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Abstract

Objectives—End-of-life planning, known as advance care planning (ACP), is associated with
numerous positive outcomes, such as improved patient satisfaction with care and improved patient
quality of life in terminal illness. However, patient-provider ACP conversations are rarely
performed or documented due to a number of barriers, including time required, perceived lack of
skill, and a limited number of resources. Use of tethered personal health records (PHRs) may help
streamline ACP conversations and documentations for outpatient workflows. Our objective was to
develop an ACP-PHR framework that would be for use in a primary care, outpatient setting.

Study Design—~Qualitative content analysis of focus groups and cognitive interviews
(participatory design).

Methods—A novel PHR-ACP tool was developed and tested using data and feedback collected
from 4 patient focus groups (n = 13), 1 provider focus group (n = 4), and cognitive interviews (n =
22).

Results—~Patient focus groups helped develop a focused, 4-question PHR communication tool.
Cogpnitive interviews revealed that, while patients felt framework content and workflow were
generally intuitive, minor changes to content and workflow would optimize the framework.

Conclusions—A focused framework for electronic ACP communication using a patient portal
tethered to the EHR was developed. This framework may provide an efficient way to have ACP
conversations in busy outpatient settings.
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Advance care planning (ACP) clarifies personal preferences, resulting in written advance
directives (ADs) for future medical decisions in the event of health decision- making
incapacity.12 It helps patients: a) reflect on goals, values, and beliefs; b) consider future
treatment preferences; c) appoint a surrogate decision maker; and d) document their wishes
regarding future medical treatment.3 ACP is associated with improved patient satisfaction
with care, improved quality of life in terminal illness, and better psychological outcomes of
family members after patient death.3-> ACP is also associated with increased use of hospice,
reduced intensive care unit use, and reduced costs for unwanted end-of-life care.® However,
rates of completion remain low (seldom >31%),5-8 even for patients with expected survival
of less than 4 months.3

For providers in a time-limited encounter in the primary care setting, ACP delivery may not
be considered a priority over competing concerns.® Additional barriers—such as a lack of
training and resources, and prognostic uncertainty—have been reported by primary care
providers.19.11 These barriers highlight the need for more accessible and time-efficient
methods for recording patient ACP preferences in primary carel? that integrate nonphysician
clinic providers into the communication process.13 However, a construct for providing
efficient, team-based ACP delivery for outpatient practices is needed to help ensure its
prioritization.

While validated tools for ACP facilitation exist, they require dedicated time and personnel
for administration that are not feasible for many practices. Researchers have recognized the
need for electronic tools that empower patients to engage in ACP,”14-16 pecause currently,
these stand-alone tools do not link documents to the patient’s electronic health record
(EHR), aka personal health record (PHR). In order for providers to access documentation,
the patient must provide it to them to file in the medical record. Therefore, electronic
support tools are a promising approach to translation of validated ACP tools for use in
resource-constrained primary care settings, especially if such tools can automatically
interface with the medical record.

This innovative systems-level solution can achieve higher rates of ACP and AD completion.
Investigation of such a solution remains imperative because of patient satisfaction, disease
understanding, and the economic benefits of well-documented ACP.3-5

METHODS

This study was approved by the Ohio State University Institutional Review Board prior to
commencement.

Study Overview

The framework was developed using a mixed methods approach over 2 phases: phase 1—
initial framework development using review of literature and best practices in combination
with focus group data to inform content; and phase 2—cognitive interviewing of patients to
elicit feedback about the framework.
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The original framework was established through review of best practices, and patient-desired
content was derived from focus-group data. Common themes from delivery methods were
summarized for focus-group participants. An interdisciplinary research team used focus-
group feedback to inform development of the PHR-delivered ACP framework. The
framework was presented during a focus group to all primary care providers practicing at the
study site. Feedback about framework content and distribution was incorporated to create an
initial draft of the PHR-delivered ACP framework. Additional primary-care patient
participants (n = 22) were recruited to complete cognitive interviews. The research team
used feedback from cognitive interviews to further revise the language and layout of the
framework.

