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Introduction: Substantial evidence supports community health worker (CHW) interventions lead to improved health outcomes, but health professionals’ perceptions of CHW roles and effectiveness may slow integration into care delivery systems. Research on CHWs as members of specialty care teams in clinical settings, especially in the epilepsy field, is limited.

Methods: We conducted semi-structured interviews between April and October 2022 to explore perceptions of multidisciplinary clinicians (n = 12; physicians, nurses, social workers) based at five New England epilepsy centers about the potential for successful CHW integration on specialist epilepsy center care teams. Transcripts were analyzed using a mixed inductive and deductive thematic approach.

Results: Themes that emerged included: (1) limited epilepsy clinician awareness of the CHW role and minimal experience working with a CHW; (2) limited clinician knowledge of how to recruit CHWs; (3) preference for CHW roles and responsibilities in epilepsy centers being focused on social determinants of health (4) clinician uncertainty around scope of CHW training and supervision; (5) unknown funding mechanisms for CHW integration in epilepsy centers; (6) knowledge of care gaps in addressing social determinants of health needs by epilepsy centers; (7) openness by epilepsy center care team members to CHW integration; and (8) environment and collaborative culture at epilepsy centers.

Discussion: Despite limited knowledge and experience regarding CHW roles and mechanisms for recruiting and sustaining CHW positions, the multidisciplinary clinicians interviewed valued the potential benefits of CHWs in an epilepsy center and endorsed a need to better address patients’ unmet social determinants of health needs.
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1 Introduction

Community health workers (CHW) are traditionally positioned in community-based settings as valuable frontline health professionals who act as liaisons between healthcare systems, social services, and the communities they serve (1). In the United States, CHW interventions have demonstrated predominantly positive effects on health outcomes, including in populations who often face significant disparities related to health care access and quality (2, 3). As a result, CHWs are increasingly perceived as important members of community service and primary health care delivery teams (4–9). Epilepsy presents unique medical and social challenges that often make disease management complex, and the consequences of epilepsy are exacerbated by the substantial disparities that exist in accessing care (10). Many factors contribute to whether an individual with epilepsy receives care, including socio-economic status, education, insurance coverage, and transportation (11–13). CHWs could be engaged to facilitate access to community-based resources to overcome such barriers to care that people with epilepsy often face. No widely accepted evidence-based approaches for integrating CHWs into epilepsy health care settings have been developed.

Growing research on the role of CHWs in managing chronic conditions suggests that CHWs could support people with epilepsy with their needs around improved care coordination, disease management, and with addressing unmet social needs that impede health (2, 14–21). Pilot data demonstrated feasibility for training and integrating CHWs into epilepsy center teams resulting in high provider and patient satisfaction, and the potential for cost savings is supported in the literature (22, 23). Despite this promising evidence and growing interest in addressing social determinants of health (SDOH) gaps among epilepsy patients, there are no models for integrating CHWs in epilepsy care.

The purpose of this study was to examine epilepsy center clinicians’ perceptions regarding factors that would facilitate integration of CHWs into epilepsy care teams, inclusive of issues related to recruitment, training, supervision, roles, and responsibilities. This inquiry will augment information in support of CHW program design and implementation strategies at epilepsy centers. All research procedures were approved by the University of Massachusetts and the Dartmouth Health Institutional Review Boards.



2 Materials and methods

We used reflexive thematic analysis as practiced by Braun and Clarke that facilitates author consensus (24–28).1 We used the Standards for Reporting Qualitative Research guidelines to guide our qualitative methodology (29).


2.1 Interview participants

Key informants were purposively selected based on (1) their primary clinical roles being centered at an accredited epilepsy center and (2) having leadership experience or ongoing influence within their epilepsy center care teams or clinical practice. Participating key informants (n = 12) represented diverse clinical roles inclusive of epileptologists, epilepsy specialist nurses, and clinical social workers based at epilepsy centers. The cohort included clinicians serving patients from urban, suburban, and rural regions across New England.



