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ABSTRACT 

This pilot study investigates the feasibility and provides a limited efficacy testing of an 

innovative intervention, the Thinking Ahead Project (TAP), designed to increase acceptability of 

advance care planning (ACP) among African Americans. A mixed-method randomized control 

trial (RCT) was conducted to examine the feasibility and efficacy of the TAP intervention. 30 

African Americans aged 45 and above were recruited and randomized to either the intervention 

group (n=15), or the control group (n=15). Feasibility was assessed with a program satisfaction 

survey. ANCOVAs and/or regression analyses were conducted to assess the effect of the 

intervention on the primary outcomes, including acceptability, knowledge, preference, and 

intention to complete an advance directive (AD). Semi-structured interview data were analyzed 

using thematic content analysis to identify barriers to engage in ACP discussions, strategies to 

overcome barriers, stages of health behavior change, and experiences during the TAP 

intervention.  

Feasibility data demonstrated successful implementation and acceptability of the multi-

component TAP intervention. All participants reported increased intention to complete an AD at 

post-intervention regardless of the group assignment. A significant increase in knowledge from 

baseline to post-intervention was found in the intervention group, t (14) = -3.055, p = .009,    

=.41. The intervention participants also reported a preference for the health literacy adapted 

advance directive form over the standard form, especially among those with low health literacy. 

“Lack of information on ACP” was identified as one of the primary barriers for individuals to 
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engage in ACP discussions. Overall, the TAP intervention demonstrates promise as a brief 

intervention to increase acceptability of ACP among African Americans. Findings can be applied 

to develop culturally sensitive intervention programs that improve acceptability and engagement 

in ACP among racial/ethnic minorities. 
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Chapter 1 - Introduction 

Low completion rates of advance directives among minority populations have been a 

significant barrier to decreasing health disparities in advance care planning. Advance care 

planning (ACP) is a process that involves thinking about what kind of medical care one would 

want, identifying a healthcare proxy, and communicating these wishes, which can be 

documented through an advance directive (Levi & Green, 2010). Advance directives (ADs) are 

legal documents that convey an individual’s medical care wishes in the event of decisional 

incapacity in the form of a living will and a medical power of attorney (Prendergast, 2001). 

Advance care planning among racial/ethnic minorities is an understudied dimension of future 

care decision making that warrants further investigation (Bullock, 2011; Crowther, Huang, & 

Allen, 2014; Fried, Bullock, Iannone, & O’Leary, 2009; Krakauer, Crenner, & Fox, 2002).  

Underutilization of Advance Directives among African Americans 

African Americans over age 45 represent 4.11% of the 310 million U. S. total population 

and 10.52% of their same-age peers (U.S. Census Bureau, 2012). Morbidity and mortality rates 

are highest among this group, which has been shown to be associated with lack of health care 

resources and awareness of health problems (Krakauer et al., 2002; Kwak & Haley, 2005; 

Melhado & Bushy, 2011). Emerging research suggests that in multicultural countries, such as 

Australia and the United States, there are significant health disparities in end-of-life care 

planning and decision making among people of minority ethnic backgrounds (Evans & Ume, 

2012; Krakauer et al., 2002). Despite the enactment of the Patient Self Determination Act in 
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1991, advance directive completion rates remain low (Gerst & Burr, 2008; Krakauer et al., 2002; 

Kwak & Haley, 2005).  Specifically, African Americans have been consistently found to be less 

likely than whites to support advance directives, complete a living will, designate a proxy for 

health care, and to discuss treatment preferences before death (Johnson, Kuchibhatla, & Tulsky, 

2008; Waters, 2001). 

Potential Barriers to Engage in Advance Care Planning 

Barriers associated with advance care planning among the African Americans have 

garnered specific interest among health disparity and end-of-life care researchers over the past 

decade (DeSalvo, Fan, McDonell, & Fihn, 2005; Evans & Ume, 2012; Prendergast, 2001).  A 

review of the existing literature reveals that multiple factors contribute to the existing racial 

disparities in ACP, including:  (a) a paradox of faith and advance medical decision making 

(Crawley et al., 2000; Nath, Hirschman, Lewis, & Strumpf, 2008),  (b) a belief that one should 

“wait until very sick to express treatment wishes”(Bullock, 2011), (c) mistrust of the health care 

system (Cort, 2004; Waters, 2001), (d) low socioeconomic status and lack of resources for health 

care (Degenholtz, Arnold, Meisel, & Lave, 2002); and (e) low health literacy (Sudore et al., 

2007; Volandes et al., 2008).  

With regard to faith-related beliefs, Crawley (2000) found that African Americans have a 

spiritual view of death; yet, they may not opt for palliative care due to their values about 

enduring pain and suffering that conflict with the goals of palliative care (e.g., relieving physical 

pain). Another study found that cancer patients who had strong religious or spiritual beliefs were 

less likely to have a living will and more likely to opt for life-sustaining treatments. This same 
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study showed that more African Americans reported using religious/spiritual coping mechanisms 

than Caucasians to deal with cancer (True et al., 2005).   

In terms of cultural values, Bullock (2011) interviewed African-American and white 

older adults and found distinct group differences in cultural norms and views on advance 

directives. African Americans from a collectivist cultural background tend to be more present-

oriented, value interdependent, and believe in “fate of my God.” In contrast, whites tend to stress 

individualism, independence, future-orientation, and believe that they are “master of my fate”. 

These cultural differences may potentially mediate racial disparities between these two groups, 

which in turn could impact desires for end-of-life care and related preferences (Bullock, 2011). 

Mistrust of the health care system may contribute to minority patients’ hesitancy to 

complete advance directives and motivate them to insist on aggressive life-sustaining treatment 

rather than comfort care (Cort, 2004). It is believed that the Tuskegee Syphilis Study continues 

to impact the relationship of the African American population with health care providers. The 

Tuskegee study and other well-documented historical injustices such as slavery, economic 

injustices, segregation, and discrimination in medical care have cultivated suspicion and mistrust 

of the health care system among many African Americans (Crawley et al., 2000; Krakauer et al., 

2002). 

Health literacy is defined as the degree to which individuals have the capacity to obtain, 

process, and understand basic information and services needed to make appropriate decisions 

regarding their health.  Health literacy describes the cognitive, motivational and social skills 

along with the ability of individuals (U.S. Department of Health and Human Services, 2000). 

Research has shown that lower levels of health literacy are associated with poorer health 
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outcomes and less access to health care (Nutbeam, 2006; Sudore et al., 2006). Low literacy may 

impair patient and family understanding of disease progression, end-of-life treatment options 

including life-sustaining treatments, and utilization of hospice and palliative care (Melhado & 

Bushy, 2011). Results from a large study of African-American primary care patients (N=1,042) 

indicate that health literacy is related to education, age, and race (Shea et al., 2004). Another 

study (Kutner, Greenburg, Jin, & Paulsen, 2006) determined that 57% of African Americans 

scored at the Below Basic or the Basic level of health literacy, in contrast to 28% of whites 

scoring at these levels. 

Race, Health Literacy, or Both? 

Despite a strong desire for a trusting doctor-patient relationship based on mutual 

communication and respect, African Americans are less likely to have advance directives 

(Jenkins, Lapelle, Zapka, & Kurent, 2005; Melhado & Bushy, 2011). While some researchers 

attribute the existing racial disparities in end-of-life care preferences to cultural, spiritual, and 

historical factors, others raise questions about whether race-connected cultural beliefs should be 

the primary contributing factors. Findings from a study conducted by Volandes et al. (2008) may 

shed some light on this matter. Volandes and colleagues hypothesized that the racial differences 

in end-of-life care preferences are associated with disparities in health literacy rather than race. 

They interviewed 80 African Americans and 64 whites aged 40 and above and assessed their 

levels of health literacy and preferences of end-of-life care. Results from the study indicated that 

health literacy, but not race, was an independent predictor of preferences. Specifically, the 

impact of health literacy on end-of-life decision-making reflected a “dose-response effect” with 
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increasing health literacy leading to comfort care as opposed to aggressive care (Volandes et al., 

2008).  

Another study examining health literacy, preferences, and six-month completion rates of 

advance care directives also corroborates Volandes et al.’s findings. Using a sample of 205 

primary care patients aged 50 and above, Sudore and colleagues (2007) found that when the 

standard form of an advance directive (>12th grade reading level) is redesigned to meet most 

adult’s literacy needs (i.e., 5th grade reading level with graphics), the redesigned form was rated 

higher for acceptability and usefulness in advance care planning, especially among those with 

low health literacy. Additionally, the redesigned form resulted in significantly higher completion 

rates. Among those from the study who completed advance directives within six months of study 

completion, 95% used the redesigned form (Sudore et al., 2007). Although this study did not 

examine the impact of race, it highlighted how limited literacy can have a large impact on 

decision-making and communication of treatment preferences. 