Focus Groups (phase 1)

Four patient-participant focus groups and 1 physician focus group were conducted to elicit
preferences for a PHR-delivered ACP framework. These preferences were used to develop
content, language, structure, and workflow for the framework. Four to 5 participants were
recruited to each patient focus group based on best practice recommendations.1” Purposive
sampling was used to ensure robust African American participant involvement. Such
feedback was necessary because African American patients are half as likely as Caucasian
patients to participate in ACP using existing models.18 All primary care providers at the
clinical study site were recruited to participate in the physician focus group.

Take-Away Points

Patient-provider advance care planning (ACP) conversations are rarely documented
because of time required. Patient portals can help improve ACP documentation and
quality in outpatient settings.

. We used input from patients and providers to develop this framework
for an outpatient primary care practice.

. Delivery requires cooperation among patients, physician, and support
staff, but needs much less time than traditional office-based ACP
conversations.

. Testing of the framework in different environments will be essential for
dissemination and uptake.

Phase 1: Patient Participant Focus Groups

Demographics—Nineteen participants were recruited for 4 different focus groups.
Inclusion criteria were: a) current patient at study site, b) aged over 50 years, ¢) diagnosis of
1 or more chronic diseases, and d) taking 1 or more prescription medications. Inclusion
criterion for physician focus group was: primary care provider at study site. Patient
participant focus group demographics are summarized in Table 1. Of the 4 patient focus
groups, 2 had Caucasian participants and 2 had African-American participants. Race-
specific patient focus groups were conducted to ensure that opinions of African American
participants were fully voiced without influence from Caucasian participants.1® Of the 19

Am J Manag Care. Author manuscript; available in PMC 2017 January 08.




1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Bose-Brill et al.

Page 4

subjects recruited, 6 were “no-shows” for their respective focus groups, leaving 13 total
participants. Each focus group had between 2 and 4 participants due to “no-shows.” Of the
participants, no subjects with less than a high school diploma consented to participate in the
study. Six of the 13 participants reported having completed written ADs; no participants
with a completed AD were African American.

Setting and content—All focus groups were facilitated by the same set of co-facilitators
and were given/shown the same materials in order to inform discussion (eAppendix A
[eAppendices are available at www.ajmc.com]). Educational information about ACP and
PHRs were provided to participants at the beginning of the session. Participants were shown
a brief video created by National Healthcare Decisions Day about ACP, and were given an
informational brochure about MyChart, the institution’s tethered PHR, supported by the
Epic EHR system. Educational materials, including a copy of the institution’s AD
informational packet, were presented in binders that were distributed to each participant. The
institutional AD packet contained an informational sheet about ADs, resources for
discussing and developing ADs, and state-specific Health Care Power of Attorney and
Living Will forms.

The binder also contained discussion questions and excerpts of ACP language employed in
validated delivery systems.220-21 Sample questions were selected after review of the CDC’s
summary document on ACP resources for the public.22 Discussions were initiated using a
semi-structured format, each lasting approximately 60 minutes. One Caucasian participant in
the first focus group was noted to be less vocal and participatory than others in the group.

Confidentiality, and the privacy of participants and content, were discussed prior to starting.
The study team gave an introduction to ACP as a framework for conversation. Participants
were subsequently asked about: a) personal experiences with end-of-life decisions and
MyChart use, b) personal preferences on how their ACP plans should be communicated, c)
willingness to use MyChart for ACP, and d) perceptions of sample ACP questions used in
referenced validated face-to-face interventions (see Appendix A).220.21 The same questions
were asked during each focus group. Discussion content was used to develop an initial PHR
communication framework and workflow for provider feedback.

Phase 1: Physician Focus Group

Demographics—The physician focus group was recruited from the practicing physicians
at the study site. All 4 physicians were approached, and all participated in the focus group.
Demographic information about physician participants is summarized below (Table 2). The
physicians at the study site were all younger than 45 years; they had been in practice
between 3 and 11 years.

