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ABSTRACT 

Background: Individuals experiencing opioid use disorder (OUD) and co-occurring mental 

health concerns experience heightened consequences and lower rates of treatment access. 

Engaging patients as research partners alongside health systems is critical for tailoring care for 

this population. 

Objectives: Collaborative care is promising for the treatment of co-occurring disorders, but there 

is little research incorporating patient perspectives into its design. 

Methods: We utilized the Community-Participatory Partnered Research (CPPR)1 approach to 

partner with patients, providers, and clinic administrators to adapt and implement a collaborative 

care intervention for co-occurring disorders in primary care. We conducted qualitative interviews      

with patients to assess their feedback on the proposed collaborative care model prior to 

intervention implementation. A first round of interviews was conducted to obtain patient 

feedback on our adaptation ideas (n=11). The team then incorporated these suggestions and beta-

tested the intervention with additional participants (n=9) and assessed their feedback. Data were 

analyzed using rapid content analysis and then implemented by health systems.  

Results: Patient feedback underscored the need for the care coordinator (CC) to be trained in 

patient engagement and stigma reduction and to provide assistance around socioeconomic 

barriers and relapse. Patients shared that it was helpful to have the CC address co-occurring 

disorders, emphasized the need for the CC to be flexible, and expressed that telehealth was 

acceptable. Patient feedback was integrated in subsequent CC training with health systems.  

Conclusions: The present research demonstrates the feasibility and utility of incorporating 

patient perspectives into treatment design and implementation in health systems using CPPR. 
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Introduction 

Individuals who experience co-occurring opioid use disorder (OUD) and mental health 

conditions experience high disease burden that require treatment for multiple complex conditions 

and they often experience poorer treatment outcomes in traditional healthcare settings.2-14 Fewer 

than 25 percent of individuals with co-occurring OUD and mental health conditions receive 

treatment for both conditions.15 Low rates of treatment utilization is particularly problematic 

because of the severity of consequences this population experiences. For example, individuals 

with co-occurring OUD and severe depression or PTSD are significantly more likely to 

experience a recent overdose and suicidal ideation or attempted suicide compared to individuals 

with OUD who did not have a co-occurring mental health condition.16,17   

Increasing the availability of treatment for OUD and co-occurring disorders in primary 

care settings may be one mechanism for improving treatment utilization.18,19 Collaborative care 

is an effective service delivery intervention that uses a team-based approach to improve primary 

care treatment access, quality, and outcomes for individuals with mental health conditions or 

substance use disorders. The team typically consists of a care coordinator (CC), who helps link 

patients to care and communicate with the patient’s care team; a primary care physician (PCP), 

who performs traditional primary care functions; and a behavioral health consultant (BHC), who 

acts in a consultative capacity to provide input on behavioral health treatment decisions.20  

There is substantial evidence that collaborative care can help alleviate barriers to 

treatment utilization and care integration compared to usual care services. Specifically, 

collaborative care improves outcomes such as medication adherence, utilization of behavioral 

healthcare, remission, and quality of life for patients with behavioral health disorders21 such as 

depression22-25 or posttraumatic stress disorder (PTSD).26 Collaborative care has also been 
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effective in treating opioid and alcohol use disorders27-31 and in treating depressive disorders co-

morbid with substance misuse.32,33 In these populations, collaborative care increased receipt of 

treatment including psychotherapy, medications, and faith-based services, and decreased alcohol 

and opioid use.31,32 Collaborative care is also highly effective for disadvantaged populations 

(e.g., low income, racial/ethnic minority) and can reduce disparities in treatment utilization.34-39 

Despite the evidence of collaborative care’s effectiveness in treating substance use disorders or 

mental illness, there is insufficient research on the impact of collaborative care on individuals 

who have co-occurring disorders.  

The current study is part of a randomized clinical trial called Collaboration Leading to 

Addiction Treatment and Recovery from Other Stresses (CLARO) and examines the 

effectiveness of collaborative care adapted for OUD with co-occurring PTSD and/or 

depression.40,41 We utilized the Community-Participatory Partnered Research (CPPR)1 approach 

to partner with patients and health systems (e.g., medical and behavioral health providers, clinic 

administrators, clinic CCs) to adapt and implement a collaborative care intervention in primary 

care. The CPPR approach emphasizes the joint leadership between community members and the 

research team, where the community becomes part of the research team and the research team 

becomes part of the community. In this two-way knowledge exchange, a health issue that is 

prioritized by patient, health system, and academic partners is identified (i.e., co-occurring 

disorders), a coalition of diverse partner representatives is engaged (i.e., patients, clinic 

champions, clinic CCs), meetings are convened to obtain input, and work groups execute 

recommendations from these meetings.  

