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Abstract

Standardized client feedback surveys encourage a culture of continuous quality improve-
ment, allow for comparison of results over time and across similar types of service pro-
viders, and encourage use of evidence-based practices. Recognizing the importance of
family and other caregivers in supporting people accessing services for mental health and
substance use challenges, a standardized perception-of-care tool (the Ontario Perception
of Care Tool for Mental Health and Addictions, OPOC-MHA) was adapted to collect
feedback specific to the caregiver experience with these services. A collaborative process
engaged a broad range of mental health and/or addiction providers, family advisory net-
works, and family members and caregivers to identify themes, specific items, and imple-
mentation approaches. The final version of the tool evolved through an iterative process of
pilot testing and stakeholder feedback. Family member and caregiver perceptions of care
will identify service areas in need of improvement, contribute to quality improvement ini-
tiatives, and facilitate the comparison of findings over time.

Keywords Perception of care - Family and caregiver support - Satisfaction with services -
Mental health - Addiction - Substance use

In the health care sector, the measurement of patient satisfaction has a long and storied
history (Siegrist, 2013) and now plays a prominent role in performance measurement and
quality improvement through its unique ability to incorporate the consumer perspective on
both service delivery processes and outcomes. This long-standing interest similarly applies
for mental health (Campbell, 1998; Druss et al., 1999) and substance use services (McLel-
lan and Hunkeler, 1998; McLellan et al., 2007), that is, the behavioral health sector more
broadly. Research in this sector has focused on theoretical and conceptual contributions
(Williams and Wilkinson, 1995), tool development and validation (e.g., Ruggeri, 2010),
and the fit with other domains of process and outcome measurement and quality improve-
ment (e.g., Smith et al., 1997; Rush et al., 2014; Carlson and Gabriel, 2001) .
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A shift in language occurred over this research trajectory, which involved a movement
away from measuring patient or client satisfaction to measuring perception of care. This
shift is intended to reflect a move from measuring the reaction to the services received
(Graham et al., 1993), from which quality standards are often difficult to interpret, to ask
more directly about the care experience in relation to what is expected as standard practice
(Einsen, 2010). The nuance is subtle but important, since the range of responses based on
a perception of care approach is likely to be wider given respondents may be more willing
to report infrequent exposure to, or use of, a practice than express dissatisfaction with this
aspect of their care per se. The shift in focus is also consistent with a broader recovery-
oriented approach to system design and evaluation that values the perspectives of people
with lived and living experience and inclusion in measuring the outcomes of the services
they receive (Rose et al., 2011).

The extant body of work on patient and client satisfaction over many decades has
focused on the experience of the individual accessing care. Much less attention was given
to the experience of family members and other loved ones who are, to say the least, key
stakeholders and active participants in the individual’s treatment and support journey
(World Health Organization, 2001). In Canada, as in many countries, the importance of
family and other caregivers’ participation in the mental health treatment and support of
their loved ones is highlighted as a key principle and priority for system reform (e.g., Min-
istry of Health & Long-Term Care, 2020). This emphasis on the role of the family and
other loved ones builds upon a wealth of research evidence about the important role they
play in encouraging help-seeking (Urbanoski et al., 2017) and contributing to positive out-
comes (Fujino & Okamura, 2009; Innes et al., 2011; Visio et al., 2019) . Other studies
have noted that measuring family and caregiver satisfaction with their loved one’s treat-
ment and support may be helpful in improving services (Dourado et al., 2018; Jiang et al.,
2019; Resende et al., 2019) . Studies by Gigantesco et al. (2002) and Perreault et al. (2012)
show the importance of understanding the collaborative role of family caregivers and how
to integrate them into treatment, support planning, and service delivery. The collaboration
of families can also strengthen advocacy for the rights of people with mental health chal-
lenges, encourage adherence to treatment and support recommendations, contribute to the
better management of overload experienced by family caregivers, and improve the relation-
ship between family caregivers and patients (McPherson et al., 2017; Ruggeri, 2010).