Setting and content—Physician focus group participants were asked about: a) clinical
experiences with ACP, b) clinical experiences using PHR; c) barriers to ACP in practice, d)
willingness to engage in ACP using PHR, and e) feedback about draft of framework and
proposed workflow. Discussion was initiated using a semi-structured format and lasted
approximately 45 minutes.
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Phase 1: Data Collection and Analysis Methods (all focus groups)

Data were collected through audio recordings and observational notes taken during the focus
groups. Recordings were transcribed using detailed transcription and were transcribed by the
same trained transcriptionist. Study researchers decided on the format of detailed
transcription prior to initiation because it captures not only verbal content, but also
conversational features such as pauses, stuttering, and interruptions. Such factors were taken
into consideration during the analysis of the focus groups to better understand the context of
different comments. This form of transcription helps capture emotions, such as enthusiasm
and discomfort, in addition to content.

Content Analysis Method was selected because it allowed assessment of consensus
categories for framework development. 23-27 Focused tape review of transcripts and field
notes established narrative accuracy of data prior to analysis. Detailed transcripts were coded
alongside field notes by 3 analysts. Each coded the transcript separately, and then compared
results from the independent coding. To ensure confirmability and credibility of findings,
focus group analysis was performed in 5 steps: 1) independent content category
development; 2) independent identification of consensus categories; 3) development of a
written template defining criteria for categories and subcategories (during a meeting among
analysts); 4) initial assessment of inter-rater reliability; and 5) elimination of unreliable
categories after discussion among raters.2” Themes found to be common among the coders
were summarized and considered for framework development. Additional peer debriefing
with 2 members of the research team helped ensure credibility of findings. Content and
consensus categories informed initial framework question development (eAppendix A).

Cognitive Interviews (phase 2)

Following development of the framework, primary care patients were approached during
clinical visits to participate in cognitive interviews. Cognitive interviews were conducted to
receive “real-time” patient participant feedback about the framework, including the content,
structure, and manner in which it would be received (ie, over MyChart).28 Patients aged 50
years or older were recruited to participate in 15-minute interviews during clinical sessions
over a 6-week period. Demographics of cognitive interview participants are summarized in
Table 3.

Participants were instructed to “think aloud” in order to provide immediate feedback on the
content, structure, and layout of the framework as they read through it for the first time. The
research assistants asked probing questions only about comments made by the participants.
If a participant specifically requested help in navigating the PHR or the framework, the
research assistant: a) provided targeted assistance, and b) documented participant difficulty
with the domain for which help was requested. Participant comments were scribed by the
research assistant immediately after the interview. Interviews were conducted until data
saturation was reached.2® Observations were then compiled and used to revise the initial
framework.30
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Focus Groups (phase 1)

Patient focus groups were analyzed using the scissor-and- sort method of transcripts and
scribe notes.3132 Only elements that were identified by all 3 analysts were considered in
assembling the framework. A summary of these elements was compiled and reviewed during
framework development. Patient focus group analysis revealed several common preferences
present in each of the respective groups: a preference for clear language in communication
tools; endorsement of MyChart as a helpful communication tool; a need to qualify and
disqualify preferred decision makers; and a desire to personalize content, often based on
previous experiences (Table 4). These preferences were used to tailor an initial ACP
framework for MyChart.

Cognitive Interviewing (phase 2)

Notes from the interviews were reviewed by 2 independent reviewers; a count of major
themes was taken (Table 5) and categorized into “strengths” and “weaknesses.” Summary
lists were compared and discrepancies were noted. Repeat review was conducted until
analysts reached agreement in summaries.

Two of the most frequently mentioned “weaknesses” of the framework were that it was
difficult to access MyChart—meaning they had difficulty logging in or registering for
MyChart on their own (10 of 22)—and to locate the message within the account (14 of 22).
These comments did not directly reflect the content of the framework, but they were still
important considerations and were subsequently communicated to institutional information
technology (IT) developers. Thirteen of the 22 participants mentioned that they would re-
word questions. Other common themes were discomfort in answering the questions (5 of
22), need for an introduction to the framework (5 of 22), and desire for follow-up and
discussion (5 of 22).