CPPR partners are involved in three phases of a research study: planning the study, 

executing the study, and dissemination of findings to health system and community audiences.42 



 

 
Patient perspectives adapting collaborative care   6 
 

PROGRESS IN COMMUNITY HEALTH PARTNERSHIPS: RESEARCH, EDUCATION, AND 
ACTION (PCHP).  FORTHCOMING.  ALL RIGHTS RESERVED.         

Patients are critical members of the partnership. Incorporating patient perspectives into the 

design of treatment models is a crucial element of high quality, patient-centered care.43,44 

Comparisons of patient and provider perceptions of health services demonstrate that patients 

often identify different barriers to care and priorities for treatment compared to providers, 

suggesting that the omission of patient perspectives can decrease the accessibility and 

acceptability of treatment interventions and cause health systems to overlook critical factors 

during intervention implementation and delivery.45,46 Patient perspectives have provided 

important insights into the feasibility and acceptability of collaborative care interventions for 

mental health in primary care, including the overall model and specific components such as 

measurement-based care.47,48 Data on patient experiences have informed primary care clinics on 

how to implement integrated care models in ways that optimize patient preferences, engagement, 

and experience.49,50 The current study aimed to solicit patient perspectives on the delivery of 

collaborative care for co-occurring disorders within a CPPR approach that enabled health system 

partners to engage with and learn from patient partners. 

Obtaining input from individuals experiencing co-occurring disorders is especially 

important because these individuals are frequently marginalized within traditional treatment 

settings, due to institutional (e.g., siloed systems of treatment) and sociocultural (e.g., stigma) 

factors.51,52 Concomitantly, prior studies suggest that patients with co-occurring disorders have 

fewer opportunities to engage in shared decision making or provide feedback in their day-to-day 

interactions with providers51,53 and have high levels of mistrust toward providers.52  

We utilized an iterative approach to design collaborative care for co-occurring disorders 

(specifically OUD with PTSD and/or depression) in primary care based on feedback obtained 

through patient interviews before and after drafting an intervention prototype. A previous 
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publication described our overall adaptation process for creating CLARO.40,41 In the current 

article, we provide a more in-depth description of how patient perspectives informed the 

adaptation of the collaborative care model for co-occurring disorders and how these perspectives 

were incorporated into the final model and implemented by health systems. Our study sought to 

answer the following questions: 

● What features should the proposed collaborative care model for co-occurring disorders 

include in order to address existing barriers to care? (Interview 1)  

● How acceptable and feasible is the proposed collaborative care for co-occurring disorders 

prototype? (Interview 2) 

● How can patient feedback be incorporated into collaborative care implementation and 

delivery activities by the health systems? 

Methods 

Setting  

We initiated our CPPR partnerships with three health systems in New Mexico 

(NCT04559893).40,41 The clinics within these health systems were chosen because they 

predominantly serve low-income and Hispanic patient populations, and they are located in the 

regions of New Mexico with the highest rates of opioid overdose (Northeast and Central) and 

primarily rural regions (Southwest).54 All participating clinics were located in Health 

Professional Shortage Areas, indicating that there were insufficient behavioral health and/or 

medical care providers to meet community needs.55 

Patient Participants 

Of the 11 patients recruited for the first interview (June-July 2020), 7 were recruited from 

the Northeast region, 3 from the Central region, and 1 from the Southwest region. Of the 9 
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participants recruited for the second interview (September 2020), 5 were recruited from the 

Northeast region, 3 from the Central region, and 1 from the Southwest region. Clinics were not 

conducting collaborative care prior to our research study, but provided outpatient 

pharmacotherapy and psychosocial therapy for OUD and co-occurring mental health disorders. 

All participants were taking buprenorphine at the time of their interviews, but few were receiving 

psychosocial treatment. 

