their medical charts and on the department 

shared access drive, which echoes the results of Lyon et al. (2014).  Additionally, the universal 

completion of ACP discussions and documentation during the implementation period 

demonstrates the feasibility of ACP with AYA patients, and the willingness of these patients to 

participate in ACP, reflecting the findings of Jacobs et al. (2015), Lyon et al. (2014), and Wiener 

et al. (2012).    

 This project had several strengths, most importantly the strong support from key 

stakeholders within the BMT department, psychosocial team, and the palliative care team.  

Furthermore, the multi-disciplinary effort and successful collaboration between the BMT APPs,  

BMT social worker, psychologist, and palliative care team were imperative in coordinating and 
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completing the ACP meetings.  As a large and pediatric-focused hospital, the implementation 

site had many resources that contributed to the successful implementation of this initiative, 

including an existing palliative care team that was already closely involved with HSCT patients.  

Finally, this project utilized a previously validated and AYA-specific ACP guide.  While several 

other ACP guides exist, Voicing My CHOiCESTM is the only document that was created using 

AYA patient contributions, which was an important component of this project.    

 There were several limitations to this project, the most significant of which was the small 

sample size with only English-speaking patients.  The implementation period was short and 

occurred during the fall and winter when fewer transplant were scheduled, both of which 

contributed to the small sample size.  There were several delayed transplants due to patient 

condition, medical procedure, or further consultation that also decreased the sample size.  

Although the sample size was relatively small in comparison to other QI projects, it was 

consistent with the anticipated sample size. The SOP was created to offset the limited number of 

AYA HSCT patients admitted during the implementation period, and to establish a process for 

future AYA patients.  Another major limitation was the existing pre-transplant process, which 

typically begins eight weeks before the anticipated admission date.  Because of the early 

initiation of scheduling and evaluations, many of the eligible patients who were admitted after 

the provider training had been previously scheduled for workups in August and September.  

Finally, there is limited generalizability to patients outside of this setting as this project was 

designed to meet the needs of this specific unit. 

Conclusion 

Early introduction of ACP is feasible and effective for AYA HSCT patients.  A 

standardized process led to increased patient participation in ACP, increased completion and 
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availability of ACP documents, and increased EHR documentation of ACP discussions.  Voicing 

My CHOiCESTM was found to be easy to use and appropriate for AYA HSCT patients by the 

BMT APPs and social worker.  This approach can be an effective way to increase the frequency 

of ACP discussions and documentation, which has the potential to improve communication and 

increase congruence between patients, caregivers, and providers.    

The updated stem cell transplant checklist (Appendix C) is now available to the BMT 

providers, and the BMT schedulers have been utilizing it to schedule ACP meetings as 

appropriate.  The SOP is undergoing formal approval by the department, which will support the 

sustainability and longevity of the project.  The ACP process is currently being adapted by the 

oncology team for utilization with AYA patients who have solid tumors, with the goal to expand 

to patients with other oncologic diagnoses and life-limiting hematologic diseases.  ACP should 

also be considered for AYA patients with other chronic and life-limiting illnesses, such as cystic 

fibrosis, muscular dystrophy, or chronic kidney disease.   

 Further research is needed on AYA patient experience with ACP and Voicing My 

CHOiCESTM and caregiver satisfaction.  Additional ACP trainings should be planned to include 

more BMT providers, as well as the hematology and oncology providers.  More effort should be 

made to involve patients who are non-native English speakers, including the training of bilingual 

providers, the translation of Voicing My CHOiCESTM into other languages, and collaboration 

with the global services department to ensure culturally sensitive ACP conversations.  Finally, 

integration of ACP documentation into the EHR should be prioritized to facilitate the continued 

success of ACP with AYA patients.             
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Table 1  
 
Pre-Training Survey Results 
 
 N  (%) 
What is your clinician role? 
     Advance Practice Provider 
     Social Worker 

5 
4 (80) 
1 (20) 

How many years have you practiced your discipline? 
     < 5 years 
     6-11 years 
     11-20 years 

5 
3 (60) 
1 (20) 
1 (20) 

How much training have you had in facilitating advance 
care planning? 
     None 
    A little 
     Some 

5 
 
1 (20) 
1 (20) 
3 (60) 

During the past 3 years, how many patients have you cared 
for who have died? 
     <5 
     6-10 
     10-20 

5 
 
1 (20) 
3 (60) 
1 (20) 

During the past 3 years, how many times have you regretted 
not having a discussion with a patient about advance care 
planning? 
     <5 
     6-10 

5 
 
 
4 (80) 
1 (20) 
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Table 2  
 
Provider Attitudes Regarding Advance Care Planning  
 
 Pre-Training Post-Training 

Survey Questions N (%) Mean N (%) Mean 

Advance Care Planning is Useful 
     5= strongly agree 
      

5 
5 (100) 