2.2 Semi-structured interview

A semi-structured interview guide (Supplementary Materials: Appendix A) was developed by two researchers (EK, FC) and addressed eight topics investigated initially by literature review and quantitative digital survey. Topic areas explored in the interviews included: (1) Prior knowledge or experience with CHWs; (2) Recruitment and selection of CHWs; (3) CHW roles and responsibilities; (4) CHW training and supervision; (5) CHW funding mechanisms; (6) Current epilepsy care gaps; (7) Clinical care team expectations and trust; and (8) Epilepsy center environment and culture of collaboration. These select topics served as parent codes for the current qualitative analysis. The initial draft of the semi-structured interview guide was reviewed by a multidisciplinary expert panel with relevant experience and the feedback received resulted in a reordering of the main question categories and the addition of a clarifying question requesting specific examples was added. Interview questions were then pilot tested with a public health researcher and with epilepsy clinical providers who had characteristics similar to eligible key informants. This allowed for refining the precise wording of interview questions and determining the interview length. A complete list of codes can be found in Supplementary Materials: Appendix B, including codes that were derived from the quantitative survey but were not applicable to the qualitative interviews.



2.3 Data collection

Interviews were conducted (April to October 2022) one to one via WebEx (audio only with automated transcription) by trained experienced interviewers (EK, FC). See Supplementary Materials: Appendix A for the clinician interview guide. Informed consent was obtained. We recorded all interviews, then used WebEx software to transcribe them verbatim. Interviews lasted between 45 and 60 min. An iterative approach to collecting, analyzing and reviewing data allowed for the research team to evaluate saturation. Thematic saturation was reached at the culmination of 12 interviews, determined by no new codes or themes under existing codes identified during iterative coding analysis; and by consensus between the interviewers (EK, FC) that redundancy of perceptions and observations shared by the key informants was noted during data collection.



2.4 Data analysis

Each transcript was reviewed by the study coordinator and two researchers (EK, FC) to check for potential errors by the transcribing WebEx software and to familiarize the researchers with the data collected. We used a mixed inductive and deductive approach to code and analyze the data. First, an initial round of open coding was completed on three transcripts by two researchers (FC, EK), utilizing eight topic areas as a priori parent codes to group the interview responses by topic area. Transcripts were then coded independently by four researchers (AM, FC, CS, EK) into topic areas using a deductive, iterative process. Multiple coders, including individuals not involved in the interview process, minimizes research subjectivity. Child codes were created along with marking meaningful text within each of the parent code categories to further group responses by topic categories. The team compared the lists of codes developed iteratively to inform and refine the development of a final codebook. To achieve this the research team met regularly to compare notes on analysis of transcripts examining for differences or discrepancies, and to reach a consensus on the definitions of codes and coding of text units. The final codes were reviewed and confirmed during meetings between all four coders (EK, AM, FC, CS). Through direct discussion and comparison, a shared understanding of coding practices served to further build consensus and strengthen credibility of analysis. Two subsequent rounds of thematic analysis coding were then completed by three researchers (AM, FC, CS) to identify common themes. Intra- and inter-coder reliability were evaluated, and themes were refined with all team members. Select supporting phrases, representing themes by diverse clinician perspectives, were included. Each thematic category is described at length.



2.5 Researcher characteristics and quality

We built an interprofessional research team including three neurologists, one nurse, two community health workers, and two public health researchers with qualitative research training. Additionally, we discussed findings with relevant CHW, epilepsy, and public health stakeholders, including community members, partners and people affected by epilepsy center care practices for interpretation. We present our findings using thick description [i.e., context is incorporated in description of observations (30)] and quotations from key informant interviews.




3 Results

We completed semi-structured interviews with 12 multidisciplinary clinicians from five academic Level 3 and 4 epilepsy center teams (given long term objective of integrating CHWs in centers where people with epilepsy receive comprehensive specialist care) in New England caring for patients in Massachusetts, New Hampshire, Vermont, Maine, and Connecticut. Interview participants had diverse clinical roles inclusive of physicians (n = 8; junior faculty n = 2, mid-career n = 3, epilepsy chief n = 3), nurses (n = 2), and clinical social workers (n = 2).