Model of Uncertainty in Advance Care Planning among African Americans 

Melhado and Bushy (2011) proposed the Model of Uncertainty in Advance Care 

Planning to explain, describe, and predict end-of-life decision making among African 

Americans.  This model uses a contextual approach to examine advance care planning in African 

Americans by taking four domains of factors into account, including: (1) communication, (2) 

cultural influences, (3) appraisal of uncertainty, and (4) stimuli (i.e., health status/prognosis).  

According to this model, multiple factors such as socio-demographic characteristics, 

religion/spirituality, family, mistrust of health care system/providers, health literacy, health 
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status, and prognosis should be examined to better understand the low engagement of ACP 

among African Americans (Melhado & Bushy, 2011). 

Existing Interventions for Advance Care Planning 

Over the past decade, a variety of intervention programs and instructional advance 

directive forms have been developed to facilitate ACP discussions and increase the prevalence of 

AD documentation such as SUPPORT,  Respecting Choices®, and SPIRIT (Ditto et al., 2001; 

Nath et al., 2008; Payne, Prentice-Dunn, & Allen, 2009; Pecanac, Repenshek, Tennenbaum, & 

Hammes, 2014; Prendergast, 2001; Song et al., 2009). Additionally, multiple advance directive 

forms and interventions have been developed to facilitate advance care planning, including Five 

Wishes (Aging With Dignity, 2011), My Way Card for Natural Dying (Terman, 2011), Thinking 

Ahead: My Life at End (California Department of Developmental Services, 2007), Giving 

Someone a Power of Attorney For Your Health Care (American Bar Association, 2011), and 

Interactive Computer Decision-Making Aids (Green & Levi, 2009). While all of the forms and 

interventions facilitate the use of advance directives, a closer examination reveals that at least 

half require adequate health literacy and lack cultural sensitivity (Sudore et al., 2007). For 

instance, the standard Alabama Advance Directive for Health Care form consists of a 5-page 

document written at a 12
th

 grade reading level using 12-point font size without color or graphics. 

Given that more than 50% of African American adults have either Below Basic or Basic health 

literacy level (Kutner et al., 2006), this form may not meet the literacy needs of the African 

Americans, serving as a potential barrier for ACP engagement. 

 



 

7 

 

Need for Study 

Recent literature has conceptualized advance care planning as a set of health behaviors 

which practitioners can intervene with in order to help individuals to receive optimal care at the 

end of life (Allen, Phillips, Pekmezi, Crowther, & Prentice-Dunn, 2009; Fried et al., 2009). 

Despite a growing interest in developing ACP intervention programs in the United States, little 

attention has been given to facilitating ACP engagement among minority populations, especially 

African Americans in the Deep South where unique historical cultural, religious/spiritual, and 

socioeconomic characteristics may impact an individual’s advance care decision-making. One 

possible solution is to design a feasible intervention that takes cultural/spiritual beliefs and health 

consumer’s health literacy needs into account. Given the rising number of middle age and older 

African Americans and the known disparities in end-of-life care among racial and ethnic 

minority groups (Hopp & Duffy, 2000; Krakauer et al., 2002), there is a need to develop 

effective strategies to overcome the existing barriers and enhance the acceptability of advance 

care planning among African Americans, especially for those living in the Deep South.  To 

address the need, this current study aims to: (1) assess the feasibility and provide limited efficacy 

testing of an innovative intervention designed to overcome existing barriers and enhance 

acceptability and intention to complete an advance directive, especially among individuals with 

low health literacy, (2) investigate the barriers associated with low engagement in ACP 

discussions among the African American population, and (3) identify culturally-sensitive 

strategies to overcome such barriers and increase ACP engagement. 
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Theoretical Framework 

Building upon the theoretical model of health literacy and health action (von Wagner, 

Steptoe, Wolf, & Wardle, 2009), the multi-component Thinking Ahead Project (TAP) is 

designed to overcome the barriers associated with low engagement in ACP among African 

Americans by targeting both psychological and cognitive factors to increase willingness to 

discuss ACP, enhance knowledge and decision-making skills, and ultimately, increase intention 

to complete an advance directive. As shown in Figure 1, the TAP is a single-session, 90-minute 

intervention that incorporates three components:  (a) motivational interviewing (Miller & 

Rollnick, 2012), (b) the Respecting Choices® program (Romer & Hammes, 2004), and (c) a 

health literacy-appropriate advance directive (Sudore et al., 2007). 

 

 

Figure 1. Conceptual Framework of the Thinking Ahead Project (TAP) 
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The first component of the TAP intervention, Motivational interviewing (MI), is an 

evidence-based, client-centered interviewing method designed to enhance autonomy and 

facilitate health behavior change (Miller & Rollnick, 2012; Ryan, Patrick, Deci, & Williams, 

2008). The practice of MI follows four key principles: (1) roll with resistance to avoid fruitless 

argumentation; (2) ask open-ended questions to explore the client’s ambivalence about change; 

(3) use affirmation statements to selectively reinforce change-supporting arguments; and (4) 

support the client’s autonomy and self-efficacy. When discussing change with clients, 

expressions may be characterized as either resistance (e.g., arguments for the status quo, barriers 

to change, pessimism about change) or change talk (e.g., concerns about status quo, advantages 

of change, intent to change), and thus the goal of MI is to elicit and amplify change talk while 

minimizing resistance.  

The second component of the TAP intervention, Respecting Choices®, is an evidence-

based advance care planning program that has been adopted in more than 30 states in the United 

States to facilitate advance care planning discussions (Pecanac et al., 2014). The First 

Steps® ACP protocol of the Respecting Choices® program (Gundersen Medical Foundation, 

2013), is chosen for the current study as it is designed to motivate individuals to learn more 

about ACP, normalize the concept of planning, and develop a plan to complete an advance 

directive.  This protocol can be delivered as a preventative healthcare measure for all adults, 

consisting of semi-structured interview questions that aim to: (1) assess motivation, knowledge, 

and beliefs about ACP, (2) explore fears, concerns, and past experiences, (3) help individuals 

select a healthcare proxy, (4) identify goals for life-sustaining treatment, (5) explore religious, 

cultural, and personal beliefs, and (6) develop a follow-up plan. In order to explore perceived 

barriers and potential strategies to overcome barriers that are culturally-relevant to the study 
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population, two additional interview questions specifically designed for the current study were 

added to the original First-Step protocol. The third component of the TAP intervention, health 

literacy-adapted advance directive, is a revised advance directive form designed to meet the 

literacy level of most U. S. adults. This form consists of a 12-page document using ≥ 14 point 

font size. Most sections in this revised form are written at a fifth grade reading level presented in 

an organized layout using concrete language and culturally diverse, text-enhancing graphics. 

Sudore and colleagues’ study found that the revised form was rated as more acceptable and 

useful for advance care planning and was preferred over a standard form. This revised form also 

resulted in higher six-month advance directive completion rates (Sudore et al., 2007). 

As an innovative intervention that integrates three empirically supported components, the 

TAP has not been examined in the study population. Therefore, it is logical to conduct a pilot 

study to examine the feasibility and limited efficacy of the TAP intervention and evaluate 

whether the implementation warrants further modification or testing to establish effectiveness or 

whether it is ready for broader dissemination (Bowen et al., 2009).   
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Chapter 2 - Method 

Study Design 

A mixed-method randomized control trial (RCT) design (Grissmer & Subotnik, 2009; 

Sandelowski, 2000) was employed to examine feasibility and provide limited efficacy testing of 

the TAP intervention. In this pilot testing phase of the study, a total of 30 African Americans 

aged 45 and above were recruited and randomized to either the intervention group (n=15) or the 

educational material control group (n=15). This study was approved by the University of 

Alabama Institutional Review Board for the Protection of Human Subjects (see Appendix A). 

Study Participants 

Thirty African-American participants age 45 years and older participated in the study. 

The recruitment followed a three-pronged approach, including direct recruitment, snowball 

sampling, and referrals from clinical champions. Participants were recruited between March and 

May 2014 from central Alabama communities with assistance from local community contacts. 

The recruitment sites included local senior social service agencies, local churches, and university 

staff programs such as janitor services, ground services, and cafeteria services. Figure 2 presents 

the consort diagram of the study participants. 