5 5 
5 (100) 

5 

Advance Care Planning is 
Necessary 
     5 = strongly agree 
     4 = agree 

5 
 

4 (80) 
1 (20) 

4.8 5 
 

5 (100) 

5 

Advance Care Planning is 
Stressful 
     5 = strongly agree 
     4 = agree 
     2 = disagree 

5 
 

2 (40) 
2 (40) 
1 (20) 

4 5 
 

1 (20) 
3 (60) 
1 (20) 

3.8 

Advance Care Planning is 
Uncomfortable 
     5 = strongly agree 
     4 = agree 
     3 = neutral 
     2 = disagree 

5 
 

2 (40) 
1 (20) 
1 (20) 
1 (20) 

3.8 5 
 

1 (20) 
3 (60) 

0 
1 (20) 

3.8 

I am familiar with the advance 
care planning guide Voicing My 
Choices 
     5 = strongly agree 
     4 = agree 
     3 = neutral 
     2 = disagree 

5 
 

1 (20) 
2 (40) 
1 (20) 
1 (20) 

3.6 5 
 

1 (20) 
4 (80) 

4 

I feel comfortable discussing 
advance care planning with my 
patients 
     4 = agree 
     3 = neutral 

5 
 
 

2 (40) 
3 (60) 

3.4 5 
 
 

5 (100) 

4 

I wish I had more training on 
advance care planning 
     5 = strongly agree 
     4 = agree 
     3 = neutral 
     2 = disagree 

5 
 

2 (40) 
3 (60) 

0 
0 

4.4 5 
 
0 

2 (40) 
2 (40) 
1 (20) 

3.2 
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In your opinion, when is the best 
time to bring up end-of-life 
decisions? Select all that apply. 
     Before getting sick, while 
     healthy 
     When first diagnosed with a  
     life-threatening illness 
     When first sick from a life-   
     threatening illness 
     When first hospitalized with a  
     life-threatening illness 
     If dying 
     Never 
     All of the above 
     Don’t know 
 

5 
 
 

1 (20) 
 

2 (40) 
 
 
 
 
 
 
 

2 (40) 

 5 
 
 

2 (40) 
 

3 (60) 
 
 
 
 
 
 
 

1 (20) 
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Table 3  
 
Post-Training Provider Attitudes Regarding Training and Voicing My CHOiCESTM 
 
 N (%) Mean 
Was the training provided helpful to 
you? 
     Very Much  

5 
 

5 (100) 

5 

Who do you think is/are the best 
person/people on the treatment team 
to bring up end-of-life decisions with 
a patient? Select all that apply. 
     Physician 
     Advance Practice Provider 
     Registered Nurse 
     Social Worker 
     Psychologist 
     Child Life Specialist 
     Case Manager 
     Chaplain 
 

5 
 
 
 

5 (100) 
5 (100) 
3 (60) 
5 (100) 
5 (100) 
3 (60) 
1 (20) 
3 (60) 

 

Voicing My CHOiCESTM is helpful 
     5 = strongly agree 
     4 = agree 

5 
2 (40) 
3 (60) 

4.4 

Voicing My CHOiCESTM is easy to 
understand 
     5 = strongly agree 
     4 = agree 

5 
2 (40) 
3 (60) 

4.4 

Voicing My CHOiCESTM is easy to 
use in leading an advance care 
planning discussion 
     5 = strongly agree 
     4 = agree 

5 
 

 
2 (40) 
3 (60) 

4.4 

Voicing My CHOiCESTM is 
appropriate for this patient 
population 
     5 = strongly agree 
     4 = agree 

5 
 

 
3 (60) 
2 (40) 

4.6 
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Table 4  
 
Chart Audit Results 
 
Patient 
Code 

Voicing My 
CHOiCESTM 

Completed 

EHR 
Documentation 
of ACP 
Discussion 

Voicing My 
CHOiCESTM 
hard copy 
located in 
patient’s 
chart 

Voicing My 
CHOiCESTM 
uploaded to 
BMT shared 
access drive 

Voicing My 
CHOiCESTM 
easily 
located at 
patient 
discharge 

75 1 1 1 1 1 

12 1 1 1 1 1 

98 1 1 1 1 1 

46 1 1 1 1 1 

 
0 = No 
1 = Yes 
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Appendix A 
Evidence Rating Table 

 
Author, Year Study Objective/ 

Intervention 
Design Sample (n) Outcomes Studied 

(how measured) 
Results Level and Quality 

Rating 
Jacobs et al. (2015) To determine the 

baseline agreement 
between the self-
reported wishes of 
AYA cancer 
patients for end of 
life (EOL) care and 
their families’ 
understanding of 
their wishes 
 
Family-Centered 
Advance Care 
Planning for Teens 
with Cancer 
(FACE-TC) 
program vs. 
treatment as usual 
with an educational 
brochure about 
advance care 
planning 

