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Abstract 
Background: End-of-life discussions rarely begin early in a patient’s disease course due to the time intensive nature of 
these conversations. Neglect of such conversations often results in poor understanding about a patient’s care preferences.  
Electronic health record (EHR)-tethered Personal Health Records (PHRs) are being used more widely in chronic disease 
management and may provide a time efficient vehicle to embark on early end-of-life conversations, also known as 
Advance Care Planning (ACP). 

Objective: To investigate cultural differences among elderly patients in willingness to engage in electronic ACP 
communication using EHR-tethered PHRs. 

Methods: Qualitative exploratory study. Four focus groups (2 Caucasian Groups and 2 African-American Groups) were 
conducted, with purposive sampling of patients over 50 years old to represent culturally diverse views on ACP and use of 
the EHR. Focus groups lasted 60 minutes and were led by 2 consistent co-facilitators. Participants were identified on 
clinical schedules of an outpatient Midwestern primary care practice over a 30 day period. 

Results: Caucasian participants responded more enthusiastically to PHR-based ACP than African-American participants. 
Discomfort for PHR-based ACP communication stemmed from: lack of computer access; uneasiness with technology; 
potential loss of human interaction; lack of opportunities for family-centered decision making; and fear of 
misrepresentation.  

Discussion: PHR-based ACP tools may improve delivery, but need individualization for cultural needs of patients.  
Further investigation is needed to develop tools specific for African-American patients and to reproduce findings in a 
larger study.  
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Conclusions: In order to ensure applicability to African-American patients, PHR-based ACP tools must incorporate 
strategies such as: face-to-face interaction; follow-up communication from trusted medical providers; and family 
engagement.  
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1 Background 
End-of-life communication is a necessary part of chronic disease management. Early end-of-life discussions help clarify 
preferences for future medical decisions in the event of health decision-making incapacity [1, 2]. The process of early, 
proactive end-of-life communication is known as Advance Care Planning (ACP). ACP helps patients to: (a) reflect on their 
goals, beliefs, and values; (b) consider future medical treatment preferences; (c) appoint and prepare a surrogate 
decision-maker; and (d) document their wishes regarding future medical treatment [3]. There are a number of favorable 
outcomes associated with ACP, including: increased satisfaction with care; improved patient quality of life in terminal 
illness; and better psychological outcomes for family members after patient death [3-5]. 

Although advance directive (AD) completion rates of up to 70% have been reported in community dwelling elders, the 
national prevalence for completed AD among the general population is only 15%-25% [6-8]. ACP and AD documentation 
rates reflected in the medical record are even lower, generally between 5%-20%, even in patients with expected survival of 
less than six months [9-11]. An even smaller percentage of minorities participate in this process. African-Americans are 50% 
less likely than their Caucasian counterparts to engage in formal, written directives such as a living will [12] and only 
somewhat less reluctant to participate in informal conversations about ACP [13]. More research is needed to understand 
variables that account for differences in ACP among various population groups. 

Nurse-led AD conversations have been shown to increase ACP documentation [14]. Outpatient strategies to include and 
empower registered nurses (RNs) to have ACP conversations with patients need to be further developed [15]. Electronic 
health records (EHRs) have increased collaboration and engagement of RNs in primary care, often making the registered 
nurse the front line of communication with patients with complex chronic illness [16]. Therefore, integrating EHR-based 
ACP communication into primary care workflows may be a mechanism for increasing registered nurse involvement in the 
ACP process. 

Patients consider ACP initiation to be the physician’s responsibility and desire to start this discussion in times of health [17]. 
Routine ACP delivery, however, may not be prioritized by the physician in the time-limited clinical encounter over more 
urgent competing concerns [18], highlighting: (1) the need for more time efficient methods for recording patient ACP 
preferences [19] and (2) the need for nursing providers to be integrated into the communication process [15]. Employing a 
team based, registered nurse-centered approach to ACP can help ensure that communication is prioritized. Increasing these 
strategies has been a large part of the National Institute of Nursing Research’s strategic planning statement [20]. 
EHR-tethered Personal Health Record (hereafter referred to as PHR) ACP communication may help overcome barriers 
and serve as scaffolding for registered nurse-centered, team-based communication [21].  