 



 

12 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 2. The Consort Diagram of Study Participants  
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Study Procedures 

 Screening for Eligibility. Individuals who indicated an interest to participate were 

contact by study personnel via phone or in person to be informed about study information and be 

screened for eligibility. Eligibility criteria include: (a) African Americans aged 45 years and 

older, and (b) no evidence of cognitive impairment as measured by a cut-off of   two errors on a 

six-item cognitive screener (Callahan, Unverzagt, Hui, Perkins, & Hendrie, 2010) because 

impaired cognitive function may compromise active participation in the study. For individuals 

with evidence of cognitive impairment as indicated by a cut-off of three or more errors on the 

screener, feedback regarding their results and referral information for comprehensive cognitive 

assessments was given via phone or in person.  

Informed Consent. Literacy-adjusted informed consent was provided to participants to 

ensure they fully understand the purpose and their involvement in the study (see Appendix B).  

Participants were advised that their participation is strictly voluntary.  

Randomization. After completing the informed consent, participants were randomized 

using a random number generator into either the intervention group or the control group. 

Assignment of group memberships was concealed in opaque envelopes.  

Baseline Assessment. Participants were asked to complete a baseline assessment battery 

that included a demographic questionnaire, a health literacy assessment, and study outcome 

measures such as knowledge of advance directives, acceptability of ACP, and self-management 

(see Appendix C).  
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Intervention Group. After group membership was randomly assigned, participants in the 

intervention group received a 90-muniute intervention comprised of a 60-minute semi-structured 

interview adapted from the Respecting Choices® First Steps® ACP protocol (Gundersen 

Medical Foundation, 2013) and a 30-minute advance directive coaching session. Motivational 

interviewing (MI) techniques such as rolling with resistance, asking open-ended questions, using 

affirmation, and support autonomy were incorporated throughout the interview process (Miller & 

Rollnick, 2012).  The interventionist is a certified Respecting Choice® Facilitator who has 

completed MI training and had previously offered health coaching sessions to breast cancer 

survivors using MI techniques in a randomized clinical trial study (Kvale et al., 2014). During 

the coaching session, participants were provided with a package of ACP educational material 

containing both of the standard form, the health literacy adapted form, and relevant educational 

materials. Guided coaching on how to complete an AD form was provided and the content of 

educational materials were explained. Participants’ questions regarding ACP and/or AD were 

also addressed during the coaching session.  

 Intervention sessions were audio-recorded. Twenty percent of the intervention sessions 

were randomly selected for evaluation to monitor the interventionist’s adherence to the 

Respecting Choices® First Steps® ACP protocol. Content fidelity (the extent to which each of 

the seven components of the intervention was delivered) and process fidelity (the extent to which 

the motivational interviewing skills were used) were monitored throughout the study using a 

fidelity evaluation tool developed for the study.  

 Control Group. Participants assigned to the control group were provided with the same 

educational material package for them to review for up to 30 minutes. The 30-minute time frame 



 

15 

 

was determined based on a pilot study conducted by Sudore et al. (2007) to allow sufficient time 

to review the AD forms. Notepaper and pens were provided for participants to jot down their 

thoughts and questions. No motivational interviewing, facilitated ACP discussions, or guided 

coaching were provided.  

Post-intervention Assessment. After the intervention session (for intervention group) or 

the educational material review session (for control group), participants were asked to complete 

the post-intervention assessment battery that included study outcome measures and program 

evaluation questionnaire (see Appendix D).   

Wait List Control Group. Participants in the control group were offered the opportunity 

to receive the TAP intervention after they complete post-intervention assessment. The 

participation of the wait list control is voluntary. Eighty percent of the control group participants 

(n=12) indicated a willingness to participate and completed the TAP intervention.  

Measures 

Table 1 presents a summary of the assessment timeline of study measures, including the 

following: 

 Demographics. Background characteristics were assessed with a demographic 

questionnaire developed for the current study which contains age, gender, marital status, years of 

education, employment status, perceived income adequacy, type of health insurance, and 

religious preference.  
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 Six-item Cognitive Screener. The six-item cognitive screener was designed by Callahan 

et al. (2010) to efficiently identify individuals with moderate to severe cognitive impairment, 

incorporating items from the MMSE, the Blessed Dementia Rating Scale (BDRS), and the Word 

List Recall. The six-item cognitive screener is widely used in clinical research as a brief and 

reliable instrument, having comparable diagnostic properties to the full Mini-mental state 

examination (MMSE) in both community and clinical samples, including community dwelling 

African Americans. This screener achieved a sensitivity of 88.7 and a specificity of 88.0 for a 

diagnosis of dementia using a cut-off of three and more errors and can be administered either by 

phone or face to face.  

Self-rated Health. Self-rated health (SRH) was assessed with the single-item general 

self-rated health (GSRH) question from the SF-36, “In general, would you say your health is…” 

with a 5-point Likert response scale of “Excellent, Very Good, Good, Fair, Poor”. The score 

ranges from 1 to 5 with higher scores indicating poorer self-rated health status. The GSRH 

measure has been widely used in health outcome studies and has been shown to predict 

mortality, hospitalizations, and healthcare utilization (DeSalvo et al., 2005).  

Comorbidity. Comorbidity was assessed with the Charlson Comorbidity Index (CCI). 

The CCI assigns weights to medical conditions to capture the burden of comorbid illnesses while 

taking individual’s age into account (Charlson, Pompei, Ales, & MacKenzie, 1987).  The CCI 

has satisfactory validity as evidenced by high correlations with other indices of Comorbidity (r > 

0.40) and satisfactory reliability as evidenced by an inter-rater reliability of 0.93 (Bernardini, 

Callen, Fried, & Piraino, 2003). In the current sample the Cronbach’s alpha is .70 
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Health Literacy. Participant’s health literacy was assessed with the Short Version of the 

Test of Functional Health Literacy in Adults (S-TOFHLA). The S-TOFHLA a 36-item, timed 

reading comprehension test. It contains two reading passages and has been used in a variety of 

patient populations and age groups ranging from adolescence to geriatrics. The S-TOFHLA has a 

satisfactory internal consistency with a Cronbach's alpha of 0. 97 (Baker, Williams, Parker, 

Gazmararian, & Nurss, 1999). A cut-off score   22 was defined as limited literacy and a score > 

22 as adequate literacy (Seligman et al., 2005).  

Personal Health Questionnaire Depression Scale (PHQ-9).  Depressive symptoms were 

assessed using the Personal Health Questionnaire Depression Scale (PHQ-9). The PHQ-9 is a 

nine-item measure of depression based on the Diagnostic and Statistical Manual (DSM) 

diagnostic criteria for major depressive disorder. Each item is rated on a 0 to 3 scale relating to 

the frequency of depressive symptoms (0=“not at all” to 3=“nearly every day”). Scores range 

from 0 to 27 with higher scores indicating a greater severity of depression. The validity study of 

the PHQ-9 reported an internal reliability of .88 and a sensitivity of 88% and a specificity of 88% 

for major depression (Kroenke, Spitzer, & Williams, 2001). The current study has a satisfactory 

Cronbach alpha coefficient of .80.  

 Religiosity/Spirituality. Religiosity/Spirituality was measured with three items of the 

Brief Multidimensional Measure of Religiousness and Spirituality (BMMRS; Fetzer Institute and 

National Institute on Aging Working Group, 1999): Overall Religious/Spirituality Coping (1 

item) and Overall Self-ranking (2 items, range 1-4; α = 0.77). Questions include: “To what extent 

do you consider yourself a religious person?” “To what extent do you consider yourself a 

spiritual person?” and “To what extent is your religion involved in understanding or dealing 
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with the stressful situations in any way?” In the current sample the Cronbach alpha of Overall 

Self-ranking is .72. 

 Future Time Perspective.  Future Time Perspective Scale is a 10-item measure that 

assesses participants’ perceptions of future (Carstensen & Lang, 1996). Participants rated on a 

scale from 1 (very good) to 5 (not at all) the degree to which they agreed with each of 10 items. 

Sample items are “Many opportunities await me in the future,” “Many opportunities await me in 

the future,” “I have the sense that time is running out,” and “As I get older, I begin to experience 

that time is limited.” The internal consistency reached a Chronbach’s alpha of 0.92. The scale 

was transformed into T scores, with values above 50 indicating a more open-ended time 

perspective and values below 50 indicating a more limited time perspective. By convention, a 

tercile split on the FTP T scores is used to indicate  limited (lower third), indefinite (middle 

third), and open ended (upper third) time perspectives (Lang & Carstensen, 2002). The current 

study has a Cronbach alpha of .61.  

