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Introduction: Patient engagement in research is a collaborative interaction between patients and researchers throughout the entire 
research process. Healthcare workers provide care for others, but are the patients themselves in areas of workplace safety and mental 
health. Essential patient support personnel working on the front line of healthcare are particularly vulnerable but have an under
represented voice in the research conducted about their health and work.
Methods: To explore this topic, a survey study of essential patient support personnel (N=42), guided by the Integrated Model of 
Behavioral Prediction, measured attitudes about engagement, behavioral intentions, and past engagement behavior. Skills and 
constraints, predictors of behavioral intentions for engagement in the model, were also assessed.
Results: Results showed that essential patient support personnel had positive attitudes and positive behavioral intentions to engage in 
research, yet only two participants had engaged in research in the past. Participants reported the most positive behavioral intentions to 
contribute at the preparation stage of research. Overwhelmingly, participants reported that the most important skill essential patient 
support personnel bring to a research team is their first-hand experience. Significant constraints to engagement included a lack of time, 
insufficient compensation, and job burnout.
Conclusion: Efforts to bolster patient engagement in research should focus on increasing the skills necessary for study execution (eg, 
study design and data analysis) and removing constraints to contribution (eg, providing appropriate monetary compensation, being 
mindful of time and heavy work schedules).
Keywords: patient engagement in research, patient centered outcomes research, healthcare workers, integrated model of behavioral 
prediction, survey research

Introduction
By definition of their job responsibilities, researchers have work time allocated for research activities and extensive 
formal training that prepares them to execute a study. Equivalent time and training are often not accessible to patients, 
despite the fact that they have the potential to make valuable research contributions. These constraints to involvement are 
even more pronounced for potential patient partners working in demanding jobs, such as those in the healthcare sector. 
Healthcare workers provide care for others but have a valuable voice as patients themselves in areas of workplace safety, 
physical wellness, and mental health.

Patient engagement in health research has gained attention as a means to produce research that is more relevant and 
generalizable. The Patient Centered Outcomes Research Institute (PCORI) emphasizes the importance of involving 
patients in the research process to ensure that studies address real-world needs.1 Patient engagement in research is defined 
as “active, meaningful, and collaborative interaction between patients and researchers across all stages where decision- 
making is guided by patients’ contributions as partners recognizing their specific experiences, values, and expertise”.2

To achieve patient engagement, it is recommended that patients be involved in all three phases of research 
(preparation, execution, and translation), as outlined in a 2015 systematic review.3 First, the preparation phase is focused 
on agenda setting, establishing research priorities, and seeking funding. Second, the execution phase includes the 
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selection of a study design, data collection, and analysis. Finally, the translation phase involves the dissemination of 
study results, implementation of key findings, and outcome evaluation. Research conducted by Finney Rutten et al, with 
a sample of patients with heart disease, found that patient partners have a stronger understanding of the preparation and 
translation phases of research and subsequently feel better prepared to contribute to these stages.4 This research found 
that patients have more difficulty conceptualizing their roles during the execution phase.

Notably, engagement is very different from serving as a study participant or subject. Engagement represents mean
ingful, substantive involvement in the planning, execution, and dissemination of research. There is evidence that very 
few studies achieve patient engagement that meets this definition. A systematic review conducted in 2018 by Fergusson 
et al5 screened 371,159 and reviewed 9490 published studies that reported having a “patient perspective” and found that 
just 23 studies engaged patients meaningfully. The authors defined engagement as “meaningful and active collaboration 
in governance, priority setting, conducting research and knowledge translation”. Engagement of patients from racial or 
ethnic minority groups was far lower, present in only 26% of studies. The authors estimate that less than 1% (23 out of 
371,159) of research studies engaged patients meaningfully and actively. This is a missed opportunity given that patient 
engagement has measurable benefits, including improved enrollment rates, increased success in obtaining funding, and 
increased relevance of study outcomes for the population.6 Understanding engagement from the patient’s point of view 
may help reduce barriers and increase the behavior. The objective of this study is to understand engagement behavior in 
a specific segment of healthcare workers, essential patient support personnel, in their role as patients. The health of these 
workers is often overlooked, and the research focus has historically been placed on the patients they care for. Many 
healthcare workers neglect their own health by not seeking medical attention when needed or not taking sick leave when 
ill.7 Morbidity, for both physical and mental health conditions, is higher in healthcare workers compared to the general 
population.7,8