The physician focus group was also analyzed using a scissor-and-sort method.32 Physician
comments were used to prepare a specific office workflow for the framework distribution
and inform a streamlined ACP framework seeking specific ACP elements. Broader concerns
about PHR use and billing that were beyond the scope of ACP framework development and
workflow were communicated with participant permission to IT and medical center
management.

DISCUSSION

The ACP process holds several advantages for patients, yet documentation of ACP and ADs
remain low. The use of an EHR to deliver and support the ACP process could be
advantageous to both care providers and patients, offering a more efficient use of time and
resources. Although stand-alone tools aid in the process, these tools do not interface with
medical records. Our framework allows for ACP documentation to be accessible by the
individual and their medical team when it is most needed. This newly developed framework
serves as a clinical tool, yet retains benefits of patient-initiated electronic ACP
documentation.

Am J Manag Care. Author manuscript; available in PMC 2017 January 08.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Bose-Brill et al.

Limitations

Page 7

Through focus group testing, we determined that patients desired a clear, concise, and
accessible communication tool that would allow them to voice wishes and desires during the
ACP process. Provider feedback indicated that the framework should help patients reflect
and give a starting point for the conversations, but emphasized that they wanted to know
only “vital” information. Providers also voiced their desire for the framework to fit within
the EHR and the clinical workflow. While cognitive interviewing using the framework
confirmed that patients approved of the content and delivery method, it also highlighted the
need for small edits to language and workflow.

The focus groups had a high rate of “no-shows.” In addition, the study results would have
been more generalizable had the study taken place across multiple clinics, not just a single
clinical population. While minority participants were purposively sampled in focus groups,
they were underrepresented during cognitive interviews. The use of only 1 physician focus
group should also be considered, as resulting data may be incomplete. Although data from
physician focus groups were consistent with those of similar studies, inclusion of a larger
number of physicians may have yielded more reliable, complete results. That was not
possible in this study, due to the small number of physicians at the study site. Future studies
involving multiple practices will allow more robust exploration of perspectives about the
framework. Ideally, additional focus groups would have been conducted in order to ensure
saturation of opinion within the study population.

CONCLUSIONS

This project set out to develop a usable, patient-centered ACP framework to improve ACP
documentation. Patient impressions reported during cognitive interviews suggested that
patients found the framework accessible. The use of questions and content vetted by patients
in the target population was an essential component of the development.

Future investigation should focus on larger, more diverse populations in order to improve the
generalizability of this study and the framework. Investigators and providers will also need
to consider how to make the electronic framework more accessible to patients who face
some barrier to navigating or accessing their EHR.

Qualitative evidence would suggest that the developed framework would meet the needs of
both patients and providers as a tool for documentation in the PHR, particularly in primary
care. Incorporating the framework should be done with careful discussions with clinic
providers in order to tailor workflows to individual practices (eAppendix B).

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.

Acknowledgments

We would like to thank the following people for their support over the course of the study: Barbara Longo, Patricia
Strickland, and Ann Henry of Ohio State University (OSU) Internal Medicine and Pediatrics Grandview for their

Am J Manag Care. Author manuscript; available in PMC 2017 January 08.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Bose-Brill et al.

Page 8

administrative support of the project; Rose Hallarn, OSU Center for Clinical and Translational Science, for her
assistance with participant recruitment strategies; Peter Embi, MD, MS, FACP, FACMI, Vice Chair of the
Department of Biomedical Informatics at the Ohio State University for his advice on managing an Epic-based
interdisciplinary study; and Lori Blum, Grants Administration for the Department of General Internal Medicine at

the Ohio State University, for her assistance in budgetary matters. The project described was supported by Award

Number Grant 8UL1TR000090-05 from the National Center for Advancing Translational Sciences. The content is
solely the responsibility of the authors and does not necessarily represent the official views of the National Center
for Advancing Translational Sciences or the National Institutes of Health.