Surveys conducted 
by trained 
facilitators of 
patients and 
families in the 
intervention arm of 
a study by Lyon, 
Jacobs, Briggs, 
Cheng, & Wang 
(2014); post-study 
survey of providers 
of the participants 

34 adolescents with 
cancer and family 
members (17 
dyads); patients 
were between 14 
and 21 years old 
and randomized 
into the intervention 
FACE-TC group or 
the standard of care 
control group  

Congruence 
between adolescent 
EOL preferences 
and their parents’ 
perceptions of those 
preferences 
 
Lyon Advance Care 
Planning Survey- 
Adolescent and 
Family Versions, a 
31-item survey with 
responses measured 
on a 5-point Likert 
scale, was 
separately 
administered to 
adolescents and 
their surrogates by 
trained facilitators 
 
Provider survey 
with 3 sections: 
demographic/career, 
interaction with 
FACE-TC study, 
optional section 
about personal 
experiences with 
EOL care 

Almost perfect 
agreement between 
adolescents and 
parents about 
“understanding 
treatment choices” 
(Kappa 0.88), 
“being physically 
comfortable” 
(Kappa 0.88), 
“being free from 
pain” (Kappa = 
0.88) 
 
Slight agreement 
between 
adolescents and 
parents about 
“dying a natural 
death” (Kappa = 
0.09) 
 
Less than chance 
agreement between 
adolescents and 
parents about 
“dying at home” 
(Kappa = -0.06) and 
“Wanting to know 
if I were dying” 
(Kappa = -0.04) 
 
75% of adolescents 
considered it 

II C 
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appropriate to talk 
about EOL 
decisions at any 
time, not just “if 
dying” 
 
65% of adolescents 
preferred to die at 
home, but 88% had 
not heard of hospice 
care 
 
71% had never 
heard of or 
completed an 
advance directive 
(AD) 
 
82% found it 
important to discuss 
EOL wishes with 
family, but 53% had 
never discussed 
EOL preferences 
 
46% of providers 
believed that 
patients under 18 
years old who were 
willing and able 
should always 
complete an AD; 
80% believed this 
for patients over 18 
years old 
 
83% of providers 
believed the FACE-
TC study was 
“somewhat” or 
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“very much” 
helpful to their 
patients 
78% of providers 
believed 
participation in the 
FACE-TC study 
was “somewhat” or 
“very much” 
helpful to 
themselves 
 
Providers felt that 
having an AD 
document was 
beneficial for 
patient 
communication 

Lotz, Jox, Borasio, 
& Fuhrer (2013) 

To identify current 
practices and effects 
of pediatric advance 
care planning 
(ACP) 

Systematic review 
using the PRISMA 
checklist as basis 
for the process 

5 qualitative studies 
and 8 quantitative 
studies published 
between 1991 and 
2012 

Frequency of 
pediatric ACP  
 
Main elements of 
pediatric ACP 
programs 
 
Participants of 
pediatric ACP 
 
Effects of pediatric 
ACP 
 
Perceptions of 
pediatric ACP by 
patients, 
families/surrogates, 
and health care 
providers 
 

Only 3 pediatric 
ACP programs were 
identified in the 
United States 
 
3 studies show that 
pediatric ACP 
programs encourage 
the completion of 
AD  
 
2 studies show that 
pediatric ACP 
programs promote 
parental discussion 
of future medical 
interventions 
 
2 studies 
demonstrate that 
pediatric ACP 

V C 
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increases home 
deaths for children 
 
1 RCT found that 
pediatric ACP 
participants had 
more positive 
emotions and fewer 
negative emotions 
after ACP 
discussions, 
reduced difficulties 
in making decisions 
about treatment, 
and felt more 
informed about 
their decisions 
 
2 studies found that 
pediatric ACP 
increased parental 
understanding of 
patient wishes, and 
was helpful in 
providing the best 
care 
 
3 studies showed 
that AYA patients 
did not report more 
distress with ACP 
discussions, felt 
comfortable talking 
about ADs, and 
preferred to have 
earlier 
conversations about 
EOL care 
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1 study found that 
providers felt more 
prepared for ACP 
discussions after the 
initiation of an ACP 
program 

Lyon, Jacobs, 
Briggs, Cheng & 
Wang (2013) 

Assess the 
effectiveness of 
family-centered 
advance care 
planning (ACP) 
using 3 sessions of 
facilitated 
conversations 
versus standard of 
care using an 
informational 
brochure 

Two-group, 
randomized 
controlled trial 

30 dyads made up 
of adolescents with 
cancer aged 14-21 
years old and their 
legal guardians (or 
surrogate decision 
makers) who were 
treated at a pediatric 
oncology program 
in Washington, 
D.C. between 
January 2011 and 
March 2012 