The Medical Library Association/National Library of Medicine Joint Electronic PHR Task Force defined a  PHR as “a 
private, secure application through which an individual may access, manage, and share his or her health information…[It] 
is not synonymous with the EHR ”(pg 244) [22]. PHRs allow for ongoing communication between patient and primary care 
provider. PHRs also aid individuals in taking a more active role in health management and decision-making [5]. PHRs 
make up-to-date, personal health information accessible to patients. This portable accessibility is especially important for 
patients with complex chronic disease, who are often seen by different care providers [22]. Nationally, it is estimated that 
nearly 78% of Americans use the internet while 61% seek health information online [23]. PHR-based provider-patient ACP 
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communication has the potential to: (1) reach a wide patient audience; (2) maintain ongoing clinical communication 
contact; and (3) reduce the amount of face-to-face clinical time required for discussions [21]. PHR-based ACP 
communication can use patient-centered language rather than formal legal language typically found in traditional AD 
forms [12].  

Despite the potential benefits of PHR-based ACP communication, disparities exist among patients who currently use 
PHRs. Populations who experience health disparities are less likely to use PHRs. For example, when compared with 
Caucasian patients, African-Americans are 50% less likely to adopt a PHR [24]. Other variables beyond race (e.g. limited 
education, lower socioeconomic status, and limited electronic connectivity) may contribute to some of these findings.  
These suppositions highlight the need for additional research on variables accounting for differences in both ACP and 
PHR use, especially in the context of national initiatives to bolster use of PHRs for a variety of health maintenance and 
planning purposes [12, 18, 24]. 

Differences in ACP completion rates and PHR use emphasize the need to develop PHR-based ACP to integrate 
African-American patient opinions and perspectives. These perspectives can be subsequently applied to other arenas of 
PHR communication to improve PHR engagement of vulnerable populations. 

The purpose of this study was to qualitatively examine differences in Caucasian and African-American opinions toward a 
PHR-delivered ACP tool. These opinions were assessed through focus groups investigating willingness to use PHR-based 
ACP communication. The authors’ goal was to inform the creation of culturally sensitive, electronic ACP communication 
tools to be employed in a primary care setting. 

2 Methods 
The study was approved by the Ohio State University Institutional Review Board. 

Patients over the age of 50 years old were identified on the clinical schedule at an outpatient primary care practice located 
within the a large Midwestern medical center over a 30 day period. These patients were then systematically approached for 
participation during their office visit by a study recruiter. For those who consented to participate, the recruiter gave them 
the information about where and when the focus group would take place. Twenty-four to 48 hours before their respective 
focus group was to be held, a reminder phone call was placed to each patient who had agreed to attend. Focus group 
recruitment was purposive (with consented patients assigned to either African-American or Caucasian focus groups) in 
order to elicit distinct African-American and Caucasian perceptions and avoid any diffusion of opinions from one ethnic 
group to the other; participants were selected to represent culturally diverse views on ACP and use of the EHR. 
Recruitment for each focus group stopped when the group reached a capacity of 5 participants. This number was informed 
by a preliminary literature review which indicated this to be the ideal number of participants so that opinions and thoughts 
could be shared equally among participants [25-27]. Four total focus groups were conducted, 2 Caucasian (2 groups of 4 
participants) and 2 African-American (one group of 4 participants and one group of 2 participants). Although patients of 
other ethnicities were approached for recruitment, none consented to participate in the study. 

To maintain continuity, all focus groups were led by the same pair of co-facilitators, one facilitator was Caucasian and the 
other was Asian. Both co-facilitators had previously lead focus groups and were guided in the discussion by the same set of 
questions for each focus group. An African-American physician from the clinic was present during the African-American 
focus groups. The physician was not asked to facilitate, but was present to help minimize any influence of not having an 
African-American facilitator. 

