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information about local resources (support groups and training programs, respite care, 

care coordinators or social workers who are trained to provide resources). It may also be 

worth designing a randomized clinical trial to identify the effects of caregiver support 

when a person with ADRD in enrolled in a clinical trial. 

Recommendation #4: Include people with ADRD and caregivers in the research 

design process: In the Gilmore-Bykovskyi et al. (2019) systematic review on improving 

dementia research recruitment among disadvantaged populations, it was noted that none 

of the papers that described strategies to improve research participation included bringing 

community members into the design process, and recommended researchers begin doing 

so. In this particular study, interviewees had mixed feelings on incorporating community 

members with and without ADRD. Some interviewees noted that they do not include 

community members because they pose challenges, particularly in the context of a person 

with ADRD participating in the research process: 

Researcher: “Those are challenging because I think they sound good, but if you 

think about it, how can one person from a community represent the community? I 

mean, you take it as input, but I think that it's hard to get the voice of a community 

from a single community representative. 

 

Healthcare provider: “For the things I've done, we haven't included individuals 

with dementia … with dementia, people often lack insight, they often have enough 

memory impairment that they won't remember a previous conversation. So, you 

can't build on what you've done previously and it's just a much more limited 

interaction.” 

Others viewed community members as experts, highlighting that caregivers and people 

with ADRD are the only ones with the true expertise in living with or caring with 

someone with ADRD. 
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Researcher: “If we have a meeting, I make sure that we don’t have 7 

[researchers] and 3 community members on the other side of the table … We are 

conscious about power imbalance … We always want to approach it as ‘we want 

to learn from you’ … we want to say, ‘look, you’re the experts, help us learn from 

you.’” 

 

Advocate: “We have people living with cognitive impairment and change … They 

are [on the board] because they're an expert. They know what it means to live 

with this disease every single day. They know what it means to care for someone's 

disease or to watch their husband change before their eyes. They know what it 

means. They're an expert and that's who policymakers want to hear from.” 

One pathway to include people with ADRD and caregivers in the research design process 

may be to start with websites that are designed for finding available research 

opportunities. Several interviewees noted that the study websites that they used to search 

for trials or join a registry were difficult to navigate: 

Caregiver: “One of the people at the [organization] said their website is a 

nightmare to navigate, so I doubt if I would have looked and found [the clinical 

trial] there.” 

 

Caregiver: “[The study search websites] are probably for medical professionals 

who are used to doing it all the time. I talked to the family doctor. I say, ‘How 

come you can find this stuff and I can't?’ She says, ‘Because I do it every day, and 

I know exactly how these people think when they set these websites up … You 

don't do it every day. You're not familiar with how it works.’" 

At least one caregiver had ideas to improve online study search functionality and ability: 

Caregiver: “[The organizations] send you an email and say …. ‘Go to this 

website, fill this thing out.’ … [Then] they look at the questionnaire and they say, 

‘Okay, now if this answer was yes, then they might be a candidate,’ or that type of 

thing. They could at least establish an initial contact … Because right now, 

searching through a whole bunch of websites looking for research, studies where 

the criteria might meet what she has … doing that is very time-consuming.”  

This example illustrates how people with ADRD and caregivers provide needed expertise 

based on their lived experiences in the research design process. They identified barriers 
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affecting their ability to search for research studies and suggested a strategy to mitigate 

that barrier.   

 When asked about being on an advisory board where caregivers and people with 

ADRD collaborate with researchers and staff, most people with ADRD and caregivers 

described these boards as not important in their decision to participate in research. Some 

caregivers mentioned wanting to join an advisory board in the future but were unaware of 

current opportunities. A small number of people with ADRD said they would be 

interested in serving on an advisory board. One interviewee was a former neurologist 

diagnosed with Alzheimer’s, who speaks to medical students about treating individuals 

with dementia. This person is also part of a research advisory board for the Alzheimer’s 

Association, but was unable to join their advocacy board due to policies regarding 

caregivers: 

Person with ADRD: “The Alzheimer’s Association invited me to join an 

advocacy group; I said I’d be happy to do it but they required a partner because 

they didn’t want people to travel on their own … I don’t know how much longer 

I’ll be able to do that, but right now that’s not an issue. But that was something 

that was etched in stone … [so] they said how about a different division?”  

Notably, several people with ADRD felt that they would not be able to contribute: 

Person with ADRD: “My brain isn't doing very well. I don't think that's 

something that would help anybody with me getting confused. I don't need to help 

people when I can't [help] myself.” 

Organizations may benefit from recognizing the expertise that people with ADRD bring 

to the table. People with ADRD can be empowered through an organization’s inclusive 

decision-making processes, such as inviting them to join advisory boards if they are 

competent to participate fully to the extent to which they are capable. Some interviewees 



 

 

 
249 

with ADRD felt their contributions would be unhelpful, so an invitation with an 

explanation of why they are being invited might serve as a way to empower them 

personally. In doing so, this may lead to a change in the social construction of people 

with ADRD by empowering them within their community as well as increasing equity by 

having their voices and expertise included in the research design process.  

 As noted in Chapter 3 and the methods section of this chapter, a CAB was 

established for this study. In addition to professional members, the CAB included people 

with ADRD, caregivers, and older African Americans. In addition to helping develop 

study materials and interpreting the results, they provided numerous insights, such as 

using the terms “Alzheimer’s disease” and “dementia” instead of “memory loss,” 

describing how compensation is helpful but researchers need to consider how it may 

affect their benefits, and articulating what learning styles were most helpful to them (e.g. 

visual versus auditory), which led to multiple ways that knowledge was disseminated 

before, during, and after the CAB meeting. Additionally, at every CAB meeting debrief, 

the members identified what was positive about the session and what could be adjusted to 

better suit their needs.  

 Further, when provided with a list of factors affecting ADRD clinical research 

participation, which was developed based on providers, researchers, and advocates input, 

every Phase 2 interviewee provided insights on what factors were important, which were 

not, and how the list could be improved. They demonstrated that individuals with ADRD 

and caregivers have the expertise to improve study design even in cases where they 

believed they did not have the capacity to do so. 
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Conclusion: The conceptualization of Action Area 3 -- creating healthier, more equitable 

communities -- is generally applied through the lens of the built environment, social and 

economic conditions, and policies (Dubowitz et al., 2016). In the context of this study, 

the lens of equity is achieved through the inclusion of people with ADRD and caregivers 

in creating policies and processes for ADRD research. Findings from interviews 

recognize the necessity of caregiver participation in ADRD research but also highlight 

the sometimes negative position they may be placed in. Recognizing caregivers as full 

participants rather than study partners offers the ability for researchers to provide the 

caregivers with some of the benefits they need and could motivate caregivers to be 

involved in research. Including caregivers and people with ADRD in the research design 

process provides opportunities to remove barriers and strengthen resources that address 

the needs of their community while encouraging participation. It also empowers people 

with ADRD and their caregivers by recognizing and respecting their expertise, further 

reducing inequities.     

Culture of Health Action Framework Action Area 4: Strengthening and integration 

of health services and systems   

 The clinical research, advocacy, and health sectors have similar goals of 

improving the experiences of people with ADRD and their caregivers as well as 

discovering an ADRD prevention and treatment (NIH 2018; Alzheimer’s Association, 

2019). This action area is conceptualized as including access to care, balance and 

integration, and consumer experience (Martin et al., 2016). In the context of ADRD 

research, this can be applied in the realm of access to research opportunities, balance and 
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integration of research services, and participant experience. Individuals report being more 

open to clinical research participation if organizations are more accommodating by 

offering flexible scheduling, fewer in-person visits with more opportunities for video 

conferencing, and free or subsidized modes of transportation (Danner et al., 2011; Law et 

al., 2014; Friedman et al., 2015; Mahon et al., 2016). Study opportunity knowledge could 

also be fostered by modifying both large-scale and local online registries and clinical 

research websites, as noted in Recommendation 4. These sites and registries, including 

TrialMatch, ClinicalTrials.gov, and local research registries, offer information about or 

the option to be notified about study opportunities but are inaccessible to those who are 

scientific or Internet illiterate or with limited time to navigate the cumbersome sites. The 

relationship between organizational staff and a person with ADRD and their caregiver 

often contributes to the decision to participate in research.  