Procedures 

We worked with clinic staff for about a year prior to implementation to promote the 

health system partnership, learn about clinic workflows and climate, guide study implementation, 

and identify clinic champions (one to three per health system).56,57 Clinic champions and other 

health system representatives (e.g., providers, administrators, and CCs) were actively involved in 

planning for, executing, and interpreting data. They drafted and reviewed recruitment materials, 

created workflows, interpreted patient feedback, worked with CCs and other clinic staff to 

implement the intervention, and provided continuous guidance on how best to implement the 

trial in their clinics. We also engaged in additional implementation strategies with health systems 

during the clinical trial, which are elaborated on in another report.58 

Prior to adapting our collaborative care intervention, we engaged medical provider 

partners to recruit patients currently receiving treatment for OUD with depression/PTSD at one 

of the participating clinics. Provider partners described the study to the patients, informed them 

that their care would not be affected by their decision to participate or not, and asked interested 

patients to complete a consent-to-contact form. The consent-to-contact form was sent to the 

research team via secure fax; a research team member then contacted the patient to describe the 

study and invite the patient to participate.  
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Patients were eligible to participate in two phone interviews. The first was conducted 

prior to adapting the collaborative care intervention to solicit patients’ input on the acceptability 

of having a CC work directly with patients to address co-occurring disorders in primary care. 

Participants were told that a CC is someone who helps with tasks such as making appointments, 

providing appointment reminders, assessing symptoms, describing treatment options, linking 

patients to resources, and being the “glue” between the patient and their care team. In the 

interview, participants were asked about prior experiences with substance use and mental health 

treatment (e.g., What suggestions do you have for how your health care team, including primary 

care providers and therapists, could improve your experience getting treatment for opioid use? 

How about for depression and/or PTSD?), facilitators and barriers to treatment access and 

retention, and initial thoughts on the proposed collaborative care model (e.g., How frequently do 

you think it would be helpful to connect with a care coordinator? What things would be 

important to check-in on that might influence whether someone drops out of treatment and goes 

back to using?). The interviews lasted about 60 minutes and participants received a $30 gift card 

for their time.  

We used feedback from the first interview to draft our intervention and then beta-tested 

an intervention session with patients in the second interview. For the beta-testing intervention 

session, a member of the research team role-played as the CC and the participant role-played as a 

patient seeking treatment for OUD and depression/PTSD. The CC asked the patient about current 

depression and PTSD symptoms, opioid use, and treatment goals as outlined in the draft 

intervention protocol for a typical first visit; patients were encouraged to draw on their lived 

experiences but could invent a character or specific details rather than sharing personal 

information if they preferred. The CC and patient role-played discussing treatment options and 
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determined next steps. After the session, the CC disconnected from the call, and a second 

researcher led the participant in a debriefing interview. During the debrief, participants were 

asked for their thoughts on the session's helpfulness, acceptability, relevance to patients at 

different stages of treatment, and areas for improvement (e.g., What did you think about the 

session? How helpful do you think this session would be in helping people who are beginning 

treatment?). The beta-testing session lasted about 30 minutes and the interview that followed 

lasted about 60 minutes. Participants received a $40 gift card for their time.  

Two research staff participated in the first interview (one led the call and the other typed 

notes) and three in the second (one led the mock intervention session, one led the debrief, and 

one typed notes). A total of four research staff rotated to administer the interviews. Before each 

interview, research staff explained the study and obtained verbal consent from all participants. 

Calls were recorded and the research team reviewed the recordings to supplement any gaps in the 

notes. Training/supervision, implementation monitoring, and quality improvement activities with 

our partnering health systems were conducted after adapting the collaborative care intervention 

(see Results). The study procedures were approved by RAND’s Institutional Review Board. 

Data Analysis 

We utilized rapid content analyses to synthesize common themes across interviews. 