Prior to the start of each focus group, demographic information and informed consent were obtained from each participant 
by the study coordinator. While the study coordinator did not participate in the discussion or facilitation, the study 
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coordinator did take detailed notes about the focus group in the event that a recording did not work properly or was 
damaged. Focus Groups took place on weekday evenings after clinic hours in the main waiting area of the clinic from 
which the participants were recruited. Focus Groups were conducted here because it was a location familiar to participants. 
The focus groups were conducted after hours to: (1) provide the participants with privacy from routine clinical activities; 
(2) to allow participants with jobs to attend; (3) to allow participants dependent on others for transportation to attend.  
Snacks and beverages were provided during the focus groups.  Participants were mailed a $25 grocery gift card as 
compensation for their time. Educational information about ACP and PHRs were provided to participants in oral and 
written format at the beginning of the session. Patients were shown a video about ACP and given a brochure about 
MyChart, the institution’s PHR, supported by the Epic EHR system. Educational materials, including the institution’s AD 
information packet, were presented in a binder distributed to each participant. The binder also contained a copy of 
discussion questions and excerpts of ACP language employed in validated delivery systems [2, 25, 28]. After these materials 
were presented, discussion was initiated using a semi-structured format. 

Table 1. Focus group discussion questions 

Patient Education 
Everyone agrees that we should hand out educational materials to our patients. What do you think of our 
materials at Ohio State? 

Personal Goals 
and Values for 
Maintaining 
Quality-of-Life 

We need to know what gives 
your life meaning and 
quality.  
  
Do you like any of these 
questions? 
  
How would you ask this in 
your own words? 

What does living well mean to you? 
What gives your life meaning? 
What fears or worries do you have about your illness or medical care? 
What sustains you when you face serious challenges in life? 
What makes life meaningful or good for you now? 
Some people feel a time might come when their life would no longer be worth 
living. Can you imagine any circumstances in which life would be so 
unbearable for you that you would not want medical treatments used to keep 
you alive? 
  

Selection of a 
Healthcare Agent 
or Proxy 

You should appoint someone 
to speak for you in case you 
can’t speak medically for 
yourself.   
  
How can we find out from 
you who that person is? 
  
  

Do you have someone assigned to make medical decisions for you in case you 
become too sick to speak for yourself?   
Would this person be (1) willing to accept the responsibility; (2) able to make 
difficult decisions under stress?   
Have you talked to this person about your goals, values, and beliefs? Will the 
person make decisions that honor your wishes?  
 How closely should they follow your wishes? (versus doing what they think 
is best for you when decisions are made?) 
Is there anyone you specifically would NOT want involved in helping to make 
health care decisions on your behalf? 

Belief System 
Often, your beliefs influence 
how you want to be cared for 
when you are very ill.    

Think about what is important to you in relation to your health.  
What, if any, religious or personal beliefs do you have about sickness, health 
care decision-making, or dying? 

Past Experiences 

Your past experiences with 
loved ones with serious 
illness can shape how you 
wish to be cared for. 

Have you or other people you know faced difficult medical treatment 
decisions during times of serious illness? 
How did you feel about those situations and any choices that were made? 

Each discussion lasted approximately 60 minutes and explored patient preferences for electronic ACP communication and 
desired structure of a PHR communication tool. Discussion from all groups resulted in robust conversations with all 
members contributing to the discussion, with exception of one Caucasian participant in the first Caucasian focus group 
who was noted to be less vocal and participatory than others in the group.  

The discussion began with an introduction of the facilitators and a reminder of the discussion topic. Participants were 
reminded that the discussion was confidential and to refrain from using any identifying information in the conversation 
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because it was being recorded. The discussion followed a semi-structured format; the same questions were asked during 
each focus group (see Table 1). This format allowed participants to freely discuss the subject matter and share experiences, 
thoughts, or opinions.  

Data were collected through audio recordings of the focus groups, which were then transcribed using detailed transcription 
(a transcription method that records not only verbal content, but conversational features such as pauses, stuttering, and 
interruptions). All focus group recordings were transcribed by the same trained transcriptionist. Study researchers 
discussed the format of detailed transcription before transcription took place. Notes were also taken at the time of the focus 
group by the study coordinator. Focus Group 1 was only partially transcribed due to corruption of the audio recording.  For 
this focus group, a scribe’s handwritten notes were reviewed to identify discussed themes instead of the detailed 
transcripts. 