Despite these advantages, many challenges exist in involving caregivers in the assess-
ment, planning, and provision of services and supports for the person directly experienc-
ing mental health and/or substance use challenges, with confidentiality being one of the
more often cited barriers (Hodgson et al., 2013; Wynaden and Orb, 2005). This highlights
the importance of gathering caregiver perspectives to support performance measurement
and quality improvement initiatives in addition to the perspectives of clients and patients.
Although the experiences of family caregivers and the direct service recipients may differ,
they provide complementary perspectives (Garland et al., 2007; Resende et al., 2019). As
shown by Garland et al. (2007), when comparing feedback from parents and youth about
their experience with a community mental health service, the correlation between youth
and parent satisfaction was low. Though youth and parent satisfaction were only margin-
ally related, it is noteworthy that youth race/ethnicity and treatment expectations were pre-
dictive of satisfaction among youth, while caregiver strain was predictive of parent sat-
isfaction. As particular predictors of satisfaction were associated with youth or parents,
there may be a marked benefit to evaluating service satisfaction differently among these
two groups. Similarly, Resende et al. (2019) compared satisfaction across service partici-
pants, family members and staff, and found that “feeling supported by the professionals
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who provide care to the patient” (p. 5) and “receiving information regarding the patient’s
psychiatric disorder” (p. 5) stood out as being particularly important to family members. In
an inpatient mental health setting, other important factors have been identified, including
treatment cost, the amount of direct service received per day, and staffing-related factors,
such as perceived adequacy of staff training and bed ratios per patient population (Jiang
et al., 2019). Moreover, Missouridou et al. (2021) found that the therapeutic relationship
between provider, caregiver, and service recipient is important for treatment efficacy, but
providers often feel underprepared to engage families in the treatment process, which may
limit the contribution families are able to provide during their loved one’s treatment. Going
beyond the traditional inpatient and community-based services, Orlando et al. (2019) con-
ducted a systematic review of patient and caregiver satisfaction with telehealth videocon-
ferences for those living in rural and remote areas. They reported differential factors asso-
ciated with satisfaction and that, as with other modes of service delivery, the perspectives
of caregivers were unique in many respects, especially for those supporting older adults
and youth (Orlando et al., 2019). These findings are particularly important given the con-
temporary impact of COVID-19 on mental health and substance use service delivery and
the call for more distance-based and virtual modes of service provision (Vigo et al., 2020).

Recognizing the importance of involving patients and clients in improvement processes
for mental health and addictions services, the Ontario Perception of Care Tool for Men-
tal Health and Addictions (OPOC-MHA) was developed, pilot tested, and validated by a
research and development team at the Centre for Addiction and Mental Health (CAMH)
in Ontario, Canada between 2011 and 2014 (Rush et al., 2014). Key aspects of the new
measure were its intended use across both mental health and substance use services, its
applicability for both hospital- and community-based organizations, and its focus on meas-
uring perceptions of service delivery that are tangibly amenable to quality improvement
and evaluation at the service, organization, or system level. As of June 2020, the OPOC-
MHA is implemented in over 230 publicly funded mental health, addiction, and concurrent
disorder programs across Ontario, Canada. The aim for a common, standardized measure
across this large and diverse service delivery sector was driven by the expressed need for
comparative data across like programs, something lacking in the field based on the plethora
of tools available at the time in the published or grey literature (Rush et al., 2014).

During the design and validation process of the OPOC-MHA, a version was developed
for family and caregivers who themselves were formally enrolled as service recipients in
the respective end-user organization. As the new tools were implemented, the need was
often expressed for a version designed specifically for family members and other caregivers
who are actively engaged in the recovery journey of their loved ones, irrespective of their
own formal status as a service recipient. A formal expression of interest for this new ver-
sion came from the Chair of an advisory network supporting family caregivers who, at the
time, was participating on a Provincial Mental Health and Addictions Advisory Council to
advise the Ontario government on its new strategic priorities and planning (Ontario’s Men-
tal Health & Addictions Leadership Advisory Council, 2017).

In response to the expressed need for caregiver input on their loved one’s services, the
evidence in support of family and caregiver involvement, and the need to minimize barriers
to their involvement, a team was re-assembled within the Provincial System Support Pro-
gram (PSSP) at CAMH to develop a new version of the OPOC-MHA in collaboration with
the Ontario Family Caregivers’ Advisory Network (OFCAN). As with the original version
of the OPOC-MHA, the decision to develop a caregiver adaptation of the tool was also
motivated by the need for a common, scientifically sound instrument that would contrib-
ute concretely to quality improvement and sharing of best practices at multiple levels and
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advance the commitments made to families and other caregivers in government strategic
plans in Ontario and more broadly.

The purpose of this paper is to provide a description of the comprehensive tool devel-
opment and implementation processes for the OPOC-MHA for Caregivers. The follow-
ing stages of this initiative are outlined: development of the first draft, consultations with
stakeholders and end-users, pilot testing, final tool design and development, and implemen-
tation plans and processes.