Essential Patient Support Personnel
Healthcare workers on the front line are particularly vulnerable to dangerous physical and mental health outcomes, but 
have an underrepresented voice in the research conducted about them. This project was funded by a PCORI Engagement 
Award, which formed a partnership of multiple stakeholder groups, including patients, to understand engagement in 
research. The partnership defined a vulnerable group of healthcare workers called essential patient support personnel. 
This definition was written collaboratively by the partnership, defining essential patient support personnel as “individuals 
who work closely with patients in positions that do not necessarily require a license. This includes clinical jobs that 
require certification and non-clinical jobs where individuals work closely with patients. These are individuals working in 
direct patient support roles”.

Essential patient support personnel are a large and diverse workforce, and many workers are not in named 
occupations recognized by the US Bureau of Labor Statistics. Given this, establishing the exact size of the population 
is challenging, but estimates can be drawn from several sources. Approximately 3.6 million Americans work in direct 
care positions, including residential care aides and nursing assistants.9 In addition, the long-term care workforce, which 
includes workers in facility settings and home health providers, employs approximately 4.5 million Americans.10 By 
these estimates, at least 8 million Americans are working as essential patient support personnel, and these workers are in 
high demand due to the aging population and large numbers of Americans living with chronic conditions.11 Essential 
patient support personnel are indispensable to paid caregiving, and the US healthcare system would cease to function 
without them.

The profile of a person working as an essential patient support personnel is a Black or Hispanic woman under age 50, 
earning a yearly income below the US poverty threshold.9,12 Most workers’ formal education ended with high school, 
vocational school, or community college. Some workers are the family members or friends of a person needing care, paid 
under a formal contract.13 Most are paid hourly in jobs that lack the basic protections afforded to higher-prestige 
positions, including healthcare benefits, labor unions, or paid time off.13 Foreign-born or undocumented workers often fill 
these roles, leaving workers vulnerable to exploitation.10 Approximately two-thirds of essential patient support personnel 
work in institutional facilities (ie, hospitals and offices), and one-third work in private homes.9
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Essential patient support personnel care for others, but are also patients themselves. Workers experience physical 
hazards, including chemical and sharp instrument exposures, violence, and stress.14 The COVID-19 pandemic amplified 
their work-related health risks. Essential patient support personnel provide face-to-face, hands-on care, predominantly 
indoors, and some travel between multiple work sites.15 These settings had a large percentage of COVID-19 deaths due 
to the close contact environment.16,17 Due to health disparities, the races and ethnicities most often represented by 
essential patient support personnel have been more greatly affected by COVID-19. More Black and Hispanic Americans 
have died of COVID-19 compared to White Americans.18,19 Notably, many essential patient support personnel positions 
do not offer paid sick leave or paid time off work to seek health care services.13,20

This project focuses directly on essential patient support personnel in their role as patients making healthcare 
decisions for themselves. The goal of this project is to explore attitudes and intentions about contributing to the research 
process, not as a study participant or subject, but as an engaged partner. A partner role allows essential patient support 
personnel to make substantive contributions to the research that directly affects them, a role that is more effortful 
compared to serving as a study participant.

Essential patient support personnel have valuable experiences, values, and expertise, but typically have not had 
formal skills training and face constraints to research engagement. Research engagement has been studied previously, 
however, our engagement work with this population established that essential patient support personnel are not well 
understood in their role as patients.2–6 Engagement in research is a behavioral outcome and viewing it through this 
academic lens enables us to use behavior change models, such as the Integrated Model of Behavioral Prediction, as 
a guiding framework.21–23 The model predicts relationships between skills, constraints, and behavior. These variables, in 
the context of engagement behavior, are described in the next section.