Recommendation #5: Offer alternative options to reduce participation burden: 

Interviewees noted multiple factors affecting their ability and motivation to participate in 

ADRD clinical research. Time spent driving, using the internet to search for study 

opportunities, and participating in study activities were frequently discussed: 

Researcher: “So the sponsor sends somebody to do [quality assurance testing] on 

one specific machine, so we can't even just send them to one facility, it has to 

literally be one specific machine that was [tested] by them, so that they're 

scanned under the same protocol each time on the same machine, really just 

anything to reduce variability. That would help if we could send people to other 

places.”  

 

Caregiver: “We drive out [across town] for an optometry appointment, and have 

to drive back, and it's just like that was what really put her off to it. And me, too ... 

I mean, they had one place for CT and one place for MRI … [and then a third 

place for] optometry … [Then], she had a hearing test at another place.” 
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Caregiver: “There are a lot of opportunities for us to do things that enrich what 

are still good years. If it was going to be some intervention that would interfere 

with that or gobble up a lot of our time, that would be a substantial negative.” 

Research organizations’ strategies may benefit from modifications to reflect community 

needs. Based on the interviews, this could include presentations at ADRD and caregiver 

support groups, making materials reflective and culturally responsive to the community 

that researchers wish to work with, and providing additional incentives for caregivers. 

This also applies to industry sponsors that may be receiving suggestions from 

coordinators or community members about the best recruitment strategies but continue to 

adhere to their original processes. Willingness to accommodate their schedules and 

needs, such as requiring fewer in-person visits, reducing or removing the time spent or 

distance traveled, or providing resources or supports specific to the caregiver, may help 

in increasing their ability and motivation to participate in ADRD research. For example, 

including more secondary sites for specialty testing (e.g. optometry or CT scans), or 

working with home health agencies to reduce the number of clinic visits, could address 

travel-related burdens and may increase participation.  

Recommendation #6: Evaluate and improve relationships between providers/ 

researchers and patients/participants: In Phase 1, several interviewees described the 

fear that some providers have when encountering a person with signs of dementia: 

Healthcare provider: “I think on the provider's side … it's just uncertainty and 

feeling like there's nothing for them to do. So why make the diagnosis? Because 

they could be wrong. When in fact, there are things to do. Get your affairs in 

order, advanced directives, you know? There are lots of things to do. Do a bucket 

list…” 
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This sentiment was echoed by several of the Phase 2 interviewees, who noted negative 

interactions with their provider. Less obvious dementia symptoms, such as trouble 

concentrating at work, were noticed more often by the person with ADRD who felt their 

symptoms were minimized or dismissed by providers, despite continued concerns, 

resulting in a delay in the diagnosis. Several interviewees noted interactions that led to 

uncertain diagnoses or diagnoses received in an unprofessional manner: 

Person with ADRD: “I knew that there were some issues. And so I went to my 

family care physician and I said, ‘You know, I just can't remember things like I 

used to.’ And he just discounted it … So then I went and spent another few years 

after that and it just kept continuing to get worse.”  

 

Person with ADRD: “At first [the neurologist] was sort of dismissive, "Oh, I'm 

sure you're just being neurotic," kind of message … [After testing], he comes 

back, he throws down the papers on the table and he said, "You're right! You do 

have a problem!" … I just kind of sat there in stunned silence. I just thought, 

"Wow. Do you let all of your patients know the results that way?" 

Some noted that relationships with their research staff were different from their 

experiences with their providers, and had positive things to say about the staff:  

Caregiver: “The staff, research assistants, are just fantastic. They really do 

everything they can to make it easy for you.” 

 

Person with ADRD: “I can't think of anything that [research staff] can do better 

… It's just superb. It's better than even dreamed of. And they make you feel 

worthwhile … They look at me, they listen, they reflect back, they communicate 

beautifully.”  

Others noted that the relationship between their provider or research staff affected their 

decision to keep seeing them:  

Caregiver: “If [research staff] treated him or us more as a number instead of a 

person, that would definitely be a factor [in participating]. But we haven't seen 

that … these days, you go in for [a doctor’s] appointment and you feel like a 

number instead of a person.” 
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Conversely, others were apprehensive because of previous bad experiences: 

Person with ADRD: “If you don't care anymore about your patient than [having 

the secretary call to give the diagnosis], he needs to be doing something else … 

He was so lackadaisical, like, ‘Geez, I've done this test for so many times’… I 

don’t know if I should [go see another neurologist]. I’m scared to go to one 

now.” 

These quotes exemplify how important the experience and interaction between staff and 

patient/participant is in the decision to participate in research or seek treatment. These 

interviewees had positive experiences with research staff, but that cannot be generalized 

for all ADRD research participants. 

Conclusion: In the context of ADRD research, this study conceptualizes Action Area 4 

through access to research, balance and integration of research services, and participant 

experience.  Developing alternative options to reduce participant burden provides greater 

access and integration of research services, and improves the experience and quality of 

participating in ADRD research. Similarly, the relationship between a provider or 

researchers and their patient or participant substantially influences their experience. 

Findings that do not align with the Culture of Health Action Framework 

 Two findings did not align with the Culture of Health Action Framework. The 

first involves the number of people who will not participate in research due to their 

concerns about taking study drugs. Ten of the 24 Phase 2 interviewees noted that they 

would not participate in a study that required them to take study drugs. In some cases, 

learning from local ADRD research champions, particularly those who have participated 

in drug trials, may inform people with ADRD and caregivers of the purpose, benefit, and 

concerns of participation. Five of those Phase 2 interviewees described a history of taking 
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a new medication that negatively impacted their health and did not want to repeat that 

experience, especially if the drug was not proven to treat their dementia. In these cases, 

the Culture of Health Action Framework would not be helpful for increasing their 

likelihood of participating in an ADRD drug intervention. However, the framework could 

still be used to improve their motivation and ability to participate in alternative types of 

ADRD research opportunities that do not require taking an investigational drug.  

 The second finding concerns the number of people who are ineligible or forced to 

withdraw from a study. Three of the 12 people with ADRD interviewed noted that they 

had been ineligible for, or withdrawn from, studies for three reasons: age, 

neuropsychological testing scores, and/or for scoring too high on screening tests after 

receiving an intervention. Additionally, one caregiver noted that she was ineligible to 

participate in an ADRD prevention study for herself because she did not have a study 

partner, despite having normal cognitive function. Of these four reasons, age is the only 

ineligibility factor that has been addressed due to a policy that promotes equity in ADRD 

research by removing arbitrary age exclusion criteria (NIH, 2017a). The other three 

exclusionary reasons are necessary to ensure study validity, intervention efficacy, and the 

overall safety and wellbeing of the participants. Because of their necessity, they are not 

likely to be adjusted or modified. 

 Despite these two findings not having a good fit with the Culture of Health Action 

Framework, the majority of the findings do fit within the framework. Thus, this 

framework remains a useful tool for conceptualizing factors and organizing 

recommendations to improve ADRD clinical research participation. 
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Synthesis and Conclusion 

The goal of finding a treatment or prevention for ADRD by 2025 is contingent on having 

enough people with ADRD and study partners who are able and willing to participate in 

clinical research. For Oregonians with ADRD and their caregivers, there are many policy, 

system, organizational, and personal barriers potentially standing in the way of capability 

and motivation to participate in ADRD clinical research. However, the recommendations 

presented here may mitigate these barriers. The Culture of Health Action Framework was 

used to frame this research; these six recommendations were derived from the expertise 

of the interviewees and were then applied to this framework. They can serve as a map to 

build capacity and partnerships, recognize and mitigate barriers caused by structural 

racism, help research organizations conduct more outreach to motivate community 

members and increase ADRD clinical research enrollment. 