Rapid content analysis allows for teams to efficiently glean insights that can be incorporated 

while intervention design and implementation are ongoing. Our approach started with having a 

first coder write detailed notes during each interview and then categorizing those notes into 

themes after the interview; then, a second coder validated the themes by listening to the 

interview recordings and providing feedback on themes. Coders (Interview 1: IL, KO, VJ; 

Interview 2: IL, KO, AD, GH) extracted key quotations or concepts that contained 
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recommendations for the intervention (Interview 1) or pertained to the intervention’s feasibility 

and acceptability (Interview 2).59,60  The researchers discussed the quotations and concepts and 

generated themes from the data in weekly meetings. Interrater agreement was high. Reaching 

sufficient sample size was ultimately determined by thematic saturation, which was defined as 

the point in which data collection was redundant and themes began to repeat with no additional 

insights identified.61 

Results  

Participant Characteristics 

Medical providers at participating clinics nominated 13 patients who were currently on 

buprenorphine for OUD and had a history of co-occurring PTSD or depression. A total of 11 

participated in the first round of interviews and 9 of the 11 participated in the second. The 

individuals who did not participate in the interviews did not respond to the research team’s 

contact attempts: none of the nominees were excluded from participation and none explicitly 

refused to participate. Table 1 provides a summary of participant demographics. 

 

[Insert Table 1 here] 

 

Interview 1: Recommendations for Collaborative Care for Co-Occurring Disorders 

Participant feedback fit into the following themes: Ensure the CC is trained in patient 

engagement and stigma reduction, address social determinants of health, provide support for 

managing prescriptions, taper the frequency of CC visits over time, and check in with patients 

regarding possible relapse triggers. Table 2 lists the themes along with representative quotes for 

each theme.  
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Ensure CC is Trained in Patient Engagement and Stigma Reduction 

Nearly all patients (n = 10) expressed that it would be paramount for the CC to establish a 

trusting relationship with patients. Participants described that trustworthy providers are a source 

of support and encouragement to remain in treatment or to seek additional help. One patient 

shared that feeling comfortable talking with their PCP allowed them to seek treatment for 

depression: “I got over this one hump being ashamed of being addicted to medication. And that 

let me talk a little bit more about the other problems I was having, which led Dr. [Name] to 

recommend I try (an anti-depressant)… He always helps me solve my problems. He helps me 

figure it out and makes it get better” (P1). Other participants mentioned the converse: that having 

a negative relationship or not trusting a provider makes it difficult to continue in treatment.  

Just over half of patients (n = 6) reported that stigma was a barrier to receiving treatment. 

Participants expressed concern over being judged for their mental health issues or being labeled 

an addict by themselves, loved ones, or providers. Patients also discussed stigma toward taking 

medications for OUD, such as the participant who expressed the opinion that “I feel that all they 

do (with MOUD) is switch one narcotic to another one. You may not be doing pain pills or 

heroin, but you’re still getting an opiate in your system” (P4).  

Address Socioeconomic Barriers 

Socioeconomic barriers (e.g., money, transportation) additionally posed significant 

obstacles to treatment for some participants (n = 5). Patients reported that issues with money, 

insurance, and transportation can cause delayed starts, gaps, and unwanted cessation of 

treatment. One participant shared that they relapsed until Medicaid began covering Suboxone: 

“In the beginning, it was hard to get treatment. Medicaid wasn’t paying for it… and I didn’t have 
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money. So of course I ended up relapsing over and over again until Medicaid started paying for 

it” (P2).  

Provide Support for Managing Prescriptions 

Most participants (n = 7) mentioned that it would be beneficial for the CC to provide 

support for managing prescriptions, such as contacting the doctor for refills or assisting with 

communication around dose changes. Participants noted the utility of this role for both MOUD 

and psychotropic medications for treating depression/PTSD. One participant stated, “I need my 

depression medications to be increased and I cannot wait, so a person that helps me reach out my 

doctor is great, someone that doesn’t make us wait until our next appointment.” (P8)  

Taper the Frequency of CC Visits Over Time or as Needed 

Several participants (n = 6) supported the proposed model in which CC visits should be 

more frequent at the start of treatment and then taper off once the patient has stabilized. 

Participants indicated that more frequent visits at the beginning of treatment would be helpful for 

treatment retention: “When you first get on [Suboxone], it’s nerve wracking. Am I going to go 

through withdrawals? You were addicted to something – you don’t know how the medication is 

going to help you. Just knowing that you have someone there to make sure you don’t get sick or 

have that temptation to get back to the pills would help make you feel comfortable about it” (P1). 

One participant added that the visit frequency should be flexible to individual patient needs, 

saying, “I wonder if in the transition to having less communication people might need more 

attention... but I could also understand if you are doing this program for a while, you don’t want 

to be bothered like that either. This is a very individual decision, and people have different 

needs” (P3). 