Qualitative data was analyzed using techniques of discourse analysis, conversation analysis, and micro-interlocuter 
analysis. Each method was used in order to obtain different information from the discussion pertinent to the goals of the 
study; discourse analysis was used to determine the level of comfort that focus groups participants exhibited while 
discussing the topic; conversation analysis and micro-interlocuter analysis were used to determine the content and themes 
present in the conversations [26, 27, 29, 30]. Several measures to ensure confirmability and credibility of findings were 
completed. Detailed transcripts were coded alongside field notes by 3 independent coders to establish inter-rater 
reliability. Each coded the transcript separately, and then came together to compare results from the independent coding. 
The three coders were study personnel representing three distinct disciplines; medicine, biological sciences and public 
health. Focused tape review was conducted to verify the accuracy of detailed transcripts and assess intonation. Themes 
found to be common between the 3 independent coders were summarized. In order to ensure narrative validity, two 
different researchers (one qualitative researcher with a background in nursing and an expertise in shared decision making 
and another researcher with an expertise in linguistics, separately reviewed focus group materials and corresponding 
summaries). In addition, summaries were verified after review of original transcripts by a linguist. Additional peer 
debriefing was conducted with 2 members of the research team to ensure credibility of findings. 

3 Results 

3.1 Demographics 
A total of 19 subjects were recruited to four different focus groups, 2 Caucasian and 2 African-American. While attempts 
were made to recruit 5 participants to each of the four focus groups, due to time and scheduling constraints, only 4 
participants were able to be recruited to one of the African-American focus groups. Of the 19 subjects recruited, 6 were ‘no 
shows’ for their respective focus groups (2 Caucasian and 4 African-American), leaving 13 total participants. Of those 
participants, 5 were African-American and 8 were Caucasian. The two Caucasian groups consisted of 5 and 4 members 
each while the two African-American focus groups consisted of 4 and 2 members each. All participants were made aware 
of the time and date of the focus group prior to their agreement to participate. All participants were given reminder phone 
calls 24-36 hours before their respective focus groups to minimize the number of “no-shows”.  

Ages among the groups ranged from 56-85 years, with a median age of 67. Education level among the participants varied, 
but no participants who consented to participate in the study had less than a high school diploma. Three participants had 
completed high school, 3 had completed some college, 1 had a technical degree, 4 had a 4-year college degree, and 2 had 
a graduate degree. Six of the 13 participants reported having completed a written AD; none of the participants with a 
completed AD were African-American. Nine reported having home internet access; and 4 reported having a ‘smartphone’. 
Eight participants reported having active PHR (MyChart) accounts; 6 of these participants were Caucasian and 2 were 
African-American (see Table 2). 
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Table 2. Demographic Data for Focus Group Participants (by Race) 

Focus Group 
Participant 

Race 

Number of 
Participants 

Gender 
Median 
age 

Home 
Internet 

Access 

Completed 
AD 

Active  
MyChart 

Account 

Average 

Number of 
Active 

Problems 

Average 

number of 
prescription 

medications 

Caucasians 8 
Female 5/8 
Male 3/8 

 67 6/8 6/8 6/8 10 5 

African 
-American 
Total 

5 
Female- 4/5 
Male- 1/5 

69 3/5 0/5 2/5 13 9 

Total 13 
9 Female 
4 Male 

69 9/13 6/13 8/13 11 7 

 

3.2 Focus group summaries 

3.2.1 Caucasian focus groups 
Six of eight Caucasian participants reported that they had completed an AD. All those who completed AD were aided by 
attorneys, and only one participant had explicitly discussed the AD with a physician. Although participants endorsed some 
discomfort with end-of-life experiences and discussions, they generally seemed comfortable with ACP discussion because 
a majority of them had experienced the death of loved ones. Participants felt that discomfort with ACP conversations was 
driven by the physician’s unwillingness to engage in ACP, not the patient unwillingness to discuss the topic. Participants 
voiced that completing different kinds of ADs were complicated; they felt that electronic communication could simplify 
the ACP documentation process (See Tables 3 & 4). 

As a whole, participants were enthusiastic about using MyChart for ACP. Some of the reasons cited for approving of 
MyChart in ACP were ease of use, the ability to clearly share information with care providers and loved ones, and 
documentation of their wishes in their own words.  