Integrated Model of Behavioral Prediction
The Integrated Model of Behavioral Prediction (please see Figure 1) is a framework for understanding human behavior 
(ie, patient engagement in research) at the individual level.21–23 The model acknowledges that an infinite number of 
variables may influence a behavior, but a small number of variables offered in the model can accurately predict, change, 
or reinforce a specific behavior within a person. The Integrated Model of Behavioral Prediction is the most recent 
iteration and extension of the Theory of Reasoned Action and the Theory of Planned Behavior.21–23 A meta-analysis of 
behavior change interventions concluded that approaches based on theoretical frameworks were more effective in 
changing behavior, compared to approaches that were not theory-based.24

In the model, attitudes, a person’s evaluation of how unfavorable or favorable performing a particular behavior would 
be, are a predictor of behavioral intentions.22 People will act on their intentions and carry out a behavior, such as research 
engagement, when they have the skills necessary, and constraints are reduced or removed. Skills are abilities, including 

Figure 1 Integrated Model of Behavioral Prediction.
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knowledge. Constraints are external barriers that prevent a person from performing a behavior. Constraints to research 
engagement have not been adequately addressed in the academic literature, leaving a significant gap in the science of 
engagement.25 Guided by research questions based on the Integrated Model of Behavioral Prediction, this project will 
examine the attitudes, behavioral intentions, behavior, skills, and constraints that are specific to essential patient support 
personnel in the context of research engagement.

Research Questions

Research Question 1: Do essential patient support personnel have positive attitudes about research engagement?

Research Question 2a: Do essential patient support personnel have positive behavioral intentions to engage in 
research in the future?

Research Question 2b: Do behavioral intentions differ by stage of the research process (preparation, execution, 
translation)?

Research Question 3: Have essential patient support personnel engaged in research in the past?

Research Question 4: What research skills do essential patient support personnel perceive to have?

Research Question 5: What constraints would prevent essential patient support personnel from engaging in research in 
the future?

Methods
Guided by the Integrated Model of Behavioral Prediction, participants were asked about their attitudes, behavioral 
intentions, behavior, skills, and constraints in the context of research engagement. A quantitative scale published by 
Heckert et al26 was used to measure future behavioral intentions to perform engagement behaviors within each of the 
three phases of research: preparation (eg, choosing the research topics or questions to study), execution (eg, collecting 
data from study participants), and translation (eg, explaining or applying results to real-world settings). The Appendix 
provides the survey questions presented to study participants. The survey included both closed and open-ended items.

Approval to conduct research was obtained from the Bentley University Institutional Review Board (#240403075). 
All study participants completed an informed consent process before beginning the self-administered online survey and 
agreed to have their anonymized data published. This study was carried out as part of a PCORI-funded engagement 
award. During the two-year award period, a contact list of essential patient support personnel working in various roles 
throughout the US was generated by the research team. Data collection took place between April and May 2024. 
Research team members, including the third author on this paper, working in an essential patient support personnel role, 
contacted potential participants via email. An initial invitation and one follow-up Email were sent to potential 
participants. This Email included a link to the online survey that was hosted by Qualtrics. The survey took approximately 
10 minutes to complete. No personal identifying information was requested; however, at the conclusion of the study, 
participants were given the option to provide any Email address to receive a $50 gift card incentive. Email addresses 
were stored separately from participant responses. A sample of 42 essential patient support personnel participants 
completed the survey.

Results
The study sample included 36 women (85.7%) and six men (14.3%). Participant ages ranged from 18–70 years old 
(M=28.26, SD=10.30). Participants were 54.8% White, 14.3% Southeast Asian, 9.5% East Asian, 7.1% Native Hawaiian 
Pacific Islander, 7.1% multiracial, and 4.8% Black. In the sample, 42.9% had a high school degree or less education, 31% 
had a bachelor’s degree, 11.9% had an associate’s degree, and 14.3% had a graduate degree. Participants lived in eight 
states, including Delaware (n=15), Pennsylvania (n=10), Hawaii (n=6), New Jersey (n=3), Massachusetts (n=3), Texas 
(n=2), Alabama (n=1), and Idaho (n=1). Twenty-one different job titles (please see Table 1) were represented. Physical 
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therapy assistants and technicians (n=11) and nursing assistants (n=5) were the most prevalent. When participants were 
asked to describe their health status, 6 (14.3%) reported excellent, 18 (42.9%) reported very good, 16 (38.1%) reported 
good, and 2 (4.8%) reported fair.

Participants were asked, “Do you think it is important for healthcare workers to be involved in research?” in an open- 
ended question. Most participants (n=37, 88%) reported a positive attitude about research engagement and answered yes 
to this question. Open-ended text boxes allowed participants to explain their answer if they wished to do so. Six 
participants who reported yes followed up by stating that healthcare workers are on the front lines and have first-hand 
experience to offer. Six participants who reported yes stated that it is important for healthcare workers to be knowl
edgeable about current research.