Check-in with Patients About Possible Relapse Triggers 
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Participants recommended that the CCs check in with patients about topics that could 

predict relapse or discontinuation of treatment such as cravings, stress, spending time with 

friends who still use drugs, and general emotional wellbeing. One participant cautioned that, for 

check-ins to be helpful, the CC must have a nonjudgmental attitude and frame questions: “When 

they ask those questions (about cravings, withdrawals, etc.), I find myself embarrassed to 

answer, I don’t want them to think ‘oh she is about to relapse’ if I share about cravings and 

triggers. The CC should talk more about ways to avoid those things.” (P3).  

 

[Insert Table 2 here] 

 

Interview 2: Feasibility and Acceptability of Collaborative Care for Co-Occurring Disorders 

The second round of interviews assessed the feasibility and acceptability of the proposed 

intervention. There was high agreement among participants that the intervention form and 

content were feasible and acceptable: participants shared that the session made them feel 

supported, it was helpful that the session addressed both mental health and OUD, and it was 

acceptable (or even beneficial) to conduct the session by telephone. Participants also 

unanimously indicated that the CC would need to maintain a flexible approach for the 

intervention to be feasible for patients who are reluctant or ambivalent about starting treatment. 

Patients agreed with the proposed intervention structure meeting 13 times over the course of six 

months with the option to schedule additional visits if clinically indicated (i.e.., weekly in the 

first two months, biweekly in the third month, and monthly in months four through six). Table 3 

summarizes the themes and representative quotes from these interviews. 
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Session Made Participants Feel Supported  

Nearly all participants (n = 8) stated that the demonstrated intervention session was 

helpful to them and would likely be helpful to other patients with co-occurring disorders. For 

instance, one participant stated that “Just talking to (the CC) helps with the worry and 

judgmental feelings. Just talking to her made me feel like I moved up a step in my life” (P1).  

Beneficial to Address Mental Health and OUD Together 

Participants (n = 7) additionally stated that it was helpful that the session addressed both 

mental health and opioid use together. These participants felt that their mental health and opioid 

use were interconnected, and it was beneficial to discuss their treatment holistically with the CC. 

One participant expressed the view that mental health treatment was necessary to treat their 

OUD: “It helped me that I got to tell (the CC) that I thought I was doing heroin because of my 

PTSD and depression, and he really heard that and said okay let’s get you into see a therapist or 

take medication” (P9).  

Conducting Session by Telephone was Acceptable  

Every participant (n = 9) said that conducting the session by telephone was acceptable. 

Some even mentioned that they preferred participating by phone due to convenience or reduced 

stigma. One participant explained that doing the session by phone can reduce barriers to 

attending appointments, but it can also create an environment where the patient may be engaging 

in risky behaviors that the provider is unaware of: “The whole lot of going, registering, waiting 

to be called up, is kind of stressful right off the bat. The call made it a lot easier to say what I felt 

because I’m here at my house versus sitting in a sterile clinical situation. It has its benefits, but it 

also has its downsides too because I could be sitting here fixing up a shot of heroin as we talk. I 

could be lying my ass off” (P4). 
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Flexible CC Approach Based on Patient Readiness 

All interviewees (n = 9) shared that for the intervention to be appropriate for people with 

different levels of motivation, the CC will need to tailor their approach to the patient’s level of 

readiness for change. They expressed that treatment is less likely to be successful if a patient 

feels pressured to enter treatment, but the CC should not give up on patients who are initially 

reticent. A respondent shared that for patients who are ambivalent about treatment, “(The CC) 

could probably say, ‘I know you don’t want treatment right now, but why don’t we try to get you 

to talk to somebody or maybe go to a meeting once a month or once a week. Try slowly to get 

into recovery if you’re not completely ready... I'm here to help you with whatever you need. I'm 

not going to force you. Let’s just try little baby steps’” (P9). 

 

[Insert Table 3 here] 

 

Incorporating Patient Recommendations into Implementation Activities with the Health 

Systems 

Patient recommendations from each of the interviews were integrated into the final 

intervention and implemented by CCs employed at our partnering health systems.      

Training and supervision  

Based on patient feedback, we added content to CC training on cultural humility, stigma 

reduction, social determinants of health, relapse triggers, and ways to monitor pharmacotherapy. 