 There are several limitations to this project. First, the sample size is small (n=33) 

and not fully representative of one metropolitan area. However, saturation was reached 

through these interviews. These findings are specific to the Portland, OR metropolitan 

area. They may be contextually relevant for similar communities, but are not necessarily 

generalizable nor are they intended to be, in the quantitative sense. Rather, these findings 

can be transferable to other researchers, clinicians, or advocates in other metropolitans 

areas if they believe these findings may be applicable to their setting and specific context 

(Smith, 2017).  
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 Second, there is sampling bias in this study. Though Phase 1 interviews were 

designed to be organizationally representative, all but one of the healthcare providers 

were geriatricians and there were no providers who specifically focused on primary care. 

This is because the investigator relied upon referrals from key informants and community 

advisory boards, and nearly all provider referrals were for geriatricians. Further, one of 

the three local ADRD research organizations did not respond to requests for interviews. 

The study also did not include interviews with local county government employees 

despite the fact that county governments in the Portland metropolitan area provide 

services for people with ADRD and caregivers. This is because the investigator was not 

referred to county employees for Phase 1 interviews by either the CAB members or other 

key informants. These county agencies were discussed by advocates, but not by providers 

and researchers, so it is possible that the services provided by the counties are unknown 

to local health and research organizations. In Phase 2, all but one interviewee was white, 

despite efforts to recruit African Americans. Factors that specifically affect African 

Americans were not captured in this study. It is likely that a more robust discussion of 

built environments and shared values, specifically around local ADRD research studies 

that target African Americans, would have emerged from the findings if there had not 

been this bias. This sampling bias is discussed in detail in Chapter 7.  

 Confirmation and response biases also exist in this study. Interviewees may have 

censored themselves due to the audio-recording of interviews and may have focused on 

what they perceived the interviewer wanted to hear, resulting in response bias. 

Confirmation bias is also likely given that the investigator was the single coder and drew 
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upon the conceptual framework and the literature. The investigator mitigated some of this 

bias by writing field notes immediately after each interview, a conscious effort to self-

assess when analyzing codes and themes, and CAB member-checking and interpretation 

of analyses. Furthermore, while there are no conscious biases due to the researcher’s 

identity, it is important to acknowledge that subconscious biases are possible due to her 

identity as a female academic who is a proponent of ADRD research and community 

inclusion and may have affected the rapport with interviewees. The consequences of 

these biases are discussed further in Chapter 7. 

 This study contributes to the literature by providing recommendations to improve 

dementia clinical research recruitment and by providing a deep and rich understanding of 

the experiences of people with ADRD, caregivers, clinicians, researchers, and advocates. 

Additionally, these recommendations derive from the voices of interviewees and are 

organized using the Culture of Health Action Framework, applying the framework in a 

unique manner. Further, the study successfully demonstrated that including people with 

dementia and caregivers on an advisory board can be valuable, and improved the study 

design and interpretation of findings. Through this study, the potential exists to increase 

research participation at the local level to the point that it increases the national rate of 

recruitment, and ultimately helps to achieve the US Congress’s goal of finding a 

prevention or treatment for ADRD by 2025. This study should be repeated in a larger 

context or as pilots in other communities to determine contextual relevance and 

generalizability for other areas. Further, strategies implemented as a result of the 

recommendations provided here should be routinely evaluated to determine their 
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feasibility and effectiveness. Future research related to ADRD should consider the larger 

context – these recommendations are not only about finding a way to increase 

participation in ADRD clinical research studies, but more importantly about the larger 

goal of finding a prevention, treatment, or cure for ADRD.  
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CHAPTER 7: CONCLUSION 

 

 This final chapter offers a detailed description of the conclusions of this 

dissertation. It is organized as follows: 

a) Restatement of the study’s purpose and a summary of the findings; 

b) Assumptions and limitations; 

c) Plans for dissemination of the findings; 

d) Implications for future research; and 

e) Conclusion.   

 

Overview of the Study Purpose and Summary of Findings 

The purpose of this study was to identify organizational, system, and policy factors 

affecting ADRD clinical research participation in the Portland, Oregon metropolitan area. 

This research question was addressed through three aims.  

 Aim 1: Identify organizational, system, and policy factors that impede or enhance 

clinical research enrollment among people with ADRD.   

Aim 1 was addressed through nine semi-structured interviews with local 

clinicians, researchers, and advocates who were identified through referrals from key 

informants and a Community Advisory Board. Organizational, system, and policy factors 

affected ADRD clinical research participation in the local community. Federal policy 

attempts to streamline ADRD research studies have not resulted in the intended outcomes 

at the local level. People with ADRD and caregivers lacked awareness of research 
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opportunities. In some cases, this was due to a lack of provider knowledge of ongoing 

clinical research. In others, it was due to organizational directives preventing providers 

from discussing research opportunities. At times, providers preferred not to refer patients 

to research opportunities. Research opportunities were not shared in places where people 

with ADRD and their caregivers are likely to congregate, such as support groups. 

Interviewees, many of whom participated in professional partnerships, were often 

hesitant to join community collaborations or formal partnerships. This reduced the 

likelihood of building a relationship and shared resources with people with ADRD and 

caregivers.  

Many interviewees, mostly clinicians and some researchers, were wary of 

including community members, with or without ADRD, on their advisory boards. 

Reasons ranged from not receiving true representation from the community to people 

with ADRD negatively affecting the progress of the advisory board. Advocates and other 

researchers spoke positively of including people with ADRD and caregivers, noting that 

they were the only true experts because they had the lived experiences.  

Aim 2: Describe personal factors that persuade or dissuade individuals with ADRD 

from enrolling in clinical research.  

 Personal factors affecting ADRD clinical research participation in the Portland, 

Oregon metropolitan area were identified through interviews with twelve people with 

MCI or ADRD and their caregivers (n=24). Interviews explored factors affecting the 

interviewees’ ability and motivation to participate in research. Half of those interviewed 

had participated in dementia clinical research; participants with ADRD must have had a 
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clinician diagnosis. Several interviewees noted their provider initially dismissed their 

symptoms of ADRD, with two citing unprofessional behavior. There was a lack of 

knowledge about research opportunities in the local Portland area. Many interviewees 

were unaware of dementia studies, which was surprising as many were recruited from 

organizations with rich knowledge of research opportunities.  

 One’s perceived value of ADRD research did not increase their likelihood of 

joining a study. Many caregivers either did not have or did not want to use their limited 

free time to be a study partner; however, several caregivers noted that they would take the 

time to participate if the study provided some sort of caregiver benefit to ease their 

burden. Benefits might include listening to the caregiver’s challenges, providing or 

referring to individual therapy or support groups, caregiver education, or respite services. 

Ten of 24 Phase 2 interviewees noted that they would not participate in a study that 

required them to take an investigational drug, but all expressed willingness to participate 

in other types of ADRD studies.   

Aim 3: Develop motivational strategies and policy recommendations based on the 

findings from Aims 1 and 2.  

 The discussion of Aim 3 presented recommendations for local clinicians, 

researchers, and advocates to facilitate ADRD clinical research participation. Six 

strategies emerged from the qualitative interviews, CAB discussions, and an extensive 

review of the literature: 1) identify and promote local champions for ADRD clinical 

research participation; 2) promote policies and processes that incentivize cross-sector 

collaboration; 3) recognize caregivers as full research participants; 4) include people with 
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ADRD and caregivers in the research design process; 5) offer alternative options to 

reduce participation burden; 6) evaluate and improve relationships between healthcare/ 

research staff and patients/participants.  

 The Culture of Health was adapted and applied as a guiding framework to help 

conceptualize factors affecting ADRD clinical research participation and to organize the 

strategies within the framework’s four action areas. Using the Culture of Health Action 

Framework, the six recommendations can serve as a map to build capacity and 

partnerships, recognize and mitigate barriers caused by structural racism, help research 

organizations conduct more outreach to motivate community members and increase 

ADRD clinical research enrollment.  

 

Assumptions and Limitations 

As with any research, there are some assumptions and limitations that influence the 

interpretation of the findings and conclusions of this dissertation study.  