Participants did vary in preferred format of MyChart based ACP. Whereas some preferred opportunities for unstructured 
reflection, others felt that only essential elements of ACP should be included in the communication framework and 
preferred that questions about future care decisions be condensed into small messages (See Tables 3 &4). 

3.2.2 African-American focus groups 
None of the participants in either focus group reported completing a written AD or having communicated with their 
medical provider about ACP or AD. Some participants reported feeling personal discomfort in broaching the topic of 
end-of-life care. Although participants believed it was important to engage in ACP conversations with providers, 
participants differed as to whether patients or physicians should start ACP conversations, and they were unsure how 
providers and patients should ideally broach these conversations. Some participants had talked with family or loved ones 
about wishes for future care, but had yet to write them down, whereas other participants faced resistance when attempting 
to engage in discussions about future care. 

Participants indicated that they would be willing to try a system like MyChart for the purpose of ACP, but issues such as 
limited internet connectivity or fearing loss of personal interaction with the physician were potential barriers to use.  
Participants also explained that they needed human interaction to supplement electronic communication in order to ensure 
their comments were not misunderstood. One participant noted that she might delete important messages if they did not 
appear to be from a trusted source. They valued the potential of MyChart communication in ACP to allow thought and 
reflection. Participants reported that they would be more likely to engage in MyChart communication for ACP if loved 
ones, such as children, could access the tool with them in a proxy or collaborative capacity (See Tables 3 & 4). 
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Table 3. Similarities between Caucasian and African-American participants 

Similarites Support Quotes 

Need for ACP Communication 

“Personally, um, I think that I would just need the um like the 
living will and um, because I’ve, I’ve, I’ve already begun 
talking to my family about if something happens to me and I 
can’t speak for myself… So I guess it’s, it’s [clearing throat] 
more of putting it down on paper so that no one forgets or 
whatever.” (African-American participant, Focus Group 4’ pg2) 
 
“You certainly need to have that conversation with your doctor 
and your significant others.”  
(Caucasian participant Focus Group 3, pg 4) 

Desire for Physician Feedback 

 
“It seems to me that the um, your previous experiences will 
certainly influence and probably inform the choices you have. 
And if you’re having a discussion with your caregiver—with 
your doctor, any problems, issues, or even suc-successes that 
are in your experience, probably want to be discussed with the 
doctor” (African-American participant, Focus Group 4, pg 16) 
 
“Also, the doctors, or the health providers or even nurses could 
talk to the patient and ask if they would like some more 
information just like you suggested.” (Caucasian participant, 
Focus Group 3, pg 4 ) 

Facilitating a Complex Process 

 
“I mean, it’s a complex—it can be a very complex deal. It might 
be real simple, but could be very complex. But I already know 
how I feel about the POA and the living will. So boy I’d like to 
get those just off my plate and done right now. As you said, it 
took us at least two years to get through that process.” 
(Caucasian Participant, Focus Group 3, pg 6) 
 
“Or if they come back to the next day follow-up visit, they could 
take it home with them bring it  back with them. But why would 
I do that? Or if they want to talk beforehand have the  doctor talk 
about it” 
(African-American participant, Focus Group 1, pg 2) 

Personal Experiences Influence ACP Opinions 

 
“Uh, I have one child who-who thinks she should just fight on 
and fight on and fight on. And um, I, that, it really worries me 
that when my time comes that she, she may be a problem. [slight 
chuckle] Ah, I think the others will be fine with my choices, but 
she might be difficult. But we’ll talk about that later I bet.” 
(Caucasian Participant, Focus Group 3, pg 6) 
 
“What prompted mine, me talking to my family about it, was uh, 
well, my father died in ’92. And so, and I just thought his 
funeral was like kinda crazy [slight chuckle], you know, 
relatives-wise, and so then I started talking about how I want 
things at that point” 
(African-American participant, Focus Group 4, pg 2) 
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Table 4. Differences between Caucasian and African-American participants 