Statement of 
treatment 
preferences 
administered to 
adolescents and 
their surrogates 
 
Decisional Conflict 
Scale administered 
to adolescents 
during study visit 3 
after completion of 
statement of 
treatment 
preferences 
 
Quality of 
Participant-
Interviewer 
Communication 
administered 
separately to 
adolescents and 
surrogates during 
study visits 2, 3, 
and 4  

Adolescents in 
intervention group 
significantly more 
informed about 
EOL decisions (p = 
.007) 
 
Treatment 
preference 
congruence was 
significantly 
increased for dyads 
in the intervention 
group (p < .001) for 
4/6 of disease-
specific scenarios  
 
Treatment 
preference 
congruence was low 
for the standard of 
care dyads, and 
there were no 
statistically 
significant results in 
any of the 6 
scenarios 
 
100% of 
adolescents in 
intervention group 
vs 62% of 
adolescents in 
standard of care 
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group (p = .009) 
agreed that their 
surrogates should 
“do what he/she 
thinks is best at the 
time, considering 
my wishes”  

Lyon, Jacobs, 
Briggs, Cheng, & 
Wang (2014) 

Evaluate the 
feasibility and 
acceptability of a 
pediatric advance 
care planning 
intervention for 
adolescents with 
cancer 
 
Family-Centered 
Advance Care 
Planning for Teens 
with Cancer 
(FACE-TC) 
program vs. 
treatment as usual 
with an educational 
brochure about 
advance care 
planning 

Two-armed, 
randomized, 
controlled trial 

30 adolescents age 
14-21 years with 
cancer and 30 
family members 
>21 years. 
Exclusion criteria: 
severe depression, 
suicide/homicide 
ideations, 
psychosis, 
placement in foster 
care, severe 
developmental 
delays, impaired 
mental status 

Acceptability 
measured by the 
Satisfaction 
Questionnaire, a 13-
item survey with a 
5-point Likert scale 
 
Impact of FACE-
TC measured using 
Pediatric Quality of 
Life Inventory 4.0 
Generic Core Scale, 
the Pediatric 
Quality of Life 
Inventory 4.0 
Cancer-Specific 
Module, the Beck 
Depression and 
Anxiety 
Inventories, the 
Spiritual Well-
Being Scale of the 
Functional 
Assessment of 
Chronic Illness 
Therapy-IV 
 
Completion of 
advance directive 
using Five Wishes  
 

FACE-TC was 
found to be feasible, 
safe, and acceptable 
to families with 
72% of eligible 
families enrolled; 
100% attendance at 
each study session, 
93% retention 3 
months post-
intervention.  
 
100% of families 
and 82% of 
adolescents rated 
FACE-TC 
worthwhile 
 
Anxiety scores 
significantly 
decreased from 
baseline to 3 
months post-
intervention in both 
groups (p= .0212) 
 
FACE-TC group 
had significantly 
lower depression 
scores at baseline (p 
= .0268) and at 3 
months post-

II B 
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intervention than 
the control group 
 
No significant 
differences in 
quality of life 
scores between 
groups or over time 
 
Advance directives 
easily found in 
100% of FACE-TC 
participants vs 0% 
in control group 
 
Advance directives 
easily found in 
medical records 3 
months post-
intervention 

Needle & Smith 
(2016) 

Assess the effect of 
advance directives 
(AD) on end of life 
(EOL) care among 
adolescent and 
young adult patients 
undergoing 
hematopoietic stem 
cell transplant 
(HSCT) 

Retrospective chart 
review 

96 HSCT patients 
between 14 and 26 
years old treated at 
the University of 
Minnesota from 
April 2011 to 
January 2015 

EOL outcomes of 
patients indicating 
life-sustaining 
treatment (LST) in 
ADs, patients 
indicating no LST 
in ADs, patients 
who only named 
proxies in their 
ADs, and patients 
without ADs 
 
Receipt of life-
sustaining treatment 
(LST) (positive 
pressure ventilation, 
mechanical 
ventilation, dialysis, 
CPR) 
 

23% of patients had 
documentation of 
AD before or 
during HSCT 
admission 
 
50% of patients 
who died had an 
AD 
 
No significant 
differences in the 
provision of life-
sustaining treatment 
(LST) in the ICU 
between patients 
with an AD calling 
for LST, patients 
designating proxies, 
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Location of death 
 
Withholding or 
withdrawing or LST 
 
Length of stay in 
ICU 
 
Presence and timing 
of DNR orders 
 

and patients without 
an AD 
 
Location of death 
significantly 
different based on 
AD choices. 100% 
of patients who 
wanted to limit LST 
died at home vs. 
25% of patients 
who requested LST, 
identified a proxy 
only, or had no AD 
 
Among the patients 
who died in the ICU 
with a DNR order, 
none of the DNR 
requests came from 
the patients 