Assumptions 

 Three assumptions were made. First, the investigator correctly assumed that 

clinicians, researchers, advocates, and dyads of people with ADRD and their caregivers 

were willing to participate in semi-structured interviews. Second, there was an 

assumption that the investigator would be able to successfully recruit African Americans 

for Phase 2 of the study given her connections with organizations that work with older 

African Americans in the Portland area. The investigator was not successful; this is 

discussed in the following subsection. Third, there was an assumption that individuals 
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have the capacity and motivation to join a CAB. This assumption was accurate. Lastly, 

there was an assumption that the CAB would confirm the investigator’s findings. This 

also was accurate.  

Limitations 

 There are several limitations to this dissertation research, including a lack of 

African American representation, and issues of generalizability, sampling bias, response 

bias, and confirmation bias. 

Lack of African American representation: This study’s recruitment goal of 50% 

African Americans for the Phase 2 interviews was unmet; no African Americans were 

interviewed for Phase 2. Recruitment was attempted through CAB referrals to four 

African American community organizations, two OHSU African American cohort 

studies, a PreSERVE member with several friends who care for a friend or family 

member with ADRD, and by sharing flyers and attending three community events that 

catered to older African Americans. Of the four African American community 

organizations suggested by the CAB, three of the contacts did not respond and one ceased 

communication. Of the respondents from the two OHSU studies, none of the individuals 

had a clinical diagnosis of MCI/ADRD. Of the five participants that responded to an 

email from the study investigator, none were caregivers. The investigator brought flyers 

and interacted with attendees at community events. Two attendees reported being 

interested but did not respond to follow-up. Limitations due to lack of African American 

Phase 2 interviewees as well as steps to recruit and interview African Americans for 

future studies are described below. 
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Additional limitations: In addition to the lack of African American representation, other 

limitations must be acknowledged in interpreting study findings. This includes 

generalizability, sampling bias, response bias, and confirmation bias. 

Generalizability: This was a small pilot study in one midsized city based upon 33 

interviews, but saturation was reached in both phases of interviews. These findings are 

specific to the Portland, OR metropolitan area but may be contextually relevant for 

similar communities. They are not necessarily generalizable nor are they intended to be in 

the quantitative sense. Rather, these findings can be transferable to other researchers, 

clinicians, or advocates in other metropolitan areas if they believe these findings may be 

applicable to their setting and specific context (Smith, 2017).  

Sampling bias: Although saturation was reached, 33 interviewees are not representative 

of all of the ADRD clinicians, researchers, advocates, people with ADRD or caregivers in 

the Portland, OR area, resulting in possible sampling bias (Kovera, 2010). Phase 1 sought 

to include representation of numerous organizations by including interviewees from 

organizations of varying sizes and structures. Nine representatives from six organizations 

of varying sizes and structures were included, but the study did not include 

representatives from two local healthcare systems, independent health clinics, and one of 

the three ADRD research organizations. Had these representatives been included, it is 

possible that there would have been more discussion of different funding sources, 

community collaborations, and interactions with people with ADRD and caregivers. 

Three of the clinicians identified as geriatricians and one identified as a neurologist. Not 

having primary care providers omitted unique findings of being the first healthcare 
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provider to see a person complaining of dementia symptoms, as compared to a 

neurologist or geriatrician who has received a referral.    

 Additionally, this study did not include representatives from local county 

government offices on health and aging, who provide social services and supports for 

people with dementia and caregivers in the Portland metropolitan area. This was because 

they were not recommended by professional contacts nor by the CAB as a Phase 1 

interviewee but rather suggested as a recruiting source for Phase 2 interviews. These 

additional perspectives may have provided insights into the value of social gatherings and 

fostering a community among people with ADRD and caregivers. Representatives from 

pharmaceutical or other industry groups were not included because they do not directly 

interact with people with ADRD or caregivers. Given the leverage they have over 

research study design, their insights could provide a better understanding of their 

organizational roles and structures, funding, and decision-making processes.  

 Sampling bias is also likely in Phase 2 interviews. Phase 2 interviews included 

just 24 people with dementia and caregivers in a state with over 67,000 people diagnosed 

with Alzheimer’s disease and an estimated 200,000 caregivers (Alzheimer’s Association, 

2019a). Interviewees who had not participated in ADRD clinical research were involved 

in some type of group activity related to ADRD or caregiving, resulting in a lack of 

inclusion of people who are less connected to ADRD supports and services. This may 

have omitted insights on factors affecting their decisions regarding engaging in research 

or group supports. Working with a 100% non-African American sample versus 50% non-

African American sample meant that some factors described in the literature, by Phase 1 
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interviewees, and by the CAB were not identified. African American interviewees might 

have discussed how egregious acts conducted by researchers, Oregon’s history of 

mistreating African Americans, current gentrification, and lack of formal health service 

access and utilization negatively impacts their decision to participate in ADRD clinical 

research (Hannah-Jones, 2011; Parks, 2012; Multnomah County Health Department, 

2014; Geiling, 2015; Bonds & Lyons, 2017). It also left out a robust discussion from 

African Americans who do participate in ADRD research about why they choose to join a 

study. These findings would have been useful for identifying culturally competent and 

community engagement practices to increase ADRD research participation. 

Response bias: The researcher identifies as an academic, is employed at a large research 

organization and is a proponent of research, all of which could have affected power 

dynamics between the researcher and interviewees. It could also have led to response 

bias, where interviewees may answer questions in a way that seems more agreeable 

(Kovera, 2010). For example, individuals who have negative perspectives of academics 

and research may have felt they needed to speak positively about research in order to 

please the investigator. Additionally, it is possible that stronger connections could have 

been made with interviewees whose views align with the researcher’s, which could have 

led to more sharing of details about interviewees’ perspectives, as compared to those who 

are not proponents of dementia research. Possible response bias may have led to a lack of 

robust discussion on more negative perspectives of research or relationships with 

research staff.  
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Confirmation bias: Per Portland State University and Health System & Policy Ph.D. 

program requirements, only one researcher coded and analyzed the data. The investigator 

used the Culture of Health Action Framework as a conceptual framework and drew on 

the literature and various theories for coding and analysis. This increases the risk of 

confirmation bias, or the predisposition to value evidence that confirms preconceived 

notions and dismiss evidence to the contrary (Karson & Goodwin, 2010). It is possible 

that the investigator ignored data that did not fit with the framework or literature, and 

missed important findings. To mitigate these risks, the researcher took field notes after 

each interview to capture various emerging themes and findings, particularly those that 

were surprising and not found in the literature. Additionally, the researcher worked with 

the CAB to member-check and interpret the findings by identifying and describing what 

was interesting, surprising and/or missing.  

 Despite these limitations, the qualitative design elucidated contextual factors 

affecting ADRD clinical research participation in Portland, OR that have not been 

described elsewhere, and could not have been gleaned from quantitative analyses alone.  

 

Dissemination of the Research 

Originally, the researcher planned to host a community event so people with dementia, 

caregivers, and other interested community members could learn about findings and 

recommendations from this study. The CAB noted that caregivers and people with 

ADRD are unlikely to attend an event that was specifically held to describe the findings, 

even if it did offer other resources. They recommended that the findings be shared in a 
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multitude of ways to serve varying populations. The first is to join presentations that 

discuss healthy aging and dementia, such as those hosted by health clinics, advocacy 

groups, community organizations, or the local government. The second strategy is to 

speak at professional conferences that are designed for local caregivers, such as the 

McGinty Caregiver Conference. The third is to speak at professional conferences that are 

designed for local dementia professionals, such as the Oregon Gerontological 

Association. The fourth is to staff information booths at community events specific and 

non-specific to dementia, ranging from neighborhood festivals to the annual Alzheimer’s 

Walk. These recommendations are in addition to making presentations at academic 

conferences and submitting manuscripts to relevant journals. 

 

Implications for Future Research 

Findings from this dissertation suggest several topics for further research. First, this study 

could be expanded to include more interviewees in the Portland metropolitan area. 