Differences Supporting Quotation 

Enthusiasm vs. Suspicion About PHR 
Use in the ACP Process 

“I think using the MyChart correspondence because it’s so simple and it’s easy to use. If 
something pops up, you know, I send to [my physician] a question, and she sends me back 
a response and, and it can be used for anything including this kind of process I think.” 
(Caucasian participant, Focus Group 1, pg 2)  
Vs.  
“I have my reservations and fears because so much is done with computers. And they’re 
used for wonderful things but things too that make me leery when you hear things that go 
on. I told you I’m from the cave. I told you that. But I don’t know.” (African-American 
participant, Focus Group 2, pg 18) 

Willingness to Use PHR 

“I do not own a computer. I have a basic cell phone. I mean, I am just overwhelmed with 
computers, you know.” (African-American participant, Focus Group 2, pg 15) 
Vs.  
“[Security issues] were actually [there] even before even MyChart was there, but I don’t 
have those concerns. It’s no less secure to me than a piece of paper sitting back there that 
ten different staff members can see. (Caucasian participant, Focus Group 3, p 18) 

Effect of PHR Communication on 
Provider-Patient Relationship 

 
“Absolutely. But I mean, it’s, it’s good, I mean, this is wonderful in its place, but there’s 
nothing like people meeting one another and you see that, you see a face and you 
experience that person, you know.”(African-American participant,  Focus Group 4, pg 19)
Vs. 
“I wouldn’t expect the doctor or the nurse or the physician assistant to take the time and to 
go through all of this [ACP], but they could identify the people, then maybe they could use 
MyChart to communicate with them…” (Caucasian participant, Focus Group 2 pg 3) 

3.3 Analysis summaries 
Our analyses supported the separation of information by race/ethnicity, demonstrating some similarities but important 
differences between the Caucasian and African-American participants. 

3.3.1 Analysis summary of Caucasian focus groups 
In general, participants responded enthusiastically to the idea of using MyChart for ACP. Many felt that because MyChart 
was easy to use for other purposes, using it for ACP would also be easy. Although the majority of the participants thought 
talking with their care provider about ACP were important, few had done so. However, many had consulted legal advice in 
completing AD. Most participants expressed a strong desire to clearly communicate individual wishes for future care to 
loved ones and health care providers with the expectation that wishes would be honored. Participants seemed generally at 
ease with discussing end-of-life experiences over MyChart because they could accurately display their personal wishes in 
their own words. 

“If you send out these questions by MyChart, I have time on my own to think about what my answers should be.  
There should not be a word limit either.” 

However, this level of comfort was not universal, as evidenced by one withdrawn, less communicative participant. 

Note from scribe: One participant was very quiet during discussion- mentioned that she had not prepared any 
ACP documents but had conversations with her daughter. She had once activated MyChart, but was not sure how 
to use it.  
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3.3.2 Analysis summary of African-American focus groups 
Participants were generally cautious of using MyChart for ACP; reasons included lack of computer access, discomfort 
with technology, and potential loss of human interaction. Participants valued being known by the health care provider, and 
many feared that electronic communication would cause misrepresentation. Participants seemed somewhat uncomfortable 
discussing end-of-life care in the health care setting. Many wanted integral family and trusted health care provider 
inclusion in MyChart communication and ACP discussions.  

“There is nothing like people meeting each other. You see a face and experience the person. [For MyChart to 
work] it would be better if it were a part of the discussion, not the sole part.” 

“So much goes on with computers that I have fears and reservations about them.  There are wonderful things and 
not so wonderful things.” 

4 Discussion 

4.1 Discussion 
PHR-based ACP could serve as a valuable tool in order to provide patient-centered care and reduce unwanted healthcare 
interventions. While our study suggests that this type of tool would be acceptable to some patients, our findings also 
suggest that there will be some racial and ethnic differences in acceptability. Further, our results point out that it will be 
important that any electronic ACP discussions be closely accompanied by face-to-face interaction, close communication 
from the care provider, and integration of co- or proxy decision makers, especially with African-American patients. 