Ulrich et al. (2010) Describe the end of 
life (EOL) 
experiences of 
pediatric patients 
undergoing HSCT 
as treatment for 
cancer  

Parent and 
physician surveys 
with a 390-item 
semi-structured 
question, 
retrospective chart 
review 
  

141 parents of 
children who died 
from cancer 
 
HSCT group n = 32 
Non-HSCT group n 
= 110 
  
 
 

Patterns of EOL 
care (location of 
death, resuscitation 
status, intubation in 
last 24 hours of life) 
 
Understanding of 
prognosis 
 
Goals of care  

Resuscitation status 
discussion 
documented in chart 
with equal 
frequency between 
groups (HSCT 
74%, non-HSCT 
79%, p = .625) 
 
Resuscitation status 
discussion occurred 
significantly later in 
HSCT group than in 
non-HSCT group (p 
= .001), and 
resulted in fewer 
DNR orders written 
in HSCT group (p = 
.028) 
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Parents and 
providers were 
significantly more 
likely to recognize 
that children in the 
non-HSCT group 
(79%) had no 
realistic hope for 
cure within the last 
7 days of life vs 
children in the 
HSCT group (42%) 
(p < .001) 

Ullrich et al. (2016) Assess the effect of 
palliative care (PC) 
on end of life 
(EOL) outcomes of 
pediatric patients 
who received 
HSCTs and did not 
survive  
 
 

Retrospective chart 
review 

147 pediatric 
patients who 
underwent HSCT at 
Boston Children’s 
Hospital/Dana 
Farber Cancer 
Institute between 
September 2004 
and December 2012 
and did not survive  
 
Children who 
received palliative 
care (n= 37) 
 
Children who did 
not receive 
palliative care (n 
=110) 

End of life care 
patterns for patients 
who received 
palliative care, 
including: 
details on death 
(cause, timing, 
location), EOL care 
(use of hospice, 
documentation of or 
receipt of 
resuscitation), 
documentation and 
timing of 
discussions related 
to prognosis or 
resuscitation status 

Discussions about 
resuscitation status 
were significantly 
more common in 
the PC group (PC 
88%, non-PC 58%, 
p = .002) 
Discussions about 
resuscitation status 
occurred earlier 
before death (PC 
median 7 days 
before death, non-
PC median 2 days 
before death, p < 
.001) 
 
Documentation of 
resuscitation status 
significantly more 
common in PC 
group (PC 97%, 
non-PC 68%, p = 
.002) 
 
During initial 
palliative care 
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consult meeting, 
goals of 
care/decision-
making was 
discussed in 92% of 
cases and advance 
care planning was 
discussed in 22% of 
cases  

Wiener et al. (2012) To compare the use 
of the advanced 
care planning guide 
My Thoughts, My 
Wishes, My Voice 
(MTMWMV) to the 
adult document 
Five Wishes by 
AYA patients with 
a serious illness 

Survey to evaluate 
the helpfulness and 
stressfulness of 
each item within the 
two documents 

52 patients between 
16 and 28 years 
who were living 
with either 
metastatic cancer or 
HIV between 2008 
and 2011 

Readiness 
assessment to 
evaluate willingness 
to discuss EOL 
topics 
 
5 point Likert-style 
questionnaire 
assessing the  
helpfulness and 
stressfulness of 
each item on the 
two documents, and 
the entirety of each 
document 

54% preferred to 
complete 
MTMWMV, 37% 
preferred Five 
Wishes, 9% had no 
preference 
 
94% rated all items 
as helpful, except 
“spiritual wishes” 
and “open letter,” 
(which 87% rated 
as helpful) 
 
81% rated “type of 
medical treatment” 
as most stressful 
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Appendix B 
Voicing My CHOICESTM 
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Appendix C 
Updated Stem Cell Pre-Transplant Checklist 

 
ALL/AML/CML Pre-Transplant Work-Up  

Patient Name: _____________________________________ MR: __________________ 
DOB: _____________ Disease Related Complications: 
______________________________________________________________________ 
Protocol: _________________________ Tentative Transplant Dates: 
____________________________ Stem Cell Source: Marrow PB Cord  

HLA Matching: Sib 6/6 5/6 Haplo Haplo Sib MUD  

ORGAN EVALUATIONS & DIAGNOSTIC TESTING  

Diagnostic Studies  Needed  Date 
Completed  Reviewed  Comments  

CT Sinus w/o contrast      

CT Chest w/o contrast      

CT Abd with contrast      

MRI Brain w/o contrast      

Echocardiogram      

EKG      

Pulmonary Function 
Tests      

Pulse Ox  
        

Nuclear GFR  
       

Other:   
  

    

Laboratory Testing    
Needed  

Date 
Completed  

 
Reviewed  Comments  

BMT Serologies    
   

  
  

 