Recruitment could be conducted through research organizations, advocacy groups, 

clinics, county offices, support groups, and memory cafes. Single or dyadic interviews 

may be resource-prohibitive due to the time and money required to conduct and analyze 

interviews with dozens of individuals. In these cases, focus groups or surveys could be 

used to build upon the findings identified in this dissertation. Strategies developed 

through this study, such as establishing local champions to promote ADRD clinical 

research participation, should be implemented, routinely evaluated and modified to fit 

community needs and increase ADRD clinical research participation 
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 Second, pilot studies could be conducted in other communities to identify how 

contextual factors affect dementia research participation. Identifying how organizational, 

system and policy factors affect the ability and motivation of a person with dementia to 

participate in local dementia clinical research opportunities cannot be generalized to a 

larger study in a different geographic area. Larger studies can be developed after pilot 

studies, and as noted previously, strategies developed through this study should be 

implemented, routinely evaluated and modified to fit community needs and increase 

research participation. 

 Third, this study should be expanded to involve communities of color. This 

requires extensive preparation through coalition building with community leaders and the 

development of a trusting relationship with the community. As previously mentioned, 

this study attempted to focus on African Americans because of their increased likelihood 

of developing ADRD but the investigator did not successfully recruit interviewees. Based 

on suggestions from the CAB and the literature, three recruitment strategies should be 

used in a future study to include African Americans in this research. First, efforts should 

be made to reach out and work with African American churches in the local area. Many 

older African Americans attend church services, and many churches have health 

ministries that can work to promote health and reduce disparities among their 

parishioners (Levin, 1984; Holt et al., 2018). Another strategy would be to work with 

local community health clinics, such as North by Northeast, a community health clinic in 

Portland that focuses on African American health, to recruit for future studies. A third 

strategy would be to contact local African American clinicians who are identified on 



 

 

 
271 

websites that promote African American medical professionals in Portland. A fourth 

strategy would be to contact and work with Portland’s Black-owned businesses to hang 

flyers, meeting customers, and encourage word-of-mouth referrals.  

 Other communities of color, including older Latinx, Asian Americans, and Native 

Americans, are also more likely to develop ADRD as compared to non-Hispanic white 

adults. Therefore, the specific inclusion of communities of color should be part of future 

studies. In addition to coalition building and development of a trusting relationship, this 

will require funding resources for bilingual, culturally competent staff and translation of 

materials. Strategies for recruitment from communities of color, described above, should 

be modified and applied for these other communities. 

 Fourth, studies should be conducted to determine if involving caregivers as full 

participants and providing them with caregiver supports increases recruitment and 

retention. An advisory board of current and former caregivers can identify the best 

options for what they need from the research team. Researchers may be hesitant to offer 

caregiver supports because it is difficult to ascertain if improvements are due to the study 

intervention for the person with dementia or because of the caregiver support. It could be 

beneficial to develop a randomized clinical trial where some study partners receive 

caregiver supports and others do not, and thus test if these supportive interventions 

improve retention.  

 Fifth, studies can be conducted to evaluate the success of various research 

websites and registries in recruiting new participants into studies, as well as how they can 

be better designed. Study opportunities can be found through specific research 
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organization websites (e.g. a research university), through federal websites (e.g. Clinical 

Trials.gov), and local and global dementia-specific websites and registries (e.g. 

ACTNOW, Brain Health Registry, TrialMatch, Alzheimer’s Prevention Initiative). 

Evaluations can include how to define “success” (e.g. website search clicks or registry 

signups, initial contacts, screening visits, enrollments), which type of website design is 

most successful, and how to improve design and functionality of websites.  Advisory 

boards of people with ADRD, caregivers, and community members, focus groups, and/or 

surveys can be utilized to identify website strengths and weaknesses and develop 

solutions.  

There are theoretical implications of this research study. The Culture of Health 

Action Framework was applied in a novel way for ADRD clinical research. This 

framework served as a map to build capacity and partnerships, recognize and mitigate 

barriers caused by structural racism, help research organizations conduct more outreach 

to motivate community members and increase ADRD clinical research enrollment. 

Elements of transaction cost theory, civic engagement, and contingency theory can be 

used by research organizations to increase the ability and motivation of people with 

ADRD and caregivers to participate in research. Transaction cost theory describes the 

cost of participating in a study. Civic engagement describes how ability and motivation 

affect the decision to participate in a study. Contingency theory describes how, and to 

what extent, organizations can address the needs of people with ADRD and caregivers.     

 There are a number of research implications that can be directed to specific 

groups in order to facilitate ADRD research recruitment and retention. Researchers can 
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partner with clinics and community organizations to briefly present research 

opportunities and share flyers, particularly those that do not require study drugs. 

Researchers can also develop studies that evaluate their recruitment strategies and 

identify which are effective and which can be improved. They can also create advisory 

boards with people with ADRD and caregivers to improve recruitment and study design 

processes. Federal agencies could earmark some of the 2.8 billion dollars designated for 

dementia research to fund studies that focus on recruitment and retention. In recent years, 

the NIH and the Patient-Centered Outcomes Research Institute (PCORI) have created 

formative efforts to increase community outreach and collaboration to improve clinical 

research design, recruitment, and outcomes (PCORI, 2013; NIH, 2018). PCORI recently 

funded a two-year award to LiveWell, a dementia service provider in Connecticut 

(PCORI, 2019), to increase the capacity of people living with dementia and their 

caregivers and reduce barriers to their engagement in patient-centered research 

(LiveWell, 2018). There are many advocacy groups that advocate for this type of 

collaboration, such as the Alzheimer’s Association, Us Against Alzheimer’s, and the 

Dementias and Neurodegenerative Diseases Research Network (DeNDRoN) in England. 

ADRD research organizations have not encouraged this type of collaboration to the 

extent that advocacy groups have done, possibly due to reasons articulated in Phase 1 

interviews and described in Chapters 4 and 6.  

Advocates, healthcare providers, and policymakers can also facilitate ADRD 

clinical research recruitment. Advocates can share research opportunities with 

constituents and list local research opportunities on their websites and resource packets. 
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Healthcare providers should view research studies as another resource and include 

materials in referral or resource packets for patients, or share flyers and brochures from 

outside of their clinics in their waiting rooms. In addition to earmarking designated funds 

for recruitment studies, policy-makers can remove policies that forbid discussions of 

research and promote marketing campaigns that publicize dementia diagnoses and 

research participation.  

 

Conclusion 

The US Congress’s deadline to find a prevention or treatment for ADRD by 2025 is only 

a few years away. In addition to the billions of dollars that Congress has earmarked for 

dementia research, the NIA released a report highlighting strategies to increase ADRD 

clinical research participation (NIA, 2018). This study addressed their fourth strategy, 

developing a science of recruitment, through a first step of identifying factors affecting 

clinical research participation within the local Portland, OR metropolitan area. 

Subsequent steps for researchers and policy analysts include developing and 

implementing policies to improve research recruitment and retention, evaluating and 

modifying policies as needed to fit the needs of the community, and achieving the 

overarching goal of increasing research participation.   

 This study contributed to the literature by providing contextually relevant factors 

affecting clinical research participation as well as providing recommendations to improve 

recruitment. Further, this study successfully demonstrated that including people with 

dementia and caregivers on an advisory board can be effective, and the use of a CAB 
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improves the study design and interpretation of findings. Through the findings and 

conclusions of this study, the potential exists to increase research participation at the local 

level to the point that it increases the national rate of recruitment, and ultimately helps to 

achieve the US Congress’s goal of finding a prevention or treatment for ADRD by 2025. 
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APPENDIX A: CAB WELCOME AND EXPECTATIONS 

 

Welcome to the First Community Advisory Board Meeting! 

 

Why does this Community Advisory Board exist? 

The purpose of this community advisory board (CAB) is to engage with me (Nicole) 

onPh.D. PhD research. I want to identify factors that affect a person diagnosed with 

memory loss’s decision to participate in clinical research and develop recommendations 

to make it easier for them to participate. 

 

I will do this in 4 steps. First, I will interview clinicians, researchers, and advocates of 

people diagnosed with memory loss. Second, I will interview people diagnosed with 

memory loss and their caregivers. Third, I will develop recommendations and send them 

to research organizations, health clinics, and advocacy groups to improve dementia 

clinical research participation rates based on the interview findings. Lastly, I will share 

the findings from this study with local community members. 