Source of Funding: The project described was supported by Award Number Grant 8UL1TR000090-05 from the
National Center for Advancing Translational Sciences.

References

1. Curd PR. Advance care planning reconsidered: toward an operational definition of outpatient
advance care planning. J Palliat Med. 1999; 2(2):157-159. [PubMed: 15859812]

2. Levi BH, Green MJ. Too soon to give up: re-examining the value of advance directives. Am J
Bioeth. 2010; 10(4):3-22. DOI: 10.1080/15265161003599691

3. Detering KM, Hancock AD, Reade MC, Silvester W. The impact of advance care planning on end of
life care in elderly patients: randomised controlled trial. BMJ. 2010; 340:¢1345.doi: 10.1136/
bmj.c1345 [PubMed: 20332506]

4. Heyland DK, Allan DE, Rocker G, Dodek P, Pichora D, Gafni A. Canadian Researchers at the End-
of-Life Network (CARENET). Discussing prognosis with patients and their families near the end of
life: impact on satisfaction with end-of-life care. Open Med. 2009; 3(2):e101-e110. [PubMed:
19946391]

5. Zhang B, Wright AA, Huskamp HA, et al. Health care costs in the last week of life: associations
with end-of-life conversations. Arch Intern Med. 2009; 169(5):480-488. DOI: 10.1001/
archinternmed.2008.587 [PubMed: 19273778]

6. Temel JS, Greer JA, Admane S, et al. Code status documentation in the outpatient electronic
medical records of patients with metastatic cancer. J Gen Intern Med. 2010; 25(2):150-153. DOI:
10.1007/s11606-009-1161-z [PubMed: 19894078]

7. Bradley NM, Sinclair E, Danjoux C, et al. The do-not-resuscitate order: incidence of documentation
in the medical records of cancer patients referred for palliative radiotherapy. Curr Oncol. 2006;
13(2):47-54. [PubMed: 17576441]

8. Teno JM, Licks S, Lynn J, et al. Do advance directives provide instructions that direct care?
SUPPORT Investigators. Study to Understand Prognoses and Preferences for Outcomes and Risks
of Treatment. J Am Geriatr Soc. 1997; 45(4):508-512. [PubMed: 9100722]

9. Mercer SW, Watt GC. The inverse care law: clinical primary care encounters in deprived and
affluent areas of Scotland. Ann Fam Med. 2007; 5(6):503-510. [PubMed: 18025487]

10. Minto F, Strickland K. Anticipating emotion: a qualitative study of advance care planning in the
community setting. Int J Palliat Nurs. 2011; 17(6):278-284. [PubMed: 21727885]

11. Munday D, Petrova M, Dale J. Exploring preferences for place of death with terminally ill patients:
qualitative study of experiences of general practitioners and community nurses in England. BMJ.
2009; 339:b2391.doi: 10.1136/bmj.b2391 [PubMed: 19605422]

12. Aronsky D, Kasworm E, Jacobson JA, Haug PJ, Dean NC. Electronic screening of dictated reports
to identify patients with do-not-resuscitate status. J Am Med Inform Assoc. 2004; 11(5):403-4009.
[PubMed: 15187069]

13. Jeong SY, Higgins I, McMillan M. Experiences with advance care planning: nurses’ perspective.
Int J Older People Nurs. 2011; 6(3):165-175. [PubMed: 21998862]

14. Green MJ, Levi BH. Development of an interactive computer program for advance care planning.
Health Expect. 2009; 12(1):60-69. DOI: 10.1111/j.1369-7625.2008.00517.x [PubMed: 18823445]

15. Sudore RL, Knight SJ, McMahan RD, et al. A novel website to prepare diverse older adults for
decision making and advance care planning: a pilot study. J Pain Symptom Manage. 2014; 47(4):
674-686. DOI: 10.1016/j.jpainsymman.2013.05.023 [PubMed: 23972574]

Am J Manag Care. Author manuscript; available in PMC 2017 January 08.