CMV IgG/IgM      
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EBV IgG/IgM  
       

HSV IgG/IgM  
       

Toxo IgG/IgM  
       

Varicella IgG  
        

IgG, IgM, IgA       

ABO/Rh      

HLA Confirmatory  
      

Initial Typing Sent:  

Anti- HLA Ab Screen  
       

Lymph Subsets Panel 1  
       

Cystatin C    
   

  
  

 

CBC, CMP, Mg, Phos, 
PT/PTT, TSH, free T4, 
Ferrtin, Direct Bili  

    

RFLP       

Pre-BMT Chimerism      

Urinalysis       

       

Procedures  Needed  Date 
Completed  Reviewed  Comments  

Bone Marrow 
Aspirate/Biopsy      

Lumbar Puncture      

DL CVL Placement       

PAC removal       

Fertility Preservation        
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G tube Placement      

Other  Needed  Date 
Completed  Reviewed  Comments  

Advanced Care Planning      

     
     

Consults  Needed  Date 
Completed  Reviewed  Comments  

Cardiology      

Child Life      

Dentistry      

Endocrinology      

Fertility  
       

Infectious Disease      

Neurocognitive      

Neurology      

Nutrition  
       

PANDA  
       

PICU      

POCC      

Pulmonary      

Psychology      

Renal      

Social Work      
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Transfusion Medicine        

Radiation    
Needed  

Date 
Completed  

 
Reviewed  Comments  

Consult Request    
   

  
  

 

Simulation      

Transport  
       

Radiation Orders    
 

  
  

  
 

Prior to Admit  Needed  Completed  

Treatment Consent    

Infusion Consent    

Blood Product 
Transfusion Consent    

Stem Cell Product Rx    

OR Time for Harvest  
   

Busulfan Kinetics  
   

Admit Orders  
   

History and Physical  
   

Roadmap Pharmacy 
Review    

Admission Calendar    

Pre-BMT Nursing 
Education    
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Pre-BMT APP Education    

Comorbidity Form 14M    

Race/Ethnicity From 14L    

Insurance Authorization    

Test ( 7days prior to 
admission)  Needed  Date 

Completed  
 
Reviewe
d  

Comments  

Adeno PCR, Blood       

Adeno PCR, Urine        

Respiratory Viral PCR      

Pregnancy Test       

I attest the patient is suitable for transpl 
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Appendix D 
ACP Training Session Lesson Plan 

 
Learning Objectives Content Outline Method of 

Instruction 
Time 
Spent  

Method of 
Evaluation 

Participant will 
verbalize: 

• patients who 
are eligible for 
ACP  

• responsibilities 
of each team 
member in the 
ACP process 

      correct ACP  
            document to    
            use (Voicing           
            My  
            CHOICESTM)                                          

• where to locate 
the completed 
document 

Eligible patients 
• >15 years old 
• allogeneic HSCT 
• English speaking 
• No developmental or 

cognitive delays 
 
Responsibilities of each team 
member during the new 
process (BMT schedulers, 
SW, MD/NPs, RNs) 
 
Completed documents 

• Uploaded to BMT 
share drive 

• Copy in patient’s 
medical chart on 
admission 

PowerPoint, 
educational 
handouts 

15 
minutes  

Post-training 
survey 

Increase knowledge of 
ACP  
 
Increase comfort with 
ACP discussions 
 
Increase comfort with 
using Voicing My  
CHOICESTM during                                      
ACP conversation 

Instruction will be provided 
by the palliative care NP 
Introduction to ACP 

• definition, purpose, 
evidence supporting 
its use in AYA 
patients, differences 
between ACP and 
ADs 

Description of Voicing My  
CHOICESTM 

• review of the 
document 

• not legally binding 
• can and should be 

updated throughout 
treatment 

Simulated ACP conversation 

Educational 
handouts, 
including a 
copy of 
Voicing My  
CHOICESTM 
 
Verbal 
instructions, 
simulated 
ACP 
conversations 

45 
minutes 

Post-training 
survey 
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Appendix E 
Pre-Training Survey 

 
1.  What is your clinician role at CNMC? 

a. Attending physician 
b. Advance Practice Provider 
c. Registered Nurse 
d. Social Worker  
e. Psychologist 

 
2. How many years have you practiced your discipline? 

a. < 5 years 
b. 6-10 years 
c. 11-20 years 
d. > 20 years 

 
3. How much training have you had in facilitating advance care planning with patients and 

their families? 
a. None 
b. A little 
c. Some 
d. A lot 
e. More than enough 

 
4.  During the past 3 years, how many patients have you cared for who have died? 

(estimate) 
a. 0  
b. < 5  
c. 6-10 
d. 10-20 
e. > 20 

 
5.  During the past 3 years, how many times have you regretted not having a discussion with 

a patient about advance care planning? 
a. 0 
b. < 5 
c. 6-10 
d. 10-20 
e. > 20 

 
6. In your opinion, when is the best time to bring up end-of-life decisions? 

a. Before getting sick, while healthy 
b. When first diagnosed with a life-threatening illness 
c. When first sick from a life-threatening illness 
d. When first hospitalized with a life-threatening illness 
e. If dying 
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f. Never 
g. All of the above 
h. Don’t know 
i. Other (please specify) 