Preparation for Future Care Needs-Short Form (PFCN-SF). Processes of preparation 

for future care needs were assessed using the Process of Preparation Scale from the Preparation 

for Future Care Needs-Short Form (PFCN-SF) (Sorensen & Pinquart, 2001). Five domains of 

processes were measured using a 5-point Likert scale where 1 indicates “not at all true of me” 

and 5 indicates “completely true of me”:  (1) becoming aware (3-items, α = 0.71) , (2) avoidance 

(3-items, α = 0.67) , (3) gathering information (3-items, α = 0.69) , (4) deciding of preferences 

(3-items, α = 0.4), and (5) concrete planning (3-items, α = 0.64). The Cronbach alpha ranges 

from .09 to .74 in the study sample.  
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Feasibility.  Feasibility was assessed with a 5-item program satisfaction survey adapted 

from Respecting Choices Program Evaluation Questionnaire (Gundersen Medical Foundation, 

2013). The first four items were rated on a 5-point Likert scale, including: “I feel that this 

discussion was helpful to me,”  “I feel better prepared to make decisions about my future health 

care,” “I feel the health coach did a good job in helping me meet my needs for advance care 

planning,” and “How confident are you that you will be able to complete an advance directive?” 

Each item is rated on a 1 to 5 scale (1=not at all, 2=limited, 3=somewhat, 4=fairly, 5=very 

much/very confident). The fifth item, “Is there anything you think the health coach could have 

done better to help? Please comment below if you have suggestion” was used to assess 

participants’ suggestions to improve the TAP intervention and the response was treated as 

qualitative data. The current study has a Cronbach alpha of .67.  

Acceptability.  Acceptability of advance care planning and the use of advance directive 

forms was assessed with two scales: (1) personal usefulness in treatment decisions and 

discussions (8-item scale), and (2) general value in care planning (6-item scale). The response 

option for each item of the two scales was either “Agree (1)” or “Disagree (0).” Kuder-

Richardson reliability coefficients ranged from 0.75 to 0.83 for each scale (Sudore et al., 2007).  

Knowledge of Advance Care Planning. Knowledge of advance care planning was 

assessed with a 12-item scale developed by Sudore et al. (2007). Example items include: “You 

can choose someone now to make your medical decisions for you in the future in case you 

become too sick to make decisions for yourself” and “An advance directive form will allow you to 

give your money or property to another person if you were sick or dying.” The response option 

for each item was either “True” (1) or “False” (0).  A higher proportion of correct responses on 
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the knowledge scale indicates a more accurate understanding of the purpose and content of an 

advance directive. The scale has a Cronbach alpha of .67 in the current study.  

Intention to Complete an Advance Directive. Participants’ intention to complete an AD 

was assessed with a single-item question developed for the current study: “The health coaching 

session has helped increase my intention to complete an advance directive form.” Response 

option is either “Agree” (1) or “Disagree” (0).   

Self-Management. Participants’ knowledge, skill, and confidence for self-management 

were measured with the 13-item Patient Activation Measure-Short Form (PAM-SF). All of the 

infit and outfit statistics of the PAM-SF fall within the 0.5-1.5 acceptable range and is a reliable 

and valid measure (Hibbard, Stockard, Mahoney, & Tusler, 2004). The score for the PAM-SF 

can be transformed into a theoretical 0-100 point scale where higher numbers indicate higher 

level of self-management. The score can be categorized into four stages of activation: “Believes 

Active Role Important” (Stage 1), “Confidence and Knowledge to Take Action” (Stage 2), 

“Taking Action” (Stage 3), and “Staying the Course Under Stress” (Stage 4). The current study 

reached a Cronbach alpha of .93.  

Preference. Participants’ preference for an advance directive form was assessed by 

asking “After reviewing both forms of the advance directives, which form do you prefer to use?” 

Response options include “The colored form (the health literacy adapted form)” (1), and “The 

black and white form (the standard AD form)” (2). Participants who state a preference were 

asked to describe why they preferred a particular form. 
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Table 1. Study Assessment and Intervention Timeline 

Assessment/Intervention Schedule Screening 
Baseline (T1) Post-

Intervention 

(T2) Intervention Control 

Descriptive  Measures     

Six-item Cognitive Screener X 
 

  

Sociodemographic and Health 

Characteristics 
X X   

Short Test of Functional Literacy in 

Adults (S-TOFHLA) 
 X   

Personal Health Questionnaire 

Depression Scale (PHQ-9) 
 X   

Brief Multidimensional Measure of 

Religiousness/Spirituality (BMMRS) 
 X   

Future Time Perspective (FTP)  X   

Preparation for Future Care Needs-

Short Form (PFCN-SC)  
 X   

Intervention     

Respecting Choices®  First Step ACP 

Semi-Structured Interview using MI 

techniques 
 

X   

Health literacy Adapted AD 
 

X   

ACP Educational Material 
 

X X  

Primary Outcome Measures     

Feasibility (Intervention Satisfaction 

Survey)   
 X 

Acceptability of AD 
 

X  X 

Knowledge of ACP 
 

X  X 

Preference of AD 
 

X  X 

Intention to  Complete AD 
 

X  X 

Patient Activation Measure Short 

Form (PAM-SF) 
 X  X 
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Study Hypotheses 

Based on previous literature (Sudore et al., 2007; Volandes et al., 2008; von Wagner et 

al., 2009), the study proposes the following hypotheses. 

1. H1: Participants receiving the TAP intervention will report high satisfaction ratings and 

endorse positive intervention experiences via both quantitative measures and qualitative 

interviews. 

2. H2: Compared to individuals in the control group, participants receiving the TAP 

intervention will report higher acceptability ratings on primary outcome measures including 

general value in ACP, perceived usefulness of an advance directive, knowledge of an 

advance directive, and intention to complete an advance directive.  

3. H3: Participants will report a preference for a health literacy adaptive advance directive form 

(fifth grade reading level with graphics) over the standard advance directive form (twelfth 

grade reading level without graphics), especially those with limited health literacy.  

4. H4: Participants in the intervention group will report higher self-management compared to 

those in the control group.  

Data Analysis 

 The convergent design of a mixed-method approach was employed in the current study to 

analyze the combined quantitative and qualitative data. Data analysis steps of the convergent 

design include: (1) Collect quantitative and qualitative data concurrently; (2) Independently 

analyze quantitative and qualitative data using analytic approaches best suited to research 

questions; (3) Specify the dimensions that will be used to compare the results from the two 
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methods; (4) Specify what information will be compared across the dimensions; (5) Refine the 

quantitative and qualitative analyses to produce needed comparison information; (6) Represent 

the comparisons; and (7) Interpret how the combined results answer the research questions 

(Creswell & Clark, 2011).  

 Quantitative Component. Quantitative analyses were conducted using SPSS (Version 

22). Descriptive analyses of assessment data were used to examine participant’s background 

characteristics at baseline. Distributional properties of study variables were examined to ensure 

the assumptions of statistical tests were not grossly violated. A series of between-group analysis 

of variance (ANCOVA) was performed to assess the effect of intervention on acceptability, 

knowledge, preference, and self-management.  

 Qualitative Analysis. Microsoft Excel was used in qualitative coding of interviewing 

transcripts. Semi-structured interview data from the audio recordings were transcribed verbatim 

by an undergraduate transcriptionist and spot-checked by the primary author based on MacLean 

and colleagues’ (2004) recommendations. Narratives were analyzed using the Thematic Content 

Analysis (TCA) following the suggestions by Braun & Clarke (2006).  

 According to Russell and Gregory (2003), validity of the qualitative methodology is 

supported through rigor, trustworthiness, and an awareness of reflexivity, credibility, and 

believability. To increase the trustworthiness of the current study, investigator triangulation was 

conducted. A three-member analysis team comprised of advance doctoral clinical psychology 

students with qualitative methodology research experience independently reviewed transcripts 

and the major themes and subthemes generated through line-by-line coding. Inter-rater 

reliabilities were assessed through intraclass correlations coefficients (.92 to .94). The 
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triangulation achieved an inter-rater reliability of .93, providing evidence of the trustworthiness 

of the qualitative findings. While discrepancies were infrequent, they were discussed during 

research team meetings to enhance awareness of potential bias and to facilitate solid evidence for 

data interpretation (Thrope & Holt, 2007).  
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Chapter 3 - Results 

Sociodemographic and Health Characteristics 

Table 2 summaries the sociodemographic and health characteristics of the participants 

broken down by treatment condition. The mean age of the study participants was 55.43 (SD = 

6.71; range 47 to 73).  Forty-three percent of the participants were female. Participants were 

predominately unmarried; 70% single, 6.7% divorced, and 10% widowed. More than 75% of the 

participants were either unemployed (56.7%) or retired (20%). Most participants had an 

education of high school or less (60%, mean years of education=12.3, SD=2.2). Only 6.7% of the 

participants indicated their income provided comfortable living without worrying to make ends 

meet. While 13.3% had private insurance, the majority of the study participants either had 

government insurance (46.7%) or did not have any health insurance (40%).   