1duosnuepy Joyiny 1duosnuely Joyiny 1duosnuey Joyiny

1duosnuep Joyiny

Bose-Brill et al.

16

17.

18.

19.

20.

21.

22.

23.

24,

25.

26.

27.

28.

29.

30.

31.

32.

Page 9

. [Accessed June 1, 2012] Health Information Technology for Economic and Clinical Health
(HITECH) Act. HealthIT.gov website. https://www.healthit.gov/sites/default/files/
hitech_act_excerpt_from_arra_with_index.pdf. Published 2009

Tang KC, Davis A. Critical factors in the determination of focus group size. Fam Pract. 1995;
12(4):474-475. [PubMed: 8826068]

Onwuegbuzie AJ, Collins KMT. A typology of mixed methods sampling designs in social science
research. Qualitative Report. 2007; 12(2):281-316.

Kitzinger J. The methodology of focus groups: the importance of interaction between research
participants. Sociology of Health and IlIness. 1994; 16(1):103-121.

Karel MJ, Powell J, Cantor MD. Using a values discussion guide to facilitate communication in
advance care planning. Patient Educ Couns. 2004; 55(1):22-31. [PubMed: 15476986]

Hammes BJ, Rooney BL, Gundrum JD. A comparative, retrospective, observational study of the
prevalence, availability, and specificity of advance care plans in a county that implemented an
advance care planning microsystem. J Am Geriatr Soc. 2010; 58(7):1249-1255. DOI: 10.1111/j.
1532-5415.2010.02956.x [PubMed: 20649688]

[Accessed February 2, 2012] Advance care planning—selected resources for the public. CDC
website. http://www.cdc.gov/aging/pdf/acp-resources-public.pdf

Onwuegbuzie AJ, Dickinson WB, Leech NL, Zoran AG. A qualitative framework for collecting
and analyzing data in focus group research. Int J Qual Methods. 2009; 8(3):1-21.

Wilkinson S. Focus groups in health research: exploring the meanings of health and illness. J
Health Psychol. 1998; 3(3):329-348. DOI: 10.1177/135910539800300304 [PubMed: 22021395]
Potter, J.; Wetherell, M. Discourse and Social Psychology: Beyond Attitudes and Behaviour.
Newbury Park, CA: Sage Publishing; 1987.

Drew P, Chatwin J, Collins S. Conversation analysis: a method for research into interactions
between patients and health-care professionals. Health Expect. 2001; 4(1):58-70. [PubMed:
11286600]

Moretti F, van Vliet L, Bensing J, et al. A standardized approach to qualitative content analysis of
focus group discussions from different countries. Patient Educ Couns. 2011; 82(3):420-428.
[PubMed: 21292424]

Beatty PC, Willis GB. Research synthesis: the practice of cognitive interviewing. Public Opin Q.
2007; 71(2):287-311. DOI: 10.1093/pog/nfm006

Francis JJ, Johnston M, Robertson C, et al. What is an adequate sample size? operationalising data
saturation for theory-based interview studies. Psychol Health. 2010; 25(10):1229-1245. [PubMed:
20204937]

Drennan J. Cognitive interviewing: verbal data in the design and pretesting of questionnaires. J
Adv Nurs. 2003; 42(1):57-63. [PubMed: 12641812]

Krueger, RA.; Casey, MA.; Donner, J.; Kirsch, S.; Maack, JN. [Accessed June 1, 2012] Social
development papers: social analysis—selected tools and techniques. World Bank website. http://
siteresources.worldbank.org/INTCDD/Resources/SAtools.pdf. Published June 2001

Stewart, D.; Shamdasani, P.; Rook, D. Focus Groups: Theory and Practice. 2. Thousand Oaks, CA:
Sage Publications; 2007.