 

Why Are You Here? 

I come from a vein of science called community-engaged research, which believes that 

people who are impacted by something (in this case, a memory loss disorder such as 

Alzheimer’s disease) should be at the table when researching a topic that impacts them- 

not just as interviewees or subjects, but as stakeholders. Further, you have lived 

experience of living with memory loss or have cared for someone diagnosed with 

memory loss, which others do not have. You are here because you are the experts! 

 

Community-engaged research also focuses on including people whose voices have not 

been traditionally represented in research are not heard. For this research project, this 

includes people with memory loss and caregivers, and in particular older African 

Americans. Older African Americans are more likely to be diagnosed with memory loss 

and serve as caregivers, but are less likely to participate in clinical research. Furthermore, 

their voices are not frequently included so it’s important their expertise is sought out and 

included in the CAB and from the interviewees.  

  

Given the nature of a dissertation (where I prove that I can conduct research 

independently and in a timely manner), I have to take the lead in decision-making.  

However, collaboration and the principles of community-engaged research are incredibly 

important to me and influences how I plan to do research now and in the future. This 

means that I will be responsible for creating the agenda, facilitating the conversation and 

making the final decisions based on CAB expertise. 
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What Do I Bring to the Table? 

1. Skills to facilitate the conversation among CAB members 

2. Knowledge based on literature on memory loss and clinical research 

3. Drafts of recruitment materials and interview questions  

4. Findings from interviews 

5. Ideas to share findings from this research with community members (people 

diagnosed with memory loss, caregivers, older African Americans, etc.) 

 

What Do You Bring to the Table? 

1. Skills to think of and discuss great ideas 

2. Knowledge based on expertise in living with or caring for someone diagnosed 

with memory loss 

3. Ideas to improve recruitment materials and interview questions 

4. Identifying what’s most important from the findings based on your expertise 

5. Ideas to share findings from this research with community members (people 

diagnosed with memory loss, caregivers, older African Americans, etc.) 

6. What else? 
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The Big Picture: Why Does This Research and the CAB Matter? 

 
Source: Alzheimer’s Association, 2018 

 

Memory loss disorders such as Alzheimer’s disease and other dementias takes a social, 

financial, and medical toll on the person diagnosed, their friends and family, and their 

communities. There is no prevention, treatment, or cure, and number of people diagnosed 

and impacted by these disorders is growing fast.  

 65,000 Oregonians are diagnosed with Alzheimer’s disease. This number is 

expected to increase 30% to 84,000 by 20254. This doesn’t include people with 

other forms of dementia. 

 

Finding a preventive strategy, treatment, or cure matters to the more than 65,000 

Oregonians diagnosed with memory loss, their friends and family members, and their 

communities. In order to find an intervention, we need people with memory loss to 

participate in clinical research. However, the rates of people with memory loss 

participating are low, so we need to find out ways to improve those rates. 

 

In order to determine why people diagnosed with memory loss do or don’t participate in 

research, and to recommend ways to a) be motivated to participate and b) make it easier 

for participate, researchers need to incorporate your voices because you are the experts on 

this topic.  

 

Furthermore, including your voices in the research design process ensures that the 

research is designed in a way that will be most impactful to people diagnosed with 

                                                
4 Alzheimer’s Association (2018). 2018 Alzheimer’s disease Facts and Figures. Retrieved from: 

https://www.alz.org/media/Documents/facts-and-figures-2018-r.pdf 
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memory loss, their friends and family members, and their local communities within the 

Portland metro area.  

 

Membership Responsibilities:  

1. Meeting materials are sent out at least one week prior to the meeting via email. I 

will include questions to prompt feedback. All members will review the material 

ahead of time and provide feedback at the meetings. I will send out a reminder 

email 48-72 hours before the meeting (or phone call, if preferred). 

2. If a member is unable to attend in-person, members may join the meeting through 

telephone or video-chat. Members may also submit their feedback and edits prior 

to the meeting if they cannot attend. Members can still contribute even if they are 

unable to attend all 4 meetings. 

3. All community members are paid $30 grocery gift cards for attending each 

meeting, for up to $120 total. Community members are defined as older African 

Americans, people diagnosed with memory loss, and current/former caregivers of 

people diagnosed with memory loss.  

 

Meeting Expectations: 

1. I will write up the meeting materials in a brief, clear manner. Exceptions may 

include the interview questions.  

2. If a member requests it, I will meet or chat with anyone ahead of the meeting to 

review materials and obtain their feedback. 

3. There will be 2 note-takers and time-keepers for each meeting, one for each half. 

4. At the beginning of every meeting, I will review the expectations and ask if there 

are motions to clarify or modify them.  

5. All attending members will give feedback. If changes are being made, all 

members need to be okay with the changes taking place. This doesn’t mean they 

have to love the decision, but rather than they are okay with it enough for it to 

move forward. I will ultimately make the final decision to include each change in 

the final materials.  

6. At the end of each discussion, the CAB will wait 1 minute for thought-processing 

or to make a final comment/suggestion before moving on to the next agenda item. 

7. The CAB will take breaks as needed. Any other accommodations requested by 

CAB members will be included in the CAB procedures.  

8. I will send out meeting notes to all members within 48 hours of the meeting. 
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CAB Schedule: 

Meeting dates are based first on the availability of community members, followed by 

Dawn Richardson, Ph.D.(PhD advisor) availability, then a Doodle poll majority vote. 

 

Date and time Meeting Agenda Notes 

March 4, 2019 2-

4pm (2 hrs) 
 Introductions and overview of 

CAB 

 Review Phase 1 recruitment 

material and interview questions 

 

July 2019 (1 hr)  Interpret Phase 1 findings These two meetings can be 

combined if the CAB 

prefers to do so. 
July/August 2019 

(1 hr) 
 Review Phase 2 recruitment 

material and interview questions 

November 2019 

(2 hrs) 
 Interpret Phase 2 findings 

 Develop strategy to share 

findings with community 

members 

 Discuss future of CAB 
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APPENDIX B: FIRST CAB MEETING AGENDA AND NOTES 

 

First CAB Meeting, February 4, 2019, Agenda: 

Time Agenda Item Objective 

2:00-2:10 Arrival & grab food  Get settled in 

2:10-2:20 Welcome  Describe the reasons for this CAB 

2:20-2:40 Group intro  Learn each other’s name, expertise, 

reason for joining CAB 

2:40-2:55 Expectations  Discuss CAB membership and meeting 

expectations 

 Name our CAB  

5 minute break 

3-3:24 Discuss Recruitment 

Materials 
 Enhance the recruitment list and 

materials for Phase 1 interviewees to 

send out 

1 minute for thought processing 

3:25-3:49 Discuss Interview 

Questions 
 Improve Phase 1 interview questions 

1 minute for thought processing 

3:50-4:00 Debrief  Find out what worked well in this 

meeting and communication  

 Find out what could be improved upon  

 

Note-taker 1:     Time-keeper 1: 

Note-taker 2:     Time-keeper 2: 
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Bouranis Community Advisory Board- First Meeting 

Monday, February 4th, 2019, 2pm-4pm at New Seasons Market 

In attendance: [Redacted] 

Not in attendance: [Redacted] 

**********************************************************************  

 Nicole introduced herself and the subject of her dissertation 

 Find out why people either choose to or choose not to participate in research 

 She will develop recommendations to improve research participation rates 

 She will share findings from study with community members in Portland 

 Nicole represents community engaged research and that’s why she is bringing 

together people directly affected by A&D 

 She is also focused on including underrepresented groups 

Attendees: 

 [Redacted]- living with dementia.  Joined advisory board, because her husband is 

always hoping to find something new.  She’s hoping to learn something from it.   

 [Redacted]- his wife is living with dementia.  He states he’s in denial about the 

diagnosis.  Has been experiencing another family who has a dx of ALS, and in 

interacting with other caregiver support groups and doesn’t hear a lot of hope.  

Would like to find ways to help so there can be hope for caregivers. Experiencing 

frustration and depression. 

 [Redacted]- Has been involved in research about 20 years with various academic 

institutions.  His wife got sick about four years ago and he is caring for her.  