3.1 Thematic analysis

Themes emerging from semi-structured key informant interviews included: (1) limited epilepsy clinician awareness of the CHW role and minimal experience working with a CHW; (2) limited clinician knowledge on how to recruit CHW; (3) preference for CHW epilepsy clinic roles and responsibilities being focused on SDOH; (4) clinician uncertainty around scope of CHW training and supervision; (5) unknown funding mechanisms for CHW integration in epilepsy centers; (6) knowledge of care gaps in addressing SDOH needs by epilepsy centers; (7) openness to CHW integration on an epilepsy center care team; and (8) environment and collaborative culture at epilepsy centers. Each theme is visually displayed using tree maps, each of which conveys the relative weight (or frequency) of each child code by topic discussed during interviews. Codes represented by larger areas were heard more often than codes in smaller areas; each mention of the child code by an interviewee was a count of 1 (Figure 1).
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FIGURE 1
 (A) Theme: There is limited clinician awareness of the CHW role and minimal firsthand experience working with a CHW across disciplines. (B) Theme: There is limited clinician knowledge on how to best recruit and select a CHW. (C) Theme: CHW epilepsy clinic roles and responsibilities should be centered around social determinants of health with an emphasis on transportation, medication access, and a service role of clinician-patient liaison. (D) Theme: Clinician uncertainty around type and specificity of CHW training and supervision is high. (E) Theme: Funding mechanisms to support and sustain a CHW role at the epilepsy center are not known or readily available, presenting a significant barrier to CHW integration. (F) Theme: SDOH care gaps are present at epilepsy centers and require a systematic approach with dedicated staff time and systems to screen, identify, address and track. (G) Theme: Clinicians support well-structured CHW integration which has potential to benefit epilepsy patients. (H) Theme: Clinicians endorse the idea that an epilepsy-trained CHW could experience a sense of belonging on an epilepsy center care team and be acknowledged as a contributor so long as the CHW role is well-defined and supervision is in place.




3.2 Representative quotes

Results in the following section highlight supporting representative quotes by theme.


3.2.1 Prior knowledge or experience with CHWs

Respondents described limited understanding of the CHW role designation (Figure 1A), with some respondents having little to no prior knowledge of the CHW profession. Across disciplines there was very little firsthand experience described of directly engaging with a CHW in the care of patients; respondents were much more likely to indicate having observed a CHW working with others peripherally or some awareness of other care teams at the clinical center who utilize CHWs. The majority of past interactions with a CHW were viewed positively.


“I honestly have never worked with a community health worker and I’m not sure I knew they existed.” (Physician)

“I do have some knowledge about community health workers, because I’ve worked sort of tangentially with them in the past, because in my previous role I was a nurse for an agency that served developmentally disabled population.” (Nurse)
 



3.2.2 Recruitment and selection of CHWs

Respondents predominantly described being unsure how they would go about recruiting a CHW for their epilepsy center (Figure 1B), possibly in part due to some having unfamiliarity with the CHW role. Some respondents shared a general awareness of CHWs having roles at their medical centers. Clinicians expressed uncertainty around the selection criteria to consider when hiring a CHW, and few felt that they or a member of their team could perform this task. A recruitment and hiring process involving the Human Resources department at their clinical center was viewed as more feasible. Clinicians frequently identified desirable CHW candidate characteristics, including having some prior experience working with patients, at least some college education, knowledge of community resources, “good judgment,” and life experiences a patient could identify with.


“I guess I would want someone who has some prior patient experience, some interest in working with patients, I do not know if that would entail you know, psychology training, social work training.” (Physician)

“Someone within the community, so someone with [community] knowledge, someone probably culturally competent.” (Nurse)
 



3.2.3 CHW roles and responsibilities

Across disciplines, clinicians identified a number of responsibilities that a CHW would be well suited to address (Figure 1C). The most-frequently cited role by far was to address patient transportation needs, although medication access, food insecurity, and housing insecurity were also commonly mentioned. Interviewees also shared that it would be helpful to have a CHW on an epilepsy center team serve as a communication liaison between the provider and patient during and beyond clinic appointments to follow up on medication access and adherence, transportation to the next clinic visit, and connecting the patient with mental health services or medical testing. Several respondents noted the similarity and overlap between social work and CHW roles and the possibility for the roles to work in synergy. Several respondants indicated this potential synergy could reduce nursing staff workload.