 
 
 

 Strongly 
Disagree 

Disagree Neutral Agree Strongly 
Agree 

 
Advance care planning is:  
       
      Useful 
 
      Necessary 
 
      Stressful 
 
      Uncomfortable 
 

 
 
 
1 
 
1 
 
1 
 
1 

 
 
 
2 
 
2 
 
2 
 
2 

 
 
 
3 
 
3 
 
3 
 
3 

 
 
 
4 
 
4 
 
4 
 
4 

 
 
 
5 
 
5 
 
5 
 
5 

 
I am familiar with the 
advance care planning 
guide Voicing My 
Choices  
 

 
1 

 
2 

 
3 

 
4 

 
5 

 
I feel comfortable 
discussing advance care 
planning with my patients 
 

 
1 

 
2 

 
3 

 
4 

 
5 

 
I wish I had more training 
on advance care planning 
 

 
1 

 
2 

 
3 

 
4 

 
5 
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Appendix F 
Post-Training Survey 

 
1.  Was the training provided helpful to you? 

a. Very much 
b. Somewhat 
c. Undecided 
d. Not really 
e. Not at all 

 
2.  In your opinion, when is the best time to bring up end-of-life decisions? 

a. Before getting sick, while healthy 
b. When first diagnosed with a life-threatening illness 
c. When first sick from a life-threatening illness 
d. When first hospitalized with a life-threatening illness 
e. If dying 
f. Never 
g. All of the above 
h. Don’t know 
i. Other (please specify) 

 
3.  Who do you think is/are the best person/people on the treatment team to bring up end-of-

life decisions with a patient? Select all that apply. 
a. Physician 
b. Advance Practice Provider 
c. Registered Nurse 
d. Social Worker 
e. Psychologist 
f. Child Life Specialist 
g. Case Manager 
h. Chaplain 
i. Other (please specify 

 
 Strongly 

Disagree 
Disagree Neutral Agree Strongly 

Agree 
 
Advance care planning is:  
       
      Useful 
 
      Necessary 
 
      Stressful 
 
      Uncomfortable 
 

 
 
 
1 
 
1 
 
1 
 
1 

 
 
 
2 
 
2 
 
2 
 
2 

 
 
 
3 
 
3 
 
3 
 

3 

 
 
 
4 
 
4 
 
4 
 
4 

 
 
 
5 
 
5 
 
5 
 
5 
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I am familiar with the 
advance care planning 
guide Voicing My 
Choices  
 

 
1 

 
2 

 
3 

 
4 

 
5 

 
I feel comfortable 
discussing advance care 
planning with my patients 
 

 
1 

 
2 

 
3 

 
4 

 
5 

 
I wish I had more training 
on advance care planning 
 

 
1 

 
2 

 
3 

 
4 

 
5 

Voicing My Choices is: 
     Helpful 
 
     Easy to Understand 
 
     Easy to use in leading 
     an advance care 
     planning discussion  
 
     Appropriate for this  
     patient population 
 

 
1 
 
1 
 
1 
 
 
 
1 

 
2 
 
2 
 
2 
 
 
 
2 

 
3 
 
3 
 
3 
 
 
 
3 

 
4 
 
4 
 
4 
 
 
 
4 

 
5 
 
5 
 
5 
 
 
 
5 
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Appendix G 
Final SOP  

 
Advance Care Planning for Adolescent and Young Adult BMT Patients 

1. PRINCIPLE  
Adolescent and young adult (AYA) patients who undergo hematopoietic stem cell transplants 
(HSCT) are at high risk to develop life-threatening medical complications and substantial 
treatment-related morbidity.  Despite their critically-ill status, the unpredictability of serious 
complications, and the possibility that immediate medical decision will need to be made on 
their behalf, advance care planning is not routinely performed with AYA patients.  The lack 
of advance care planning (ACP) discussions or documentation can lead to incongruence 
between AYA patients and caregivers about end-of-life (EOL) preferences, poor 
communication between patients and providers, and unwanted medical interventions.  Early 
initiation of advance care planning has been shown to be safe and feasible for AYA patients 
facing life-threatening illnesses.   
 

2. PURPOSE 
The purpose of this SOP is to implement a standardized procedure for the initiation of 
advance care planning discussions and completion of advance care planning documentation 
for AYA patients ages 15 years and older who are undergoing HSCT.  This SOP provides 
instructions for the identification of patients who are eligible for ACP, the scheduling and 
documentation of ACP discussions, and the maintenance of ACP documents.   