Cultural humility and stigma reduction material was added in the context of Motivational 

Interviewing,62 where we shared about how language should be chosen intentionally with 

consideration for its impacts on the patient (e.g., common labels to avoid, using person-first 
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language, avoiding dichotomies). We also encouraged CCs to examine the values/beliefs 

important to them and how that might impact their services to patients, and discussed how 

understanding their culture and values could help navigate and address power imbalances with 

the patient. Training also focused on patient engagement and working with patients at varying 

levels of readiness for change. CCs were trained on ways to engage the patient, discuss prior 

treatment experiences and barriers to care, understand the patient’s goals and motivation, and 

explore any ambivalence around treatment.41 

We also worked with CCs to sequence multiple measurement-based care assessments 

across multiple visits to reduce patient burden, while still monitoring important factors such as 

social determinants of health and relapse triggers. For example, we trained CCs on assessing 

social determinants of health in the first visit and PTSD/depression symptoms at the second visit. 

To help address socioeconomic barriers to care, the CC administers the WellRx screener, which 

assesses social determinants of health (e.g., food insecurity, housing, employment),63 and the CC 

works with the patient to prioritize what to work on throughout treatment. To assess for PTSD 

and depression symptom severity, the CC asked the PCL-564 and PHQ-965 monthly. We trained 

CCs on discussing measurement-based care with patients including sharing the rationale for the 

questionnaires, discussing patient responses and how they could inform treatment decisions, and 

how to help patients cope if questions were stressful to them.66  

Discussion 

The study solicited patient perspectives on developing collaborative care for co-occurring 

disorders in primary care and used CPPR with the participating health systems to sustain the 

feedback obtained. Overall, patients felt a CC was an acceptable member of their care team and 

the collaborative care for co-occurring disorders intervention was a feasible and acceptable 
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treatment model. Patients underscored the need for the CC to be trained in patient engagement 

and stigma reduction; provide assistance with socioeconomic barriers to care, prescription 

management, and relapse triggers; and follow a tapered frequency for visits. Patients felt 

supported by the CC, agreed it was helpful to have the CC address both mental health and 

substance use problems, emphasized the need for the CC to have a flexible approach based on 

the patient’s level of readiness, and expressed that telehealth was an acceptable modality for the 

intervention. These findings are consistent with existing collaborative care studies focused on 

mental health disorders where patients and healthcare providers have emphasized the value of 

specialized attention from the care team, as well as increased accessibility and decreased stigma 

to mental health care for patients.47,48 Our results extend the existing literature by examining 

patient perspectives on collaborative care for co-occurring disorders and by documenting how 

our CPPR approach facilitated patient feedback between patients and health systems during 

intervention implementation and delivery.  

     These interview findings also provide important insights because they demonstrate the 

feasibility and utility of incorporating patient perspectives into the development of treatment 

models. Obtaining patient perspectives is a core element of patient-centered care, both in 

treatment and treatment development.43,44 The present study illustrates a straightforward 

approach for learning about patient experiences and engaging patients throughout the process of 

program design. The iterative design of this study is particularly important because it allowed 

patients to provide feedback to the research team as to whether their initial recommendations 

were adequately incorporated into the design of the intervention, and then for us to facilitate 

patient feedback to the CCs and clinic teams at our partnering health systems. Our clinical trial is 

currently underway and this work has fostered ongoing implementation and quality assurance 
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activities with our health systems to enhance the intervention’s feasibility and implementation. It 

is also worth noting that many of the needs patients articulated for co-occurring disorders 

treatment in primary care (e.g., help coordinating care, mutual respect and trust, focus on social 

determinants of health) match the values patients have articulated elsewhere as being necessary 

for primary care more broadly (e.g., personalizing the intervention to the patient’s readiness to 

change, increasing patient engagement by creating safe spaces with low stigma, emphasizing 

collaboration with patients; facilitating team-based care).45,49,50  

The consensus among participants that telephone-based care is as acceptable or even 

more acceptable than in-person visits is particularly relevant in the context of the COVID-19 

pandemic, during which the use of telemedicine increased for many healthcare services.67 For 

areas with limited healthcare resources, such as the regions of New Mexico where this study took 

place, the acceptability of telephone-based care suggests a strategy to partially address local staff 

shortages by allowing remote staff to provide care via telehealth.68,69 Despite the perceived 

acceptability of telephone-based care, it is important to note that accessibility of technology still 

serves as a barrier. Across the four months that interviews were conducted, multiple participants 

changed phone numbers or had periods without phone service (e.g., broken device, change in 

carriers). Maintaining virtual engagement with patients in this population or other under-

resourced populations may therefore require a greater expenditure of time and effort than is 

typical.  