More than 90% of the participants reported having good/very good/excellent health and 

had a mean Charlson Comorbidity Index of 3 (SD = 1.93; range 1 to 7).  As shown in Table 2, 

participants did not present with symptoms of cognitive impairment that would compromise their 

participation in the study. This is indicated by fewer than two errors on the cognitive screener 

(mean number of errors on the cognitive screener = 0.23, SD = 0.43). Notably, while 10% of the 

study participants had limited health literacy as indicated by a score of 22 and below on the S-

TOFHLA, the majority of the study sample demonstrated adequate functional health literacy 

with a mean health literacy score of 29.40 (SD=7.3). A total of 63.3% of the study sample 

endorsed having mild to moderately severe depression as measured by the PHQ-9. Findings from 
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the BMMRS revealed that while 13.3% of the participants endorsed having no religious 

preference, the majority of the participants reported a preference of faith (43.3% Baptist, 33% 

Protestant Christian, 6.7% Catholic, and 3.33% Jehovah's Witnesses); 73.3% reported being 

moderately/very religious while 83.3% endorsed being moderately/very spiritual. Seventy 

percent reported their religion was somewhat/very involved in understanding or in dealing with 

stressful situations. With regards to future time perspective, 90% of the participants reported 

having either an indefinite or open-ended future time perspective. Only 10% of the participants 

endorsed limited perspective and perceived that their future time may be running short. In terms 

of preparation for future care needs, no group differences were detected in the five domains of 

care needs, including awareness, avoidance, gathering information, decision making, and 

concrete planning. No between-group differences were found among any of the socio-

demographic and health characteristics, indicating that randomization successfully balanced the 

important differences between the intervention and the control groups. 
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Table 2. Participant Characteristics by Randomized Group at Baseline (T1) 

 
  M SD or % (n)  

Characteristic Intervention 

(n=15) 

Control 

(n=15) 

p-value 

Age (range: 47-73)   55.07 5.84 55.80 7.67 .77 

Female 46.7 (7) 40.0 (6) .50 

Married 21.4 (3) 7.7 (1) .30 

Education 12.13 2.67 12.47 1.69 .69 

Employed 35.7 (5) 15.4 (2) .21 

Perceived Income Adequacy 1.60 0.63 1.67 0.62 .77 

Had Health Insurance  28.6 (4) 61.5 (8) .15 

Self-reported Health 3.73 0.96 3.60 9.10 .70 

Charlson Comorbidity Index  2.93 2.05 3.07 1.87 .85 

# of Errors on 6-item Cog 
a
 0.27 0.46 0.20 0.41 .68 

Health Literacy 
b 
  30.33 4.79 28.47 9.20 .49 

Depression 
c
 6.53 5.42 7.40 5.70 .67 

Religiosity/Spirituality 
d
    

     Religion involved with Stressful Situation 3.00 1.13 3.13 1.13 .75 

     Self-ranked Religiosity 3.00 0.93 2.87 1.13 .73 

    Self-ranked Spirituality 3.27 0.96 3.60 0.74 .30 

Future Time Perspective
 e
  47.88 11.61 52.12 7.91 .25 

Prepare for Future Care Needs 
f
    

      Awareness 4.09 1.03 4.07 0.84 .95 

      Avoidance 4.78 8.62 3.13 1.17 .47 

      Gathering Information 3.91 1.03 3.67 0.75 .46 

      Decision Making 3.76 1.19 3.62 0.82 .72 

      Concrete Planning 3.18 1.04 3.13 1.51 .93 

Note. M=mean, SD=standard deviation; no between-group differences were found using T-tests or Chi-square tests (p > .05). a # 

of Errors on 6-item Cog was assessed using the Six-item Cognitive Screener. b Health literacy was assessed using the Short Form 

test of Functional Literacy in Adults (s-TOFHLA). c Depression was measured using Patient Health Questionnaire (PHQ-9).  
d Religiosity/Spirituality was measured using Brief Multidimensional Measure of Religiousness and Spirituality (BMMRS). 
e Participant’s perspective of future time was measured with Future Time Perspective T Score. f As assessed by the Preparation 

for Future Care Need Short Form (PFCN-SF).   
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Primary Outcomes 

 Feasibility. Table 3 displays the mean, standard deviation, and change scores of primary 

outcomes at baseline (T1) and post-intervention (T2). First, feasibility of the TAP was evaluated 

with both quantitative and qualitative data. For the quantitative component, four main areas of 

program evaluation were assessed after participants completed the TAP intervention. These four 

indicators include perceived helpfulness in ACP discussions, perceived preparedness for future 

health care decision making, and whether participants felt the health coach did a good job in 

helping him/her meet their ACP needs, and, finally, perceived confidence in completing an 

advance directive. Participants provided high ratings on all four items, ranging from 4.67 to 5 on 

a 5-point Likert scale where higher numbers indicate higher satisfaction. More than 80% of study 

participants reported they felt TAP intervention helped them “very much” (86.7% for 

intervention and 83.3% waitlist control, respectively). A greater portion of the participants in the 

intervention group  (86.7%) endorsed they felt “very much” prepared to make future care 

decisions for themselves compared to those in the waitlist control group (66.7%). Similarly, a 

greater portion (93.3%) of the intervention participants felt that their needs for advance care 

planning were “very much” met during the TAP intervention as compared to those in the waitlist 

control (83.3%). While participants reported an overall high level of confidence, all participants 

in the waitlist control group endorsed that they are “very confident” (100%) to complete an 

advance directive form.   
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Table 3. Means, Standard Deviations, and Change scores of Primary Outcomes at Baseline (T1)  

and Post-intervention (T2) 

 M SD or % (n)  

Feasibility 
a 

 Intervention 

(n=15) 

Waitlist Control 

(n=12) 
p-value 

ACP discussion was helpful at T2 4.87 0.35 4.83 0.41 .85 

Better prepared to make future care decisions at T2 4.87 0.35 4.50 0.84 .34 

Needs for ACP were met at T2 4.87 0.52 4.83 0.41 .89 

Feeling confident to complete an AD at T2 4.67 0.62 5.00 0.00 .06
†
 

Acceptability  

M SD or % (n)  

Intervention 

(n=15) 

Control 

(n=15) 
p-value 

General Value (GV) 
b
    

            GV at T1 88.89 16.27 93.33 12.28 .41 

            GV at T2 95.56 7.63§† 93.33 12.28 .56 

  ( GV) between T1 & T2 6.67 0 .24 

Usefulness in Decisions/Discussions (UID) 
c
    

            UID at T1 94.17 13.25 88.33 13.75 .41 

            UID at T2 98.33 4.40 91.67 11.25 .56 

  ( UID) between T1 & T2 4.16 3.34 .86 

Limited Efficacy  

M SD or % (n)  

Intervention 

(n=15) 

Control 

(n=15) 
p-value 

Knowledge of Advance Directive (KAD) 
d
    

             KAD at T1 73.89 16.33 70.56 15.39 .57 

             KAD at T2 83.89 16.20§** 72.78 19.79 .10 

  ( KAD) between T1 & T2  10.0 2.22 .09
†
 

Self-Management (PAM)
 e
    

             PAM at T1 55.03 17.47 54.59 18.63 .95 

             PAM at T2 61.37 19.01 56.82 20.03 .53 

      ( PAM) between T1 & T2 6.34 2.23 .38 

Note. M=mean, SD=standard deviation; group differences were compared using T-tests or Regression, 
†
p < .10, **

 
p 

< .05. 
a 
As measured with Program Satisfaction Survey on a 5-poing Likert Scale. Higher scores indicate higher 

level of satisfaction. 
b 
The overall percentage of affirmative items on the Usefulness in Decisions/Discussions (UID) 

Scale. 
c 
The overall percentage of affirmative items on General Value (GV) in Advance Care Planning Scale. 

d 
The 

overall percentage of 12 factual items about advance directives answered correctly  
e
 Self-management was 

measured with Patient Activation Measure Short Form (PAM-SF). 
§
Paired-samples t-tests were conducted to 

evaluate the impact of intervention on the GV and KAD for the intervention group, 
†
p < .10, **

 
p < .05.  
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Findings from the qualitative analysis provide validation for the high satisfaction ratings 

reported using quantitative methods. As described in Table 4, five major themes were identified 

as participants commented on their experiences of the TAP intervention, including (1) glad to 

participate; (2) nice instruction; (3) advance planning gets simpler; (4) acquire new knowledge; 

and (5) make wishes known and clear. For example, one participant indicated that he perceived 

the experiences as “insightful” [Participant # 6]. Other participants noted that the TAP 

intervention is “very well covered” [Participant #29] and helps to make advance care planning 

simpler to understand: 