“Helping with housing, helping with disability, helping with employment, helping with medication adherence.” (Physician)

“I can imagine that the role might also involve educating, not just patients, but caregivers and other members in the community about the disorder of epilepsy.” (Physician)

“…I mean, you know, helping them obtain access to resources, such as, housing, I guess, you know, food, just because I know that’s, you know, I know a lot of my patients have a lot issues with finances and, like, how to get the bills paid on time and you know, access to, other providers.” (Nurse)

“…Given the fact that epilepsy patients traditionally have issues with transportation; it would [also] be great to have a community health worker, who would actually be able to literally go into the patient’s community and meet them more where they are at their home, which we do not really have that luxury to do at this moment.” (Nurse)
 



3.2.4 CHW training and supervision

Respondents revealed they had little to no awareness of how CHWs were trained and of whether there are certification or licensing requirements for the role (Figure 1D); again, this is likely related to general unawareness of CHWs, and their potentially role in the epilepsy clinic specifically. Respondents mostly preferred at least some college education among candidates for an epilepsy center CHW role, although a few indicated a high school diploma or GED may be sufficient. Only a few interviewees were aware of existing accredited epilepsy-specific training for CHWs. The majority expressed that social worker or nursing supervision would work best for CHW but recognized these staff have limited bandwidth that would allow adding additional duties to their workload.


“And so as long as we were clear what the tasks are. And then the training that is provided is the training around those tasks then I think we should be good.”(Physician)

“I’d like to think they, you know, would know what epilepsy is and you know how the treatment plan works, meaning, you know, there’s no algorithm for epilepsy.”(Nurse)

“I feel like the physicians might be a little overwhelmed if they had to do that [supervision]… we have nurse navigators that might be able to do that [supervision] as well.” (Nurse)

“The important things are being on a team with supervision and also having clear boundaries, establishing boundaries.” (Social Worker)
 



3.2.5 Funding mechanisms to support a CHW role

No respondent was aware of a mechanism to fund a CHW (Figure 1E), although a few felt it might be possible through their medical center. Some suggested that if value could be demonstrated and administration committed to supporting a CHW for the epilepsy center, then a CHW integration program had potential for becoming sustainable. Others shared a less optimistic outlook in the current healthcare environment with budget constraints prevailing, indicating that it was unlikely the epilepsy or neurology department at their center would be willing or able to support a CHW. Many respondents indicated they simply did not know where to search for funding for a CHW role.


“I think what you’d need to do is get some departmental buy-in and show we have this burden of administrative tasks that we could be using to be more clinically productive. And with investment in community health workers, I could be seeing more clinic patients in clinic or seeing patients in clinic more quickly, or things like that. Because I actually do think it could increase clinic efficiency.” (Physician)

“I think the thing I would emphasize is like, all things I’d see the biggest barrier just being financial resources to acquire one and convincing a department that it’s worth it.” (Physician)
 



3.2.6 Identifying current epilepsy center care gaps

Interviewees across disciplines acknowledged care gaps related to addressing patient SDOH needs (Figure 1F) and stated that they often relied on social workers and nurses to try to meet needs as well as possible. Lack of staffing and funding were reasons provided for the care gap despite systems in place to track SDOH at some centers. Clinicians shared that the SDOH needs of people with epilepsy are well known and even high need variables such as transportation could be challenging to address in a clinic visit. A high number of clinicians were unsure SDOH were being tracked in their patients, or if those needs were being met. Again, many respondents noted that CHWs could be potentially beneficial in addressing these needs.


“With the patient population we have, I feel like there’s plenty of unmet needs.” (Social Worker)

“And I think the larger gap is that there are people who are not reaching our care or being able to sustain their care for with us in the 1st place and that’s probably the bigger gap is that people come and we have plans for them and then, because of factors outside of their control they are not able to keep coming to see us.” (Physician)

“Oh… I mean, if you look at the housing, if you look at food, if you look at access to housing, rides to get to your appointment, money to pay for your food. Mm. Hmm. Insurance issues, everything, you know, even you know, the emotional support which is there. You know, hooking people up with elder services, you know, the grants, education.” (Social Worker)
 



3.2.7 Clinical care team expectations and trust

The majority of clinician perspectives favored CHW integration, citing likely patient benefit and that patients would probably view the CHW’s assistance as helpful (Figure 1G). Several interviewees mentioned that handing sensitive protective health information would be an important part of the CHW’s training, but that they would trust a CHW to manage this information securely. Concerns focused on the CHW as a non-clinician requiring appropriate guidelines for training, supervision, and a clear delineation of CHW responsibilities.