Turning to behavioral intentions, when asked if they personally would engage in research in the future (Research 
Question 2a), 40.5% said yes, 40.5% said they were unsure and needed more information, and 16.7% said no. 
Participants were provided with a list of different engagement behaviors representing the three stages of the research 
process (preparation, execution, and translation, Research Question 2b) and asked about future involvement intentions. 
Table 2 provides frequency data for all selected engagement behaviors. The most frequently selected behaviors were 
from the preparation stage of research: choosing the research topics or questions to study (n=17) and helping researchers 
understand what information patients and stakeholders need (n=16). While essential patient support personnel had 
positive attitudes about engagement generally, their past behavior in the research process was rare (Research 
Question 3). When asked if they had engaged in research in the past, nearly all responded no (n=40, 92.9%). Only 
two participants reported being involved in a research project in a way that meets the Harrington et al2 definition of 
patient engagement.

Table 1 Participant Job Titles: Essential Patient Support 
Personnel

Job Title Number of Participants

Clinical Roles
Physical Therapy Assistant/Technician 11

Nursing Assistants 5
Clinical Assistant/Support Staff 3

Medical Assistant/Technician 3

Patient Care Technician 2
Urgent Care Technician 2

Rehab Aide 1
Medic 1

Pharmacy Technician 1

Outpatient Pharmacist 1
Dental Assistant 1

Phlebotomist 1

Direct Support Professional 1
Clinic Dietetic Intern 1

Performance Nutrition Manager 1

Administrative Roles
Operations Support Specialist 2

Patient Intake Clerk 1

Patient Services Representative 1
Consultant 1

Mental Health Specialist 1

General Not Specified
Healthcare 1

Total Sample 42
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The Integrated Model of Behavioral Prediction posits that behavioral intentions predict behavior if people have the 
skills necessary and constraints do not prevent the behavior from being carried out. Participants were asked about the 
skills they bring to the research process (Research Question 4). Responses were coded and aggregated for analysis. 
Essential patient support personnel cited their first-hand experience (n=29), their education (n=7), having a community 
perspective (n=1), collaboration experience (n=1), and being both patients and healthcare providers (n=1) as skills. 
Finally, when asked about constraints to engagement (Research Question 5), participants reported lack of time (n=19), no 
monetary compensation or insufficient compensation (n=6), burnout or being overworked (n=4), political beliefs (n=3), 
lack of confidence (n=3), and religious beliefs (n=2). Responses were coded and aggregated for analysis.

Conclusion
Essential patient support personnel have positive behavioral intentions to engage in research. Yet, for most, these positive 
intentions have not led to engagement behavior. Decades of research on behavior change, culminating in a 2024 meta- 
analysis, conclude that to motivate behavior, we need to remove obstacles and increase access.27 In the Integrated Model 
of Behavioral Prediction, the relationship between behavioral intentions and behavior is moderated by two factors: skills 
and constraints. This study was exploratory and a first effort aimed at understanding engagement behavior in essential 
patient support personnel. The Integrated Model of Behavioral Prediction served as a useful framework, and future work 
should test the causal model in its entirety.

This survey data corroborates the results of previous qualitative focus group data on patient engagement.4 When 
provided with choices, participants reported more positive behavioral intentions to participate in the first phase of 
research, preparation, compared to later phases. This choice is connected to skills. Engagement at the later stages of 
research requires skills and knowledge that essential patient support personnel may not have learned through their lived 
experiences and education. Applying results to real-world settings, designing the program or treatments being compared, 
and training research staff on how to recruit participants were the engagement behaviors selected least frequently by 
participants. Each of these activities could be a focus of skills training in patient centered outcomes research. It is 

Table 2 Behavioral Intentions for Future Engagement in Different Research Stages

Future Engagement Behaviors by Research Stage Number of Respondents  
(Total N=42)

Research Preparation Stage

Helping researchers understand what information patients and stakeholders need 16 (38%)

Choosing the research topics or questions to study 17 (40%)

Choosing the outcomes that matter to patients 11 (26%)

Research Execution Stage

Choosing or designing the program or treatments being compared 9 (21%)

Training research staff on how to recruit and work with patients 9 (21%)

Finding patients to participate in the study or making it easier for them to participate 11 (26%)

Collecting data from study participants 12 (28%)