“  you know what, this (ACP) is gettin’ more and more simpler then. You know, it used to 

be so complicated, to me, it was complicated.” [Participant # 5] 

When asked “Is there anything you can think the facilitator could have done better to 

help? Please comment if you have suggestions,” one participant commented: 

“She did a very good job with me something I did not have in mind was very important 

to me.” [Participant # 23] 

Another noted, “No (suggestions), because the facilitator did real good, gave me a lot to 

think, do, and talk about.” [Participant # 17] 

The other participant stated, “She was very thorough and quite attentive and I was able to 

release some hidden emotions, and I feel better than I did before having this interview 

with Sylvia (the facilitator).” [Participant # 7] 

In terms of perceived helpfulness, several participants noted: 
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“Very helpful” [Participant # 28] 

 “I feel you have help my understanding in is very thankful” [Participant # 24] 

 “Sylvia did a very good job in help me understand” [Participant # 13] 

One of the major themes identified was that the TAP helped participants “acquire new 

knowledge.” For example, one participant learned that creating an advance directive document is 

actually free and does not need to involve an attorney: 

“Well….I found out that I can um….what I thought I needed for a living will. I don’t 

really need all of that. Well I did, I did, my mom did a living will about two weeks ago. 

And we hired an attorney and had to pay quite a bit of money…two to three hundred 

dollars. Yeah, so if I only knew about this program, I could have brought her, and she 

could’ve done it on her own. And I wouldn’t have-she wouldn’t have had to spend this 

money.” [Participant # 8] 

Another participant stated that he did not even know an advance directive form exists 

before he came to the TAP intervention and was glad that he learned more about it: 

“Actually I didn’t know a form existed like this and actually I’m glad to know that it 

does.” [Participant # 19] 

Another subtheme identified from “acquire new knowledge” was “informational and 

beneficial.” For example, one participant noted: 

“This has been very informative … I learned some things that I did not know that should 

be beneficial to me in the future and others that I may meet”. [Participant # 11] 
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Finally, a participant reported the TAP intervention had successfully helped her create an 

advance directive and made her wishes known in writing: 

“Actually it’s good because now I have it in writing….Because it won’t be any confusion 

as to um, what my wishes are.” [Participant # 19] 

The high satisfaction and perceived helpfulness, as well as enhanced preparedness for 

future health-care decision making endorsed by participants lend support for the multi-

component TAP intervention in facilitating ACP discussions among African-American middle-

aged and older adults living in the community. Together, results from the quantitative and 

qualitative findings supported the first study hypothesis (H1) and suggested that TAP is a 

feasible intervention for the target population.  

 Acceptability. Acceptability was assessed using two scales: (1) general value in advance 

care planning and (2) usefulness of an advance directive in treatment decisions and discussions.  

As shown in Table 3, both groups reported equivalently high ratings on these scales. A paired-

samples t-test was conducted to evaluate the impact of intervention on general value in ACP of 

the intervention group. A trend was found for general value from T1 (M=88.89, SD=16.27) to T2 

(M=95.56, SD=7.63), t (14)= -2.10, p = .054,    =.25.  

 Knowledge.  A mixed-effect ANCOVA was conducted to assess the effect of intervention 

on Knowledge of Advance Directive (KAD) while controlling for baseline KAD scores. 

Findings revealed a trend for time by group interaction, Wilk's Lambda= .90, F (1, 28)= 2.98, p 

=0.9,   
 =.10. This indicates that the change on KAD over time differs between the groups as 

participants in the intervention group reported marginally higher increase on KAD from baseline 
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(T1) to post-intervention (T2) as compared to those in the control group  (see Table 3). The eta 

squared statistic (.10) indicated a moderate effect. 

Figure 3 presents the percentage of correctly answered items on KAD by randomized 

group at baseline (T1) and post-intervention (T2). Paired-samples t-tests were conducted to 

evaluate the impact of the intervention on knowledge within the two groups. There was a 

statistically significant increase in KAD from T1 (M=73.89, SD=16.33) to T2 (M=83.89, 

SD=16.20), t (14)= -3.055, p = .01,    =.41. The eta squared statistic (.41) indicated a large 

effect.  No significant increase in KAD change score was found for the control group.  

 

 

 

 

 

 

Figure 3. Percent of Correct Responses on Knowledge of Advance Directives by Randomized 

Group at Baseline (T1) and Post-intervention (T2)   
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 Intention to Complete an Advance Directive. When asked if the TAP session has 

increased her/his intention to complete an advance directive, participants agreed unanimously 

(100%) in both the intervention and the control condition. As noted in the methods section, the 

procedure in the control group was an ACP educational material review session that involved 

participants’ voluntary engagement with no guided discussion or coaching on how to complete 

an advance directive. Results of this single-item question showed that an exposure to either the 

interactive ACP intervention or the educational material review session could motivate the 

participants to complete an advance directive that documents wishes, values, and decisions for 

future health care needs.  

Based on findings of the acceptability ratings including general value, usefulness in 

discussions/decisions, knowledge, and intention to complete an advance directive, study 

hypothesis H2 was partially supported: participants in the intervention group reported a 

significantly greater increase on knowledge as compared to their control group counterparts.  

 Preference. Study participants with two different functional health literacy levels as 

measured by the S-TOFHLA (adequate vs. limited) both reported a preference for a health 

literacy adaptive advance directive form over the standard advance directive form (56% vs. 28% 

for adequate literacy; 100% vs. 0% for limited adequacy). Among those with adequate literacy, 

16% endorsed that they like both forms. While only 3 out of 30 participants were assessed with 

limited literacy in the current study, they unanimously preferred the revised advance directive 

form over the standard form. When asked why they prefer this form, one participant with limited 

literacy reported “Because it has more pictures to help me understand more” [Participant# 22]. 
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Another stated, “It's better understood by me” [Participant# 4]. The findings lend support to 

study hypothesis H3.  

 Self-Management. The enactment of the Patient Self Determination Act and the many 

efforts made through various ACP intervention programs have one common goal: increase an 

individual’s autonomy and self-management in future health-care decision making through clear 

communication with family members, health-care proxies, and treatment teams.  No significant 

between-group difference in change scores was found for self-management in the study sample, 

F (1, 27) = .81, p = .38. Thus, study hypothesis H4, which hypothesized that participants in the 

intervention group would report higher self-management scores in comparison to the control 

group, was not supported. 

Secondary Outcomes 

 Stages of Change. While no statistical significance was found for self-management as 

measured with the PAM-SF, data from the qualitative interview may help shed light on the 

changes of ACP-related health behavior activation among those who participated in the TAP 

intervention. Table 4 summarizes the stages of health behavior change that emerged from 

qualitative data (see Category II). The themes and subtheme were coded based on the 

Transtheoretical Model for Health Behavior Change (Prochaska, DiClemente, & Norcross, 

1992).  

As described in Table 4, study participants reported that the TAP intervention motivated 

them to think about their ACP decisions, including the selection of a health care proxy. One 

participant noted that while he is not ready to appoint a proxy; however, he has begun to think 

about his choice: 
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“I don't want to do that (appoint a proxy)…...That's why I said leave it blank (for proxy) 

because I might come up with somebody I can put in. But I would have to think about it.” 

[Participant # 21] 

Several participants who have begun contemplating their future health care decisions also 

said that they are developing action plans to: (1) initiate ACP discussions with potential proxies, 

and (2) discuss personal values, goals, and preferences for treatment options. One participant 

reported: 

“… I’ll call her, cause I’m sure she would (be willing to serve as my proxy)….I have no 

doubt she'll do it. But I will talk to her. I’ll make it a project to call her this month.” 