“I would say I’m quite confident. I mean, honestly, as long as they are, I do not want to use this expression, but like, staying in their lane, and they are not talking to patients to, like, change their medications and then things like that [then] I’m very confident in their ability to help.” (Physician)

“I mean, half the time, what you need is someone who has the time and patience to talk to the patient, find out what’s really going on at home find out what the barriers [to] medication adherence are find out what the social situation is. And that does not necessarily require a medical degree that a lot of that is just people skills and just enjoying working with people and detective work.” (Physician)

“…especially if they go into the home, you know, they would definitely be able to bring back a different perspective of the patient, and I think that just having, like I said, almost being non-medical might be to an advantage because they might be perceived different by the patient a little bit more.” (Nurse)
 



3.2.8 Epilepsy center environment and collaborative culture

Respondents had a high degree of interest regarding integrating a CHW on an epilepsy care team (Figure 1H). Interviewees felt if concerns around training, role definition, and supervision were met, then a CHW could function as a contributing member of a collaborative interdisciplinary team caring for people with epilepsy, viewed positively by team members. Existing epilepsy care team collaboration was noted as a facilitator of CHW integration by some.


“I mean, I think, you know, I think they would add so much to our team. You know, providing, you know, just community education and social support, and just kind of be a liaison…” (Nurse)

“I think, you know, the biggest thing is just to make sure that they [CHW], especially if they are going to be not spending as much time in the clinic as the rest of the staff, that they feel very much part of the epilepsy team, and that they are involved in all the meetings.” (Nurse)
 





4 Discussion

Despite limited experience with CHWs, providers indicated that epilepsy care center teams would likely experience benefit with CHW integration to improve patient-centered care and promote health equity. As healthcare systems increasingly prioritize patient-centered, team-based care models (31–34), the role of CHWs is likely to continue to evolve and expand as an integral part of interdisciplinary care teams in specialty practice settings. Our data demonstrates that epilepsy center clinicians recognize that patient SDOH care gaps need more attention and that they view a potential workforce to help identify and address needs as worthy of consideration.

We found some perceived barriers to CHW integration, including external funding, internal department or medical center financial support, and role clarification. Notably, there was an imperative to clearly delineate roles and expectations for a CHW on an epilepsy center team to preclude any influence over clinical care decision making. These finding parallels prior research supporting clarity among team members leading to successful CHW integration (35, 36). Findings also highlight the need for a concerted effort to integrate a CHW onto the team in a purposeful way that would allow the CHW to feel they were contributing meaningfully to patient care. The low level of awareness among epilepsy providers regarding CHWs, in general, underscores the need for an onboarding schema that informs clinical team members and clinic support staff of the evidence of the benefit of CHWs in chronic disease management and facilitates the inclusion of CHWs in team meetings and rounds where appropriate.

Moving forward, it is crucial to expand awareness of the benefit CHWs can bring to patients (2, 3). Education about funding mechanisms and role definition for CHWs were noted as particular concerns of clinicians, thus standardized education for epilepsy center teams about these facets of CHW integration in particular is needed for clinicians and other staff at medical centers. Ensuring that clinicians on epilepsy center teams merit and support the role of a CHW as a healthcare professional able to serve as a liaison between vulnerable patients and their epilepsy center medical team, and as skilled workers who can provide patient education and help patients to navigate healthcare systems and related care transitions, as well as insurance and social service systems in order to meet patient needs and improve outcomes. The need to address key factors influencing care access and outcomes are well known in epilepsy, and the example of transportation highlights the significance of need; people with active epilepsy are greater than five times more likely than the general population to lack transportation to healthcare services (13). Further, paramount to achieving seizure control for people with epilepsy is recognizing that many struggle with access and adherence to anti-seizure medication treatment (37, 38). As evidenced by CHW roles in other chronic diseases (39), implementing CHW led standardized screening for anti-seizure medication adherence barriers and a prompt response to individual patient needs would bring imperative attention to this well-known challenge and could be an impactful epilepsy center strategy that decreases risk for seizure related complications (40).