Am J Manag Care. Author manuscript; available in PMC 2017 January 08.


https://www.healthit.gov/sites/default/files/hitech_act_excerpt_from_arra_with_index.pdf
https://www.healthit.gov/sites/default/files/hitech_act_excerpt_from_arra_with_index.pdf
http://www.cdc.gov/aging/pdf/acp-resources-public.pdf
http://siteresources.worldbank.org/INTCDD/Resources/SAtools.pdf
http://siteresources.worldbank.org/INTCDD/Resources/SAtools.pdf

Page 10

Bose-Brill et al.

"9]eW ‘Al ‘a[eway sayeslpul 4

L T 8 9 6 69 NV 46 €T |ejoL

6 €T 14 0 € 69 NT 'd¢ S uedllsWy uedujvy

S )2 9 9 9 L9 INE ‘4G 8 uelseaned

SuoIIeIIPaIN swia|qold UN020Y LIRYDAIN 9ANOY  9AI10841( S0UBAPY Palo|dwio)  $S800V 18UdslU] sWoH  (SJeak) aby Uelpaly U 4spuss  JaquinN  soey juedionued
uonduiosaid Jo ANy
Jaguinp abedany JaguinN
abeaany

Author Manuscript

T alqeL

Author Manuscript

Author Manuscript

solydesbowaq uedidiued dnois snao4 Jusied

Author Manuscript

Am J Manag Care. Author manuscript; available in PMC 2017 January 08.



1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuen Joyiny

Bose-Brill et al.

Table 2
Demographics of Physician Participants
Provider Number Race Gender  Age (years) Years in Practice
1 Caucasian Male 40-45 12
2 African American  Female 40-45 11
3 Caucasian Female 35-40 5
4 Asian American Female 30-35 3
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Table 3

Cognitive Interview Participant Demographics (n = 22)

Demographic Number of Participants
Age range

52-65 years 16

66-75 years 4

75-90 years 1

291 years 1
Average age, years 62
Median age, years 58
Gender

Male 8

Female 14
Minority participants 2

F indicates female; M, male.
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Table 4

Emphasized Preference

Question Posed

Sample of Supporting Quotations

Patient Focus Group Themes

A desire for clear language

What do you think
about the presented
format to help you
document your
preferences?

“1 would like to see...the various levels of care that could happen in the event
that | cannot communicate, starting with a DNR at the top, which | think is
probably the highest level.”

“There are [emphasis] levels in between that [DNR] and just giving me an
aspirin.”

“Explain what the different options are.... The DNR and the ‘withhold’—
explain that better.”

What did you think
about the forms and the
language used?

“I thought it was very clear, very concise. | was, um, glad to see that definitions,
words defined because, uh, one person’s concept of a word may not be what is
legally the meaning.”

“The language wasn’t so medical or legal that it wouldn’t be clear to a
layperson.”

Endorsement of MyChart as a
helpful communication tool

Do you think MyChart
would be helpful for
ACP documentation?

“My doctor gets back to me right away. It is so easy to use. | don’t know what |
did without it.”

“It gives the person the time and that chance to do it [ACP] whenever they feel
like it pretty much.”

“I could do it [ACP] in the middle of the night, or I could do it when I first wake
up or however | feel.”

*“You can do it [ACP] when you’ve got the time to do it.”

“Sending out ACP questions through MyChart would make it easier for doctor to
answer the questions without taking up too much time.”

A need to qualify and
disqualify preferred decision-
makers

Are there any questions
that you feel must be
included in the
electronic
questionnaire?

“Is there anyone you specifically would NOT want involved in helping to make
healthcare decisions on your behalf?” (Echoes: “mmm-hmm.”)

“My husband and | put it in writing, if | get really sick, the forms say ONLY MY
SON (emphasis) will make decisions for me, NOT my daughter.”

“Cuz when you’re sick and in bed, you can’t do nothin’, you can’t talk, you
can’t tell nobody— so somebody gonna say somethin’... Who? You have to give
it to a family member? Which I wouldn’t trust.”

“Everybody has one in their family.”