[Participant # 7] 

Another stated:  

“My values maybe, goals but not my preferences. So you know those things I probably 

have to discuss now. But the values and goals are different. But my preferences, no. I 

would have to discuss that in detail with them. Yeah, that would be great. I think I’m 

gonna do that.” [Participant # 26] 

While the majority of the study participants (n=29) had never filled out an advance 

directive form before they participated in the study, several of them indicated specific plans 

regarding an willingness to complete an AD or to have an AD on medical file: 

 “My doctor gave me, a living will... questionnaire today. So I’m going home and filling 

mines out.” [Participant # 8] 
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“Yes. I am definitely going to complete the form. Most definitely.” [Participant # 11] 

“You know um, I’m gonna go ahead and do one (AD). Put it on file at the VA and put it 

on file at UAB. So..It’ll be there, you know.” [Participant # 16] 

Some participants not only expressed a willingness to work on their AD forms, but took a 

step further by either completing their forms during the TAP intervention session or indicating an 

willingness to facilitate ACP awareness and discussion in their communities: 

“Actually it’s good because now I have it in writing.” [Participant # 19] 

“I can see it's very interesting and insightful. I’m glad I participated. Keep me in mind as 

a navigator (community advocate)….We have several local radio shows. If you would 

come in one Saturday morning, and be interviewed you know… I’m glad I participated. 

Keep me in mind as a navigator (community advocate)….We have several local radio 

shows. If you would come in one Saturday morning, and be interviewed you know. 

Because I would say “Oh Sylvia, are you saying that more people should be involved in 

these directives?” [Participant # 6] 

Finally, for the one participant who entered the study with a living will that her faith 

community created to ensure no involvement of blood products in her future health care, a 

revision of her current living will was discussed during the TAP session as she identified the 

need to update her advance directive and re-appoint one of her health care proxies: 

“Yeah my mom and sister (as original proxies) … My mom is sick now and can’t be my 

power of attorney so I will need to change it to my brother-in-law.” [Participant # 15] 
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Table 4. Major Themes and Subthemes Emerged from Semi-structured Interviews 

  

Categories Major Themes Subthemes 

I. Program Feedback Glad to Participate  

 Nice Instruction Informative & Beneficial 

  ACP Gets Simpler 

 Acquire New Knowledge No Need to Hire an Attorney/Spend 

Money to Complete an AD 

   AD Forms Exist 

  Learn about Treatment Options 

 Make Wishes Known and Clear  

 Perceived Need for ACP Came in Handy at this Time  

  Perceived Need for Family Members to 

Engage in ACP 

  Help Relieve Burden of Guilt from Poor 

Decision Making 

II. Stages of Health Behavior 

Change in Advance Care 

Planning 

Precontemplation  

Contemplation  

Begin to Think 

 Contemplation  

Preparation 

Develop Plans to Initiate ACP Discussions 

  Develop Plan to Discuss Personal 

Values/Goals of Care/Treatment Options 

 Preparation   

Action            

Willingness to Complete an AD 

  Have AD on File 

  Complete AD for the First Time  

  Willingness to be an ACP Advocate in 

Community 

 Action  

Maintenance 

Update Existing AD 
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Table 4. Major Themes and Subthemes Emerged from Semi-structured Interviews (continued) 
 
 

Categories Major Themes Subthemes 

III. Perceived Barriers to 

Engaging in ACP 

Lack of Informed 

Education/Information about ACP 

Inadequate Education/Information 

Provided by Medical System  

  Not Knowing Where to Find Needed 

Resources  

 Lack of Family/Social Support Difficulty in Finding proxy to Be There 

When You Need  

  Difficulty in Getting Family Members to 

Accept Own EOL Wishes 

 Sense of Hopelessness Due to Lack of Health Care Resources/ 

Access to Health Care 

  Autonomy Compromised When ER is 

the Only Option/Not Having Choices in 

Health Care 

 Mistrust of Doctors “Doctors Don't Care”  

  “Feel Like A Guinea Pig” 

  Discrimination Due to Race/Health 

Problems 

 Get Caught up with Life No Perceived Needs to Discuss Future 

Plans 

 Avoid to Talk About Death and 

Future Care Decisions/  

Fear/Funny About Death/Health Decline 

  Too Serious 

 Emotional Barriers Be Happy, Just Wait until Death Comes 

  Never Want it to Happen 

IV. Strategies to Overcome 

Barriers to Engaging in ACP 

Provide Education/Information 

 

Proactive Medical System/Health Care 

Providers to Provide Information 

  Start Early  

  Make it Simple & Easy to Understand 

 Reach More African Americans 

 

Meet Them Where They Are 

  Take A Gradual Approach 

 Increase Trust and Acceptance Communicate Face-to-Face 

  Find Good Doctor Who Cares 

 Initiate Discussions using Circle 

of Influence 

Initiate Discussion with Family/Friends 
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 Barriers to ACP Engagement. One of the major aims of the current study is to identify 

barriers for local African-American communities to engage in ACP discussions. Table 4 presents 

a list of the six major themes of the identified barriers, including: (1) Lack of Information/Patient 

education; (2) Lack of Family/Social Support; (3) Sense of Hopelessness; (4) Mistrust of 

Doctors; (5) Get Caught up with Life/No Perceived Needs to Discuss Future Plans; (6) Reticence 

to Talk about Death/Future Care Decisions. While all perceived barriers are important and are 

worthy of discussion, this paper will focus on the Lack of Information/Patient education and 

Reticence to Talk about Death/Future Care Decisions given that these barriers could be 

overcome through ACP discussions and/or interventions.  

Several participants indicated that one of the main reasons for the low engagement in 

ACP among African Americans is the lack of information and patient education resources in the 

local community. Two participants noted: 

“What kind of barriers? Mmm…I would, I would probably think uh a lack of 

education…uh… a lack of informed education.” [Participant #7] 

Well, it's just about like everything. Its… they don't have that…the education, you know. 

The the the education gonna tell you, you know is not being placed in front of em. 

[Participant #6] 

Another participant pointed out that the medical system only inquired whether he has an 

advance directive when he was hospitalized but never offered to provide information or 

education on this topic, follow up with him, or provide him a form to fill out: 
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“I feel like… if… if I hadn’t went to the, went to the, and had those like I said, everybody 

don’t have an operation. So, everybody don’t know about this. If I hadn’t had went to 

have a couple operations, I wouldn't have known about advance directives. I didn’t know 

nothin’ about no advance directives. (They) kept asking me for it at the hospital, you 

know....They didn’t ask me did I want to fill one out or nothin’.” [Participant #16] 

One participant noted a desire to discuss ACP but not knowing who or where to turn to 

for resources to help facilitate future care planning: 

“…many times we-you don't know the right people or the right sources to go to, to help 

you with this this uh, planning for your future.” [Participant #20] 

 In addition to a lack of information and educational resources, participants also indicated 

a tendency to avoid talking about topics related to death and future care. For example, several 

participants noted that people in the local community rarely talk about these topics due to 

emotional barriers (i.e., feeling funny, scared, too seriousor wanting to wait until 

accidents/deaths happen) and a tendency to wait until adverse events happen: 

“People are so funny about death, that they don't wanna (talk about it)….Rarely talked 

about in the community.” [Participant # 15] 

“Uh, you know of course everyone has fears about it. You know, because you know, 

you’re thinking about, a time where you’re not going to be, able to do for yourself.” 

[Participant # 26] 

“Um...to me I feel like, people feel… they don't want to talk about death, and they wanna, 

you know. They want to be happy but if it comes that, everybody dress up…..But far as, 

far as talking about healthcare… they just never want it to happen to them. You know, 
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like an accident, you don’t really want, you don’t really, this is what my, my opinion is. 

They don’t want to think of themselves getting hit by a truck. Hell, it do happen.” 

[Participant # 24] 

 Suggested Strategies to Overcome the Barriers. Participants were asked to provide 

feedback regarding ideas and strategies to overcome the perceived barriers to ACP engagement 

in the local community. These identified strategies are summarized in Table 4 (see Category IV). 

Major themes include: (1) Provide Education and Information to Facilitate ACP awareness and 

discussion; (2) Reach more African Americans; (3) Increase Trust and Acceptance; and (4) 

Initiate Discussions through Circle of Influence.  

It is noteworthy that participants expressed a strong desire to learn more about ACP and 

have education or information delivered to the local community in a proactive manner that meets 

their health literacy needs. For instance, one participant stated that: 

“It's a big gap in the medical and all the medical, it it's a big gap. A lot of the medical 

companies and doctors, do provide people with some of the information dealing with 

care. There be a lot more people, understanding their options, better choices on what 

medical care they want or what medical insurance they need to get or make sure that, in 

the future their family won't… fall behind in that same gap.  You gotta have all your 

information… clarified for you on everything. So you can make rational decisions.” 