Finally, it is worth noting that when asked about desired characteristics of a CC, 

participants focused on interpersonal skills, communication with other providers, and ability to 

assist with linkage to social services. Participants did not indicate a need for the CC to possess 

knowledge or skills that would be conferred by formal clinical training. This is significant 
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because many collaborative care models use registered nurses or other licensed providers as 

CCs,20 which may present an obstacle to implementing collaborative care in under-resourced or 

understaffed clinics. The needs articulated by patients in the present study suggest that this level 

of licensure may not always be needed when the CC is working in concert with other providers. 

Limitations 

The primary limitation of the present study is that the participants were already engaged 

in buprenorphine treatment and had a positive relationship with their provider. Patients who do 

not meet this profile (i.e., those who never successfully linked to care or did not have a 

longstanding relationship with their PCP) may have different treatment barriers or needs. 

Additionally, our sample had limited racial diversity. With a different sample, we may have 

received additional feedback about ways to make the intervention culturally relevant. Finally, we 

have not yet been able to evaluate the adaptations made to the intervention for effectiveness, but 

such evaluation is ongoing.40 

Future Directions 

Future studies should consider other ways to engage patients in the development of 

treatment models. For instance, Siriwardena and Gillam44 note that supplementing qualitative 

feedback with quantitative data can be an effective technique for understanding both the depth 

and breadth of patient feedback around program design.44 While the current study did not have 

the capacity to include a quantitative portion, it may be a useful approach for circumventing 

some of the limitations here (e.g., relying on provider referrals for recruitment, limited diversity 

in the sample). Examples of future quantitative studies may include asking patients to rate the 

usability, acceptability, and satisfaction of the intervention to guide future implementation.70 

Understanding these outcomes during the formative research phase and before a clinical trial 
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starts can help further optimize the quality of the intervention. In addition, as we experienced 

during the clinical trial, formative research can be used to prioritize foci for quality assurance 

and improvement activities once the clinical trial is underway. Assessing patient perceptions of 

the intervention during a clinical trial can also help offer context to challenges affecting the 

intervention’s implementation. Future studies may also stratify patient participants to incorporate 

more sample heterogeneity by treatment status, symptom severity, location/clinic type, social 

needs, insurance, and potentially other characteristics to increase sample generalizability. 

Ultimately, gaining input from community and health system partners early in the process and 

continuing to incorporate feedback throughout intervention implementation and delivery are 

critical for ensuring the interventions are responsive to the patients and those serving them. 
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Table 1. Participant Characteristics 

Participant Characteristics Interview 1: 
Recommendations 

(n = 11) 

Interview 2: Beta-Testing 
(n = 9) 

Age, m (SD) years 52.36 (9.46) 55.56 (9.90) 
Gender, n (%)   

Male 3 (27.27%) 3 (33.33%) 
Female 8 (72.73%) 6 (66.67%) 

Race/ethnicity, n (%) *   
Hispanic 6 (54.55%) 4 (44.44%) 
White 5 (45.45%) 5 (55.56%) 

* Participants provided an open-ended response to the question, “What is your race or 
ethnicity?” 
 

Note: SD = standard deviation. 
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Table 2. Interview 1 Themes 

Recommendation n Representative Quotes 
Ensure CC is trained 
in patient 
engagement  

10 My doctor is so great that I can’t wait to talk to him and hear his 
voice. We have almost like a friendship. A care manager should 
be (like that). (P8)  
(My doctors) relate, understand, and provide guidance when I 
have problems. My doctor tells me, “Do this or do that, and if 
anything happens, please call us”… That gives me a positive 
reinforcement that if I have a problem, my doctor will help me. 
(P11)  
My main problem with therapy is feeling like it’s okay to talk to 
somebody without feeling judged. Am I going to be able to walk 
out of this appointment and feel like it’s not going to be all over 
town or they’re going to tell somebody? Are they going to get it? 
Because there are people out there that aren’t going to get it. It’s 
the trust that’s the main thing. And being judged. (P1)  
It seemed like the people there, especially at AA, the people 
thought that if you took any medications you weren’t in true 
recovery. I didn’t like that. That’s the way they feel. At NA, I just 
never could feel like I was important enough to talk. (P2)  