Recruits for research and wasn’t sure why he was getting so many no’s.  Has a dx 

of Parkinson’s disease.   

 [Redacted]- Program director for Alzheimer’s Association.  Invited to the group 

as an advocate for people living with AD and other dementias.   

 [Redacted]- Cared for his mother , she passed away from dementia 6 years ago.  

He began attending a support group in Tigard while caring for her, and now 

facilitates two support groups. He volunteers for the Alzheimer’s association on 

both the care and support and fundraising side.  He is currently involved in two 

clinical studies.  He is part of research because he wants to help find a cure.   

 [Redacted]- Found out about the program because they are part of an in home 

monitoring program.  She is hoping to gather more skills as a caregiver.  She 

expressed that it’s hard for her to wrap her head around the changes with her 

husband, and it’s frustrating that he isn’t who he used to be anymore.  She wants 

to help with research.  She and her husband have explored alternative treatments 

for dementia, including coconut oil. 

 [Redacted]- Living with Dementia.  He and Jerry have been married for 50 years. 

Talked about how music is helpful.  Phil’s wife brought him to the meeting.  Has 

not been diagnosed. 
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 [Redacted]- Research assistant at the Layton center. Serves on the PreSERVE 

coalition with Nicole. Joined the advisory board because she is interested in 

Nicole’s work and how to bring more people to research.   

 [Redacted]-  Nicole’s PhD advisor, was not able to be here due to a family 

emergency. 

 [Redacted] and [Redacted] are members of the group but weren’t able to be here 

today due to schedules.  They have provided feedback on the materials. 

CAB expectations 

 Nicole will send out meeting materials in advance, members should review and 

write down feedback for the items.   

 Each member of the group will receive a $30 gift card for each meeting attended.   

 There will be note taker and time keeper for each meeting.   

 Nicole asked if each group member would let her know if there is anything that 

would help them to focus/and/or participate in meetings to let her know privately 

or share with the group.   

5 minute break, group to reconvene at 2:47 

 

Action items: 

 Recruitment email:  It was suggested that memory loss be changed to MCI, 

Alzheimer’s or other dementia.  Feedback was given that it was not clear that the 

interview with the caregiver would be separate from the person with dementia 

interview.  Nicole will work on the wording. 

 Recruitment flyer: combine first two sentences about caring for or a person with 

MCI, dementia etc.  Delete sentence with your responses to a list of factors. 

 Reviewed interview list: [Redacted] suggested [Redacted], she’s a PCP with 

house call MD.  Discussed public policy director with Alz Association 

{Redacted].  Harvey suggested someone with Multnomah County Health.  Alz 

Association facilitator.  Heidi to intro Nicole to [Redacted] with Summit.  Harvey 

suggested [Redacted] to represent veterans.   

 Review of interview questions:  [Redacted] asked about the value of clinical 

research question, requested clarification.  [Redacted] brought up clarification of 

early stage dementia for the interviews, since that is clearly outlined in the 

interview questions.  It was suggested that ADRD be spelled out at the beginning 

and then can be abbreviated after, this will be changed.  Nicole will change the 

value of clinical research to how high of a priority is clinical research.  Will fix 

typo in form.   

Debrief of meeting:   

 [Redacted] asked how the meeting location was determined.  Nicole said she 

looked for someplace free, with parking and that would allow her to serve food.  

[Redacted] suggested that earlier in the day would be better for traffic 

considerations.  Nicole brought up the meeting schedule for the summer, we are 
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scheduled to have two shorter meetings in the summer, but we could combine the 

two meetings into one.    
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APPENDIX C: SECOND CAB MEETING AGENDA AND NOTES 

 

Date and time: Tuesday, July 9th 2019, 10am-12pm 

Location: Alzheimer’s Association Portland office  

Time Agenda Item Objective 

10:00-10:10 Arrival & grab food  Get settled in 

10:10-10:25 Introductions and 

Expectations 
 Introductions and review CAB 

expectations 

10:25-11:05 Interpret Phase 1 

findings 
 Identify what’s most important, 

surprising, and missing 

5 minute break 

11:10-11:29 Discuss Recruitment 

Materials 
 Enhance the recruitment list and phone 

script for Phase 2 interviewees 

1 minute for thought processing 

11:30-11:50 Discuss Interview 

Questions and materials 
 Improve Phase 2 interview questions 

(includes list of factors affecting 

decision to participate) 

1 minute for thought processing 

11:51-12:00 Debrief  Find out what worked well in this 

meeting and communication  

 Find out what could be improved upon  

 

Note-taker 1:     Time-keeper 1: 

Note-taker 2:     Time-keeper 2: 
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Bouranis Community Advisory Board - Second Meeting 

Friday, Tuesday, July 9th 2019, 10am-12pm at the Alzheimer’s Association  

In attendance: [Redacted] 

Not in attendance: [Redacted] 

************************************************************************

Nicole reviewed expectations for participation in the CAB and clarified the participatory 

process.  

Overview of agenda provided. Introduction of the broad themes found (on posters) 

Nicole sent out summary of the findings. Asked CAB to review and provide reflections 

on the findings she’d emailed out and listed on posters.  

CAB takes time to review findings, distribute post-its, share some initial thoughts: 

- [Redacted]: a lot of work to do moving forward 

- [Redacted]: can’t think of anything not being captured (yet) 

 

Nicole leads discussion and unpacking of post-it/findings review process 

- Role of geriatrician as one of the most important factors- why? 

o [Redacted]: Gerontologist doesn’t know history of patient 

o [Redacted]: Primary care physician referred to geriatrics at VA 

o [Redacted]: Too often the PC has little to no geriatric training so getting to 

a specialist is important  

- Alzheimer Association was important for engagement & connection & resources 

o [Redacted]: Not referred to AA, but here now. Does VA work with AA? 

No one there mentioned it to us.  

o [Redacted]: Was surprised at the extent. Knows it’s a great resources, but  

o [Redacted]: We were referred to AA, went through OHSU (10 years ago) 

and used the resources there 

o [Redacted]: AA has been working w/physicians to educate on the 

importance of early diagnosis and referral, so that families will be 

provided with resources at diagnosis. Re: findings, it could be there is a 

skewed perception here, since the people sampled might be more familiar 

w/AA than others.  

- Policies & Funding Mechanisms (research activities dominated by sponsors) 

o [Redacted]: Surprising 

o [Redacted]: Surprising 

o [Redacted]: Wanted more detail 

o Nicole: Industry funding was found to drive decision making. There are 

policies for increasing diversity in research recruitment.  

o [Redacted]: Policies around research recruitment is very important, as far 

as why or why not people participate 

- Partnerships & Collaboration 

o [Redacted]: Wanted more detail; Finds important 

o [Redacted]: Surprised that community collaboration is something they’re 

required to make up later 
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o [Redacted]: This whole page could be greens for me 

o [Redacted]: Surprising that people w/ADRD not included- the thought 

process from people w/in this field is surprising 

- Clinical research as a value 

o [Redacted]: Surprising. Thinks this should be such a major priority.  

o [Redacted]: Surprising. 

o [Redacted]: The doctor should be knowing more than I do 

- Perceptions of Clinical Research 

o [Redacted]: Wants more detail 

o [Redacted]: Wants more detail.  

o [Redacted]: Surprising. I should look at home experience. There’s a study 

we’re a part of where the questions make him angry (because he can’t 

answer them).  

o [Redacted]: I have 3 organizations asking the same stupid questions.  

o Nicole: Need to reframe dementia as a public health issue; Comparison to 

cancer and how it’s been reframed. Emphasis on resiliency.  

o [Redacted]: I think it’s important that people get reprogrammed. Because 

it’s less of a thing to be ashamed of- it’s something that happens. This man 

is almost 85 years old, and 90% of the time he’s all there. People don’t 

want to talk about it. But stop-it’s ok. It should be more of a public health 

issue.  

o Nicole: Historical relationship that has damaged the relationship between 

black Americans and the medical community.  

o [Redacted]: Wanted sisters to know they were loved and cared for 

throughout the whole process; and that she was supporting them as best as 

possible.  