[Participant # 12] 

Two participants stressed the importance of providing education about ACP to 

community residents before individuals gets old or sick: 
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“Because this healthcare business, retirement and burial is very serious but I wish I had 

been informed very young…I wish I had gotten the kind-I was pushing aside any kind of 

plans here…. I wish I had known the importance of all of these decisions.” [Participant # 

2] 

“Start the (programs), start the, the insurances, start the gatherings, just start everything 

that early, see you can get the best thing going for you and your family. So that even at 

19, you make a decision like this that you can look back when your 70 and say I had mine 

a long time ago.” [Participant # 7] 

Another participant noted that information should be delivered in a way that is easy for 

people to understand and “shouldn’t be that complicated”: 

“whatever, whatever you plan is…it should be set to where, it won’t take long for you to 

understand. It shouldn't be that complicated. Not rushed decisions or irrational 

decisions. You can sit and make honest…. decision where this is the right health care...so 

you can have to make the best rational judgment.” [Participant # 12] 

Participants also provided practical suggestions regarding how to enhance trust and 

acceptance and how to reach more local communities to raise awareness of ACP discussions. For 

example, it was suggested that ACP program/intervention providers should take a proactive 

approach by going to the community gathering place to meet people where they are: 

“Actually communicating with the people on a face to face basis because that’s what you 

really need to get their attention. Go to that gathering places, you know. That’s what I 

find out about you all. A guy told me about you all. And then I’ll start telling people 
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about it after I talk to you. It would be very much help. They would be more trusting. 

Then if you saw them at their church, they’ll see she came out of her way, to come out 

and see us, at our church. They may be more susceptible to accept.” [Participant # 11] 

Barbershops, beauty salons. And one of the most unlikely places would be and this might 

seem odd, grocery stores, Laundromats, clubs, discussion groups, cafés. A lot of places 

that we gravitate towards, information is disseminated...Shopping centers and 

barbershops and beauty salons definitely. Let’s say for example you’re in a shopping 

center, I might pass out a flier about an upcoming church event or an upcoming concert 

“Hey, come see the show, come see this. Hey can you have you consider these issues?” 

Take it, you know. It'll reach more African-Americans, especially knowing this area.” 

[Participant # 6] 

Other participants suggested that a gradual approach should be taken to reduce 

fear and elicit interest within the local community to learn more about ACP: 

“You know town meetings? Discuss it. Discuss healthcare in general. Then spend like an 

hour, hour you know, something like that to explain what we talking about. Because a lot 

of people don't know about it, I didn’t.” [Participant # 24] 

“And do like a health fair and some kind of, uh, you know, I was coming up with, they use 

to have a van that would come around. And draw blood and check your ears. Things of 

that nature, so, in that, you can, you know, you could put, uh, add that (ACP information) 

to the, to the list of things that they can actually learn.” [Participant # 27] 
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Based on participants’ suggestions, a revised conceptual framework is developed to take 

contextual/health care system factors into account to facilitate ACP across various stages of 

health behavior change (see Figure 4). This modification highlights the need to elicit 

organizational support from the health care system and the local community to promote ACP 

engagement through the provision of ACP facilitating interventions such as TAP. Health care 

providers shall strive for ethical and quality care to dispel mistrust and enhance open discussions. 

Finally, systematic support is needed to encourage providers to facilitate ongoing discussions of 

ACP and timely updates of the ADs.  

 

Figure 4. Revised Conceptual Framework of the Thinking Ahead Project (TAP) 
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Chapter 4 - Discussion 

This pilot study investigated the feasibility and provided a limited efficacy test of the 

Thinking Ahead Project (TAP), an innovative intervention designed to increase the acceptability 

of advance care planning (ACP) among African Americans. Findings from the mixed-methods 

approach contribute to the existing literature by 1) proposing an innovative, multi-component 

advance care planning intervention to meet the information and health literacy needs of 

community-dwelling African American middle-aged and older adults, 2) examining perceived 

barriers for the target population, and 3) identifying strategies to overcome the existing barriers 

to facilitate ACP engagement. 

Feasibility data from both qualitative and quantitative analyses demonstrated successful 

implementation of the multi-component TAP intervention. Outcomes revealed high satisfaction 

and confidence in completing an AD, suggesting that the TAP was well received by the current 

study sample. Interestingly, the average confidence rating reported by the waitlist control group 

revealed highest level of confidence. One possible explanation for the higher rating endorsed by 

the waitlist control group may be offered by the self-determination theory, a theory of motivation 

that addresses intrinsic motivation by focusing on three universal psychological needs: 

competence, relatedness, and autonomy (Ryan et al., 2008). Waitlist control, compared to their 

intervention counterpart, was offered up to 30-minute to review the advance directive forms and 

advance care planning educational materials before they started the TAP intervention. This 30-

minute review session provides the participant an opportunity to reflect on the information and 
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raise questions. This exposure to ACP information likely contributed to increased competence 

(i.e., more knowledge about AD and ACP), which might in turn increase motivation and 

confidence in completing an AD. Future research is needed to better understand the mechanism 

of increased confidence. 

In terms of limited efficacy testing, findings of this pilot study revealed that all study 

participants who participated in the TAP intervention (n=27) endorsed increased intention to 

complete an advance directive at post-intervention, indicating that the TAP is a promising 

intervention which could be used to facilitate changes in health behavior. It is worth highlighting 

that a significant increase in knowledge about advance directives was found in the intervention 

group but not in the control group, suggesting that the TAP intervention may help reduce the 

lack of knowledge among the local African American population for ACP engagement. 

 One of the important findings of the study is that participants from both health literacy 

levels (adequate vs. limited) endorsed a preference for health-literacy adapted advance directive 

forms over the standard forms. While the sample size of participants with limited health literacy 

was relatively small, the findings were shown to be in accordance with a larger-scale study 

conducted by Sudore and colleagues. Sudore et al. (2007) reported that the adapted AD form 

obtained a significantly higher preference rating among middle-aged and older primary care 

clinic patients (N=205), especially those with limited literacy. This finding corresponds well to 

the Model of Uncertainty in Advance Care Planning (Melhado & Bushy, 2011), which highlights 

the importance of health literacy of the ACP communication domain. The need for more ACP-

specific health literacy is further highlighted by the perceived barriers endorsed by study 
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participants. The lack of “informed education” is considered to be one of the primary barriers to 

African American’s ACP engagement.  

Findings from this pilot study suggest that a single, brief, ACP health coaching session 

can help facilitate ACP discussions and motivate individuals to engage in health behavior 

changes (i.e., take actions to develop plans to initiate ACP conversations and/or create an AD) 

through both the motivational and volitional pathways. While the theoretical model provides a 

conceptual framework to help understand how the TAP intervention might facilitate changes in a 

targeted health behavior, findings from the study can help further modify the framework. For 

example, adding system factors into the framework and examining the relations between 

organizational efforts (i.e., proactive involvement of the health care system) and the prevalence 

and use of advance directives, the new, revised framework (Figure 4) may help address not only 

the psychological/cognitive factors but also the contextual factors associated with ACP 

engagement among various racial/ethnic populations (Detering, Hancock, & Michael, 2010; 

Melhado & Bushy, 2011; Pecanac et al., 2014). The revised model highlights the importance of 

facilitating ongoing ACP discussion and AD documentation to promote informed decision 

making at both individual and organizational levels (Rimer, Briss, Zeller, Chan, & Woolf, 2004). 

Study Limitations. Several limitations of this pilot study should be addressed, including 

the small sample size and geographic specificity of the study population. These limit the 

generalizability of the findings. Another limitation is the lack of a usual care control group to 

simulate real-life situations where no ACP educational material is offered.  

In spite of these limitations, this study is one of the first to address issues regarding both 

unique barriers faced by the local African American community and strategies to overcome the 
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barriers. Our findings can inform future intervention efforts to enhance ACP discussion 

(Detering et al., 2010; Nath et al., 2008; Pecanac et al., 2014; Song et al., 2009). Additionally, an 

intervention strategy to improve timely communication with physicians, clergy, and mental 

health professionals may support diverse cultural preferences for the quality of life and motivate 

contemplation and action toward advance care planning (Sudore & Fried, 2010). 

Overall, the TAP intervention demonstrates promise as a brief intervention to increase 

acceptability of ACP among African Americans. Findings from the current study can be applied 

to further development of culturally sensitive intervention programs that enhance racial/ethnic 

minorities’ acceptability and engagement in ACP. Future studies should consider a larger sample 

size to achieve adequate power and effect size. Additionally, using a longitudinal design (i.e., 

adding booster session(s) to involve family members or health care proxies and/or integrating 

medical chart review as follow ups) can help track ACP discussions, AD documentation, and 

concordance between treatment preferences listed in the AD and treatment decisions made at the 

end of life. Finally, including other racial/ethnic minorities would enable better understanding 

the complex nature of the relation between psychological, cognitive, and contextual factors of 

advance care planning and help decrease health disparities in end-of-life care.   
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