Research Translation Stage

Analyzing or reviewing results 14 (33%)

Explaining or applying results to real-world settings 5 (11%)

Sharing study findings with those who can use them 13 (30%)

Note: Adapted from Heckert A, Forsythe LP, Carman KL, et al. Researchers, patients, and other stakeholders’ perspectives on challenges to and 
strategies for engagement. Res Involv Engagem. 2020;6(60):1–8. Creative Commons.26

https://doi.org/10.2147/RMHP.S512398                                                                                                                                                                                                                                                                                                                                                                                                                                         Risk Management and Healthcare Policy 2025:18 2534

Skubisz et al                                                                                                                                                                         

Powered by TCPDF (www.tcpdf.org)Powered by TCPDF (www.tcpdf.org)



important to note that skills training is reciprocal; researchers also learn and receive skills training from patient partners. 
It is the responsibility of the researchers to help patient partners acquire the skills needed and reduce their constraints to 
engagement. This project was focused on the engagement behavior of patients (essential patient support personnel), but 
future work should examine researchers’ skills and deficits as well.

When asked about constraints to engagement, participants reported lack of time (n=19) and insufficient monetary 
compensation (n=6) most frequently. Researchers need to be flexible when working with patient partners, especially 
those who work hours that do not match their own. Some essential patient support personnel work overnight or on 
weekends. Teams that include patient partners need to be inclusive. Future work should investigate this result further to 
identify how research can fit into the busy schedules of essential patient support personnel. The effort and time spent on 
research work may be perceived as less of a burden to patient partners if compensation is perceived as fair. In this study, 
insufficient or no monetary compensation was expressed as a constraint to engagement. Compensation may need to 
account for out-of-pocket costs in addition to project work time. This can include unpaid leave from work, lost work 
hours for travel and attendance at meetings, and childcare costs. Most essential patient support personnel work hourly, 
and some are self-employed. Compensation must adequately reimburse any costs incurred.

This research has limitations that should be considered in future studies. First, this project had a small sample size, 
which was reflective of the essential patient support personnel population in some ways, but caution should be taken in 
other areas. Most essential patient support personnel are younger women under age 50.9,10 This study sample was made 
up of 85.7% women, and 97.6% were under age 50. The sample was less representative of the known characteristics of 
essential patient support personnel in other demographic areas. For most essential patient support personnel, education 
ends with high school or technical school. In the sample, 42.9% had a high school degree or less. Most essential patient 
support personnel are non-White. This sample was 54.8% White and 42.5% non-White. Future research should aim to 
recruit more non-White participants and those with lower levels of formal education. Finally, this study relied on 
a convenience sample. Survey participants were asked to share the link with other essential patient support personnel 
using a snowball sampling technique. This may limit the generalizability of results.

This project has several strengths, including engaging essential patient support personnel in multiple stages of the 
research process. This work was funded by an engagement award and included patient partners in the entire research 
process from initial idea formulation to the dissemination of results. As established by Fergusson et al5 less than 1% of 
research studies are engaging patients meaningfully and actively. This project studied patient engagement while 
including patient partners actively and meaningfully. Second, this work examined engagement in an underrepresented 
population that has historically been neglected. Essential patient support personnel face physical and mental health 
challenges that have led to morbidity rates that are higher than the general population.7,8 Third, this work was guided 
by the consensus definition of engagement put forth by Harrington et al in 2020. For research to build in this area, it is 
fruitful for studies to operationalize patient engagement consistently. This will allow the body of scientific knowledge 
to build over time.

Despite the benefits to scientific inquiry, significant hurdles to meaningful patient engagement in research exist. Some 
challenges are universal across patient populations, including the need for additional time and funding, and the risk of 
tokenism where involvement is superficial rather than meaningful and active.6 This research has uncovered challenges 
that are specific to the essential patient support personnel population. This group provides care to their own patients but 
has been overlooked as a patient population with unique needs. Essential patient support personnel have demanding jobs, 
work long hours that may conflict with academic timeframes, and have concerns about being adequately compensated if 
they choose to engage in research. Ignoring specific constraints faced by a patient population will continue to result in 
low engagement in research. Low engagement will leave important voices unheard and important research questions 
unexplored.

Human Participants Protections
Approval to conduct research was obtained from the Bentley University Institutional Review Board (#240403075). 
Informed consent was obtained from all study participants.
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