Current literature suggests that African-Americans, when asked about future treatment preferences, generally prefer more 
aggressive care plans than Caucasians in chronic disease and advanced illness [31-34]. Additionally, several studies indicate 
that African-Americans are much less likely to use hospice services than Caucasians [32-35]. Although major differences in 
care preferences have been reported, African-American patients engage less frequently in discussions to voice care 
preferences [31]. The cultural factors for limited engagement in ACP conversations remain poorly understood [33, 36, 37], even 
though communication about developing end-of-life care plans must be individualized [38]. ACP ensures that patient 
preferences at the end-of-life are well-informed and honored; yet, racial minorities with advanced illness are 
disadvantaged compared to their Caucasian counterparts [32]. Continued investigation beyond this study is required to 
incorporate African-American patient communication preferences into novel ACP strategies. 

Review of PHR literature consistently demonstrates reduced use by non-whites.  For example, Kahn demonstrated that 
patients who used a PHR based safety net program for HIV were more likely to be male, Caucasian, and non-Hispanic [39]. 
Numerous studies from varied health systems have demonstrated that African-American patients have lower odds of 
activating, logging on, and using PHR [24, 40, 41] than Caucasians. These studies all concluded that despite the promise of 
PHR in improving chronic disease management, its use has the potential to increase existing communication health 
disparities between Caucasians and African-Americans. However, African-American patients have reported belief that 
PHR use would improve personal health care understanding [42]. Strategies such as coupon incentives for groceries,  
kiosks, [43] and family engagement [44] have improved African-American engagement of PHR, suggesting that barriers to 
African-American PHR use are not insurmountable. Although not discussed in our focus groups specifically, research 
suggests that PHR-based communication for ACP for African-American patients would likely need more marketing and 
incentives for use than for Caucasian patients in order to overcome voiced concerns. 

4.2 Study limitations 
This study had a relatively small number of patients involved in the focus groups.  While a satisfactory number of patients 
were initially recruited to participate, there were a large number of “no shows”, particularly in the African-American 
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groups. One factor that may have influenced African-American participation is recruitment by a Caucasian study recruiter. 
The study’s qualitative design with purposive sampling and small sample size have limited the ability to determine 
whether race was the primary factor in driving perceptions about PHR-based ACP communication. The strength of such 
conclusions could be improved if replicated in additional focus groups or through surveys in a representative sample. 

The corruption of the audio recording of the first group (a Caucasian focus group) limited the detailed analysis of the 
recording and transcription. While notes were transcribed during the discussion, the corruption of the recording before 
complete transcription did not allow for more in-depth analysis of the conversation. 

Although all focus group participants had completed high school, represented groups were not the same with respect to 
educational level, home internet connectivity, MyChart use, and AD completion.  The demographic differences between 
the Caucasian and African-American groups likely influence reported perceptions in ways that are difficult to quantify. 

Ideally an African-American co-facilitator would have been present in order to minimize any influence on conversation as 
it is possible that African-American participants may have connected more with someone of their own race. 

5 Conclusions 
Addressing patient-reported barriers to using PHR in the context of ACP may result in generalizable strategies for 
improving other electronic chronic disease management communication for African-American patients. Our work 
suggests that strategies such as family integration, clinic on-site connectivity, and face-to-face support may result in more 
appealing PHR applications for African-American patients. 

As PHR use increases in the outpatient setting, it provides an innovative mechanism to potentially improve ACP care 
delivery [21]. However, just as face-to-face ACP discussions must be tailored to meet patient needs, PHR-based ACP must 
be individualized in order to be effective. Limited investigation has been conducted on the effectiveness of PHR based 
ACP communication. Our findings suggest that different PHR delivery formats for African-American and Caucasian 
patients in our population could help encourage use. 

Increasing the use of such a tool can better involve RNs in communication because much of the PHR-based interactions 
are filtered through RNs. This data is being used to develop an RN- centered PHR communication tool for the outpatient 
environment that is culturally sensitive to both Caucasian and African-American patients. 

These findings can help guide and inform design of PHR-delivered ACP intervention tools for use in outpatient clinical 
practice, especially primary care. Such interventions must be culturally relevant to patients from many cultures and also 
made accessible to patients who have limited internet connectivity/ experience or increased reliance on family caregivers 
for communication. The growing use of EHR/ PHR makes it imperative that all patients, regardless of race or connectivity, 
have workable mechanisms to engage providers in electronic communication, including discussion about ACP. Further 
investigation is needed to understand how to adapt developed clinical tools to improve usability not only in 
African-American patients, but also those with limited connectivity.  
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