3. POLICIES 
All patients 15 years and older will be invited to participate in ACP, including discussion of 
EOL care decisions and communicating their preferences via the ACP) guide, Voicing My 
CHOiCESTM, according to the procedures detailed in Section 9.  

Personnel 

The pre-transplant ACP meetings will be conducted by the primary APP for the patient.  The 
primary APP may delegate this responsibility to a member of the healthcare team who has an 
established and trusted relationship with the patient, including the primary MD, the BMT 
social worker, PANDA, and the psychosocial team.  After the patient is admitted to BMT, 
members of healthcare team may continue to hold follow up ACP discussions as necessary.  

4. SPECIMEN  
Not applicable.  

5. MATERIALS  
Voicing My CHOiCESTM (available from the non-profit organization Aging With Dignity) 

6. SAFETY 
All operations performed under this SOP will be executed according to Children’s National’s 
policies on patient safety and confidentiality.  Patient participation in ACP is completely 
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voluntary.  Psychosocial support is available for patients and families who experience 
distress during or after the advance care planning meetings.   

7. RECORDS/FORMS/DOCUMENTS 
See Section 5 “Materials” 

8. QUALITY CONTROL 
The advance care planning meeting should be marked on the stem cell transplant checklist 
and the discussions should be documented in the medical record.    

9. PROCEDURE 
Section 9.1: Identification of Eligible Patients 

 All patients who meet the following criteria will be identified as eligible for ACP 
planning consultation. 

- Age 15 years or older 

- Developmentally appropriate, as assessed by the medical team 

- Candidate for Allogeneic HSCT or Autologous HSCT (excluding stem cell 
rescues) 

Section 9.2: Scheduling of Pre-Transplant ACP Consultation 

 The primary APP for the patient will identify eligibility at the time the stem cell checklist 
is completed by primary transplant attending (usually 6-8 weeks prior to planned admission). 
Primary APP/MD team will ensure “ACP Planning” is checked on the stem cell checklist 
prior to the pre-BMT workup scheduling by program associate.  

For eligible patients, an additional 30 minutes will be added to “APP Education/Consult” 
during the pre-BMT workup as allowed for introduction of the ACP document. As an 
alternative, a separate 30 minutes can be scheduled on a different day if needed to facilitate 
other consultations and/or organ evaluation. At the pre-transplant lab visit the week prior to 
admission, these patients will have an automatic escalation to 1 hour pre-transplant office 
evaluation to facilitate further discussions and/or completion of the first page of Voicing My 
CHOiCESTM prior to admission.  

Section 9.2: Management of Advance Care Planning document   

Patients may finish as much of the document as they prefer, but it is suggested that, at 
minimum, the “My Signature” and “My Medical Care Decisions” pages are completed.  
Upon completion of the document, the durable copy will be copied for the BMT team with 
the durable document given to the patient. A copy will be scanned in to the department I-
Drive under the patient-specific folder by the BMT Social Worker.  The primary APP/MD 
and/or social worker will keep a paper copy to be put in to the medical chart on admission. 
The ACP discussion and Voicing My CHOiCESTM document participation will be 
documented in the electronic health record as a BMT Clinic Event note titled pre-BMT 
Advance Care Planning.  

At day +30, if the patient is still admitted without expected discharge within one week, 
the inpatient APP will prompt a discussion (or delegate to PANDA, Social Work, or 
Psychology) for re-evaluation of the ACP document with the primary team and/or 
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appropriate personnel and consider updating the document. For prolonged admissions or 
unexpected changes in care, the medical team should consider further discussions with the 
patient regarding advanced care planning decisions.  

10. INTERPRETATION 
See Section 9 “Procedure” 

11. RESULTS REPORTING 
The completed Voicing My CHOiCESTM document will be stored in the patient’s medical 
chart and stored on the BMT share drive. The ACP discussion will be documented in the 
electronic health record as a BMT Clinic Event note titled pre-BMT Advance Care Planning. 

12. LIMITATIONS 
Patients and/or caregivers may not want to participate in advance care planning.  
Participation in these discussions, while encouraged, is completely voluntary.    

13. ATTACHMENTS 
Stem Cell Transplant Checklist  

Voicing My CHOiCESTM  
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Appendix H 
Weekly Audit Tool 

 
Patient 
Code 

Voicing My 
CHOiCESTM 

Completed 

EHR 
Documentation 
of ACP 
Discussion 

Voicing My 
CHOiCESTM 
hard copy 
located in 
patient’s 
chart 

Voicing My 
CHOiCESTM 
uploaded to 
BMT shared 
access drive 

Voicing My 
CHOiCESTM 
easily 
located at 
patient 
discharge 

      

      

      

      

 
0 = No 
1 = Yes 
 