A desire to personalize content,
often based on previous
experiences

Are there any questions
that you feel must be
included in the
electronic
questionnaire?

“Past experiences, um, with loved ones and family members, uh, can definitely
shape your opinion how you face, uh, situations for yourself.”

“It seems to me that the, um, your previous experiences will certainly influence
and probably inform the choices you have.”

“Any problems, issues, or even successes that are in your [health] experience,
probably want to be discussed with the doctor.”

Is there anything else?

“It would be great if there was a page for this kind of stuff, you know.”
“l could write an essay on this stuff [ACP].”

Wanting to know “vital” information only

“Reflect away! Reflect away! Just don’t give me the answers!”

“Or you know—so those are, those are things that | need to know as far as
medical decision making for that patient.”

“Are there any important details that you, after doing this reflection, are there
any important details | should know, such as—maybe give them a few examples
or something like that.”

not clinical decision making

Application of broad questions for reflection purposes only,

*“... it’s such a broad question, | fear what might come back.... Do all of that
thinking and then come back to me and let me know what is it that either | can
help you with or that you want me to do.”

“If you don’t know where to start, here’s a great question for you to start with:
What is quality of life? What’s important to you? But yeah, as far as this like
return to me, like—yeah, no, no thank you.”

the EHR

Accessibility of the framework in a uniform location within

“...There isn’t really a place that we can put that where people are going to find
it. I’ve tried to put in, you know, if a patient says, “Oh, 1’d really like my sister,
and not my mom.” Like | put that down, but is anyone really going to look at
that? | don’t know.”

“So it needs to become this kind of cultural shift to some extent as far as—it’s
there, it’s in a consistent spot, and people go to look for it.”

“...It’Il be interesting for me to know, to learn more about my patient, but it...|
don’t want that to be, | don’t want those other really important things to be lost.”
“...That has to be, and then, in the ideal world, that’s in some part of the chart
that everyone can access...”
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Emphasized Preference Question Posed

Sample of Supporting Quotations

Staff support for responses to patients

“Structurally to have support staff do it and trained to do it because it’s not really
anything that other people can’t do.”

“...The staff sees that there’s someone scheduled for a physical or one of our
high-yield patients are scheduled for an appointment next week, that you could
send out some information about advance care planning that they could complete
before the visit, send to me before the visit, I can review before the visit. Then
that makes the conversation in the room much more focused and shorter.”

Desiring reimbursement for time spent on MyChart-based
ACP communication.

“But it’s not well reimbursed and so it’s a matter of, you know, how much time
are you willing or able to spend there too? So right now there’s—the only big
incentive to use it is to make people happy.”

*...Because it’s so poorly reimbursed and takes so much time, is that is a
supplement for your care in the office and not a replacement for your care in the
office ...So if it’s a supplement, fantastic. If it’s a replacement, it’s just going to
end up consuming too much time.”

Facilitator: “So are there other things that would make the whole MyChart
process more appealing to you or easier to you?”

Reply: “I think if it were reimbursed and we would get credit for the time—"
Facilitator: “And is that a possibility? Is there a push for that at all?”

Reply: “In theory, there are some things that you can be reimbursed for, but one
of the problems is that it can’t be physician-initiated.”

ACP indicates advance care planning; DNR, do-not-resuscitate order; EHR, electronic health record.
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Table 5

Summary of Cognitive Interviews

Strengths of Framework

Easy to read/good layout (15 of 22)

Participants easily responded to framework (20 of 22)

Participants liked questions or thought it was good to think about the questions (7 of 22)

Weaknesses of Framework

Difficult to locate message in MyChart (14 of 22)

Discomfort in answering questions (5 of 22)

Difficulty accessing my chart—couldn’t remember log-in info (10 of 22)

Re-wording of second and third questions (13 of 22)

Unsure how framework would be used/needs more introduction (5 of 22)

Need for provider follow-up/contact (5 of 22)

Permanence, fitting with existing advance directives (5 of 22)
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