In addition to awareness of the potential benefits, care teams and institutions must have awareness around an available work force of epilepsy trained CHWs to recruit and hire. Virtually accessible epilepsy-specific accredited CHW curriculum developed at Dartmouth (EK) has allowed for the ongoing provision of this training to partners nationwide since 2020 through collaboration with the Southern New Hampshire Area Health Education Center, the New England Public Health Training Center, the Rural CHW Network, and the National Community Health Worker Association. Continuing to build a skilled workforce of epilepsy-specific CHWs is necessary to address health disparities in people with epilepsy in epilepsy center environments, but also broadly in all settings where people with epilepsy receive care from health professionals.

Progress on the front of CHW integration in specialty clinical care settings, including at epilepsy centers, requires the development of strategies and practical avenues for sustainable funding. CHWs have mainly been funded under short term non-profit, state or federal grant programs designed for pilot projects and infrastructure development not for long term implementation of a CHW role. Next steps to partner collectively with epilepsy serving professional organizations (American Epilepsy Society) and state based professional CHW organizations and their licensing bodies to advocate with payors for a structured approach to integrating epilepsy training for CHWs that could lead to improving patient access to CHW services covered by medical insurance. Examining, healthcare reform-related alternative payment structures and internal funding by provider groups and institutions in anticipation of reduced costs and a return on CHW integration advancement are two potential avenues that must be explored for overcoming sustainable funding hurdles.


4.1 Limitations

This study has three limitations. First, findings are based on self-reported data which is potentially subject to recall and interviewer bias; this could present inaccuracies. Interviews were coded by multiple researchers not involved in the interviews to minimize potential interviewer bias. Second, this study focused solely on gaining clinician perspectives on the integration of CHWs onto epilepsy center care teams, from epilepsy center staff. We attempted to balance perspectives from different professional roles with the knowledge that there is a great paucity of epilepsy-specific CHWs integrated on teams currently. It is also possible that neurologists, epileptologists, nurses and social workers not affiliated with an accredited epilepsy center have different perceptions and experiences. However, bringing forward an initial understanding of traditional epilepsy center clinician perspectives not previously explored is valuable; without elucidating these perspectives, it is difficult to know how to integrate a CHW onto an epilepsy care team and what perceived barriers may exist. Future research integrating CHW and patient perspectives will allow for a more comprehensive understanding of the issues and help to balance clinician viewpoints. Third, these data were collected from clinicians at 5 epilepsy centers in New England and therefore may not be generalizable to other areas of the country. This geographic limitation could limit applicability of results to other regions or care settings, however, within our group of epilepsy centers, both urban and rural settings were included. Although we acknowledge the limited geography and focus on clinician perceptions, thematic saturation was reached when coding the interviews. Irrespective of clinic location (i.e., rural versus urban), themes were consistent. Challenges posed by epilepsy impact the spectrum of individuals diagnosed with this chronic and often unpredictable disease, irrespective of where they are located; clinicians are therefore also impacted broadly when facing resource and support needs for their epilepsy patient communities. As an example, while transportation may be more difficult for individuals with epilepsy living in rural areas in some circumstances, individuals living in urban areas also frequently experience the same hardships (11, 13).




5 Conclusion

The integration of CHWs into epilepsy center teams is a promising approach to bridge a divide between ideally available health care services, the quality of services received, and limiting the adverse impact of SDOH on people with epilepsy (11). Study findings have identified elements of an actionable model of CHW integration in epilepsy centers related to CHW roles and scope of practice, training, funding mechanisms, and team inclusion opportunities. This study makes evident that multidisciplinary clinician stakeholders are eager for new solutions to assist with filling patient SDOH care gaps and share a desire for replicable and sustainable models to integrate CHWs into epilepsy clinical care settings. Efforts to further expand our understanding of the perspectives of patients and CHWs are also required. Raising awareness around the availability of, and satisfaction with, accredited accessible virtual epilepsy-specific training programs for CHWs2 could facilitate interest in the feasibility of CHW integration on epilepsy care teams (41). Investment in CHW integration at epilepsy centers (42) may allow for improved working conditions for clinicians and better health outcomes for patients.
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