Address 
socioeconomic 
barriers  
 

5 Suboxone can be very expensive. I pay 150 dollars a month, so it 
is cheaper to go with pain pills. (P6)  
I had to quit counseling because my insurance got cut off. (P6)  

Provide support for 
managing 
prescriptions 
 

7 I do worry when I’m running low on my Suboxone. My 
prescription has to go into [nearby town], and I worry they’re not 
going to have it at that point or I’m going to be running late with 
filling it. How am I going to deal with being late if they don’t 
have it ready in time? (P1) 

Taper frequency of 
CC visits over time 
or as needed 

6 Yeah I think that once a week would be ok for the first couple 
months if they’re showing progress…then go longer. (P2)  
Whenever we need them – maybe keep in touch every 2 weeks? 
(P5)  

Check-in with 
patients about 
possible relapse 
triggers 

7  People who do drugs, they are doing it for a reason, they want to 
get away from reality. The care manager should explore those 
underlying reasons and the root of the problems… Missing the 
high and craving is a thing, also the lifestyle, including 
friends. (P11)  
They should check on how are we’re doing emotionally; emotions 
have to do a lot with opioid use. Also, keeping patients busy is 
important. [You] want to know that someone genuinely cares 
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Recommendation n Representative Quotes 
about you, and sometimes strangers can do a better job than 
family members. (P7)  

 

Note: CC = care coordinator; P = patient. 
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Table 3. Interview 2 Themes 

Theme n Representative Quotes 
Session made 
participants feel 
supported 

8  It was very helpful knowing there are people out there who want 
to help me. (P6) 
I highly recommend this program for anybody. It makes us feel 
good because you guys are concerned. No matter what the 
questions are and no matter what we tell you, you tell us it’s 
confidential. But still it makes me feel good that you care. (P10) 
It sounds like what you’re doing with the sessions now is doing 
good... I don’t know for sure how others would feel, but it made 
me feel good. It boosted my confidence level. (P11)  

Beneficial to 
address mental 
health and OUD 
together 

7  Mental health is the reason I started using. (After a death in my 
family) I did not want to feel… So everybody’s journey to the 
drug is different and everybody’s journey after the drug is 
different (P7).  
When I was in treatment (for OUD), it seemed like there wasn’t 
one person in there that wasn’t depressed or had PTSD. I think 
it’s all together. I think people that have an addiction problem 
have mental problems too. (P2)  
I think pain pills got me more depressed. (P8)  

Conducting 
session by 
telephone was 
acceptable  

9  It was fine (doing the session over the phone). It would actually 
be easier. Especially with addicts, you don’t have to walk into a 
place. There is some comfort in that. (P7)  
You’re not actually getting seen, but you’ll still feel like you’re 
able to talk... They aren’t seeing you, so they are not judging 
you. But you’re still getting help. (P1) 

Flexible CC 
approach based 
on patient 
readiness 

9  It all comes down to, are they forced to go to treatment or is it 
something they want to do themselves? That’s a big difference 
right there. If somebody's making you do something, you're not 
going to want to do it. But if you’re sick and tired of the 
situation and you want help, there's a different motivational 
factor. (P4)  
I think [people at] different stages [of treatment] are more 
accepting… If they’re just starting out – I would be very wary of 
people. I don’t know who to trust. I don’t know if they’re going 
to run off and tell the cops on me about what I’ve done. People 
aren’t trusting at first. At least I wasn’t. (P2) 

Asking for help is a huge step. And ask (the patient) more than 
once. Don’t give up on them. Go back and talk to them a week 



 

 
Patient perspectives adapting collaborative care   34 
 

PROGRESS IN COMMUNITY HEALTH PARTNERSHIPS: RESEARCH, EDUCATION, AND 
ACTION (PCHP).  FORTHCOMING.  ALL RIGHTS RESERVED.         

Theme n Representative Quotes 
later or the next time they have their appointment. That next 
time they might need you. (P7)  

 

Note: CC = care coordinator; OUD = opioid use disorder; P = patient; PTSD = posttraumatic 

stress disorder. 

 

 

 