 

Recruitment Conversation 

[Redacted]: Convene a meeting with the organizations to have a discussion about this 

project, and see if they’d be willing to work together, with Nicole.  

[Redacted]: How about senior centers? Potlucks, guest speakers- great way to connect 

Nicole: Would either of you be willing to connect me to your senior centers?  

[Redacted]: I know people at Tigard & Tualatin, Wilsonville too.  

[Redacted]: How will you reach people “on the edge” of Alzheimers? Might need a flyer. 

You’ve also got DHS you can work with.  

[Redacted]: - Memory cafes.  

[Redacted]: Memory café directory. And what about Next Door? Have enough people 

posting on Next Door you’d reach a lot of household.  

[Redacted]: Community Action Team. They have a finder on the pulse of where people 

are.  

 

Interview Questions Conversation 

[See Interview questions edit document] 
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List of Questions Conversation 

Agree/disagree? Options? 

It is a long list of factors- it feels like a lot. 

[Redacted]: use these, but divide in to 3 sections. Make print larger ([Redacted]: yes).  

[Redacted]: It’s all jammed together 

[Redacted]: Some repetitiveness, and some things that are facilitators and others that are 

barriers.  

[Redacted]: It seems like you want to know their thought process, rather than just yes/no 

[Redacted]: Might have implications for paycheck/benefits. A concern that some might 

have. 

[Redacted]: Reading level should be at 6th grade level. Condense and simplify where you 

can.  

 

Meeting Debrief 

[Redacted]: Post-its was a good exercise. Helps to know what you’re needing. 

[Redacted]: We were able to get involved. If your committee understand the concept 

here, we do have productive meetings because we know what you’re working towards.  

[Redacted]: This meeting felt a lot more productive. Felt like good work. My only 

preference: 10am is too early for getting here.  
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APPENDIX D: THIRD CAB MEETING AGENDA AND NOTES 

 

Third CAB Meeting Agenda: 

Date and time: Friday, Jan 17th, 2020, 11:30am-1:30pm 

Location: Alzheimer’s Association Portland office  

Time Agenda Item Objective 

11:30-11:40 Arrival & grab food  Get settled in 

11:40-11:55 Introductions and 

Expectations 
 Introductions and review CAB 

expectations 

11:55-12:35 Interpret Phase 2 findings  Identify what’s most important, 

surprising, and missing 

5 minute break 

12:40-12:55 Discuss Six 

Recommendations 
 Identify what’s most important, 

surprising, and missing 

1 minute for thought processing 

12:56-1:20 Discuss Dissemination 

event 
 What type of event is best way to share 

findings with community? 

 What else should the event include 

(e.g. food, dancing, activity, etc.) 

 What community resources can be 

shared at event? 

 Other ways to share findings 

1 minute for thought processing 

1:21-1:30 Debrief  Find out what worked well in this 

meeting and communication  

  Future collaborations  

 

Note-taker 1:     Time-keeper 1: 

Note-taker 2:     Time-keeper 2: 
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Bouranis Community Advisory Board - Third Meeting 

Friday, Jan 17, 2020 11:30-1:30 at the Alzheimer’s Association  

Attendees in person: [Redacted] 

Attendees via phone: [Redacted] 

************************************************************************ 

Review of Findings 

Theme 1: Symptom Recognition and Diagnosis 

Subtheme: Symptom recognition 

 [Redacted] thought symptom recognition was important.  A lot of people do not 

have enough knowledge to recognize symptoms.  Some people may be used to 

people doing things for them for their whole life, and it may mask symptoms as 

this seems “normal”.   

 [Redacted] found it surprising that people pass off symptoms as normal aging.  

She felt she noticed symptoms in her husband earlier.    

 [Redacted] found it surprising that symptoms were overlooked often.   

 [Redacted] had noticed that his wife had always made lists to go to the grocery 

store and she always repeated things.  Bonnie went to the neurologist due to 

forgetting students’ name.  Bonnie was diagnosed with younger onset 

Alzheimer’s. After that.   [Redacted] noticed her symptoms before anyone else.  

[Redacted] reports that she is still capable of doing everything she used to do.  It’s 

hard for her when her husband tells her that she has already said something.   

 [Redacted] marked this finding as important and a bit surprising.  He did report 

being in denial with his mom, he knew there was something wrong but didn’t 

think it could be dementia.  Availability of specialists is an issue with receiving 

dx. 

Subtheme: Diagnosis: 

 [Redacted] was surprised that doctors are not as educated as they should be on 

diagnosis.  

 [Redacted] stated that there have been a lot of efforts to educate physicians, and 

this is improving some.  Shared that GP’s are tasked with so much.  We don’t 

have great medical treatments for dementia, and that can be difficult for docs and 

this can be a reason for hesitancy with dx.  Primary care docs may have known 

patients for a long period of time, and may also be in denial.  Competing interests 

i.e. cancer and heart. 

Theme 2: Factors Affecting Ability to Participate 

Subtheme: Knowledge of study opportunities 

 [Redacted] wanted more info on how to find study opportunities.   

 [Redacted] shared that when [Redacted] was referred to go to a neurologist in 

Hillsboro.  [Redacted] was shocked that her meeting was at 9am and was 

supposed to be there 45 min.  They kept her there until 3pm, and she was a 

“mess”.  He went to get a second opinion, and she was diagnosed with MCI.  Dr. 

called at 8:15pm, and said that [Redacted] had Alzheimer’s.  He did not offer 
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support.  Wants to be given lifestyle interventions instead of just drugs.  

Caregivers are dying faster than the patients.   

Subtheme: Ineligibility/forced withdrawal from study 

 [Redacted] was surprised about people not being able to be in studies, or studies 

being cancelled.  [Redacted] agreed. 

Subtheme: Time/Distance 

Subtheme: Caregiver Burden 

 [Redacted] asked about the Caregiver burden, and participant burden.  [Redacted] 

reported as a clinically normal study participant that he does feel the participant 

burden. He feels strongly that it is important to participate.   

Subtheme: Using the internet 

 

Theme 3: Motivation to Participate in Research 

Subtheme: Motivation to help others 

 [Redacted] found this important 

Subtheme: Living life to the fullest 

 [Redacted] would like to see something positive come out of research. 

 [Redacted] noted this was very important.  It resonated with her, as she has 

worked with a lot of study participants. 

Subtheme: Taking study drugs 

 [Redacted] said it was important because people are being asked to take drugs that 

have not been fully tested and do not understand side effects. 

 [Redacted] found it surprising and wondered about distrust of medical 

community.   

 [Redacted] expressed distrust of pharmaceutical industry.   

 [Redacted] talked about having a range of trials available lowest to highest risk.   

 [Redacted] shared that many commercials are pharmaceutical in nature, and side 

effects are worse than the disease.  The first thing the neurologist did was to 

prescribe medications.  Would rather have [Redacted] be happy then be drugged. 

 [Redacted] asked if dementia is genetic.  Nicole and [Redacted] shared that it can 

be. [Redacted] shared that there are also environmental and lifestyle concerns as 

well. 

 [Redacted] reported that African Americans have historicaly been taken 

advantage of in studies.   

Subtheme: Caregiver Support 

 [Redacted] said this is more disappointing than surprising. 

Subtheme: Advisory board participation 

 [Redacted] found this interesting 
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8. Was there anything that made or would make it easier for you to participate? 

a. Prompt: what would it be? 

9. What makes you not want to participate? 

10. Let’s review this form you filled out. This list was created by local providers, 

researchers, and advocates, about factors that make it easier or more difficult to 

participate in clinical research for dementia.  

a. Prompt for each factor: For <factor 1, 2, etc.>, you said you 

<agree/disagree, and …>. Why is that? Is there anything else you’d like to 

add? 

11. If you could tell research organizations anything to improve dementia research 

participation, what would it be? 

 

Okay, that concludes our interview. Thanks so much for your input. Remember, you can 

follow-up with me at XXX-XXX-XXXX or Bour4@pdx.edu. When my research is 

finished, I will contact you again to offer you a summary of my major findings. Thanks 

again! 

  