Tool Development Process
Development of First Draft

The initial draft of the instrument built on the extensive foundational development work of
the original OPOC-MHA for Registered Clients (Rush et al., 2014). For example, the team
aimed, where appropriate, for comparability between versions in key constructs, terms, and
even selected items from the original OPOC-MHA. In addition, based on the success of the
main version, the goal was to develop a multi-dimensional tool with defined sub-domains
of the program experience that still balances completion time and potential respondent bur-
den. This would eventually distinguish the new tool from short, five to 10 item, locally
developed tools created in-house at other mental health and addiction organizations that
may not generalize to other settings or circumstances (Jiang et al., 2019) and be more in
line with the multi-dimensional Brazilian Mental Health Services Family Satisfaction
Scale (Bandeira et al., 2002, 2011). The team also aimed for a tool applicable across both
mental health and substance use services.

In June 2017, members of the project team met with OFCAN to discuss the feasibility
of a new tool that would speak to the priorities of families and caregivers and allow them
to provide input into the treatment and support their loved one was receiving. Together
they committed to developing a tool that would standardize family and caregiver feedback
across the mental health and addiction system in Ontario. The project team began by gath-
ering a sampling of family caregiver feedback surveys currently in use in mental health
and addiction programs within Ontario, many represented on OFCAN. These surveys were
cross-referenced with one another, and with the registered version of the OPOC-MHA, and
common themes were used to identify domains within a new tool—the OPOC-MHA for
Caregivers. Through iterative discussions, the following sub-domains emerged for the first
draft:

Caregiver involvement and engagement
Caregiver education and support
Caregiver personal support
Environment

Perception of loved one’s care

Overall experience

Individual questions within these domains were identified based on the sample of fam-
ily caregiver feedback surveys and the OPOC-MHA, with special attention given to (1) the
focus and wording of the item to specifically reflect perception of care as opposed to client
satisfaction, (2) the usefulness of the responses for quality improvement initiatives, (3) the
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applicability across multiple treatment contexts within the mental health and addiction sec-
tor, and (4) comparability, where appropriate, to the OPOC-MHA.

A total of 38 items emerged from this process, exclusive of demographic items used
to categorize and compare responses of sub-groups of family and other caregivers. Selec-
tion of the demographic items was deferred to a later stage in the process given the need
identified early in the design process for as close a crosswalk with those used in the OPOC-
MHA, for comparative purposes.

Stakeholder Consultation

Three focus group sessions and four key informant interviews were conducted with
stakeholders in the Ontario mental health and addiction sector. The focus group sessions
included one with hospital-based service providers (n=35 organizations), one with commu-
nity-based service providers (n =4 organizations), and one with OFCAN. Participants from
the focus group sessions and key informant interviews provided reflections on the applica-
bility and relevance of questions within each domain of the tool, as well as readability of
questions and considerations for implementation of the tool. Based on feedback received
during the consultation process, adjustments were made to language within the survey to
better reflect the perspective of the family member or caregiver. For example, language
around education and support was changed to reflect the experiences of caregivers, and
descriptions of each domain were added to the next tool version. Consultations also con-
firmed the importance of including questions that spoke to the process of obtaining consent
for caregivers to be involved in the client’s care.

Pilot Testing

A 3-month pilot occurred between June and September 2018, to gather further feedback
and learn about early implementation successes and challenges with the new tool in a
diverse range of publicly funded mental health and addiction agencies in Ontario. Specific
feedback was collected from both caregivers and service providers on the survey questions
themselves, as well as the kind of support service providers might require for wide-scale
implementation. Feedback from the pilot informed final changes to the tool and assisted
the implementation team in developing an implementation strategy specific to the OPOC-
MHA for Caregivers.

A group of geographically diverse agencies offering a wide range of services partici-
pated as pilot test sites. An OPOC-MHA lead was identified at each site to liaise with
the project team throughout the pilot. Site leads were asked to identify the programs
at their organization that were interested and appropriate for participation in the pilot
and to recruit a total of 20 to 30 caregivers, supporters, or family members of clients
at their organization, specifically those caregivers who were not formally enrolled as
service recipients themselves. Participating sites were asked to have the survey com-
pleted over a 4- to 6-week period. At the end of the pilot testing phase, leads were also
asked to share their experiences with the tool, including as it related to language/read-
ability, experience of caregivers, and staff experiences supporting implementation and
facilitation of the survey. A short 10-item feedback questionnaire was also administered
directly to participating caregivers immediately following their completion of the tool.
The questionnaire asked respondents to rate the extent to which questions were clearly
worded, easy to understand, and how much the items reflected their experience with the
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service in question. Although all pilot site organizations had prior experience imple-
menting the standard OPOC-MHA for Registered Clients, site leads also attended a vir-
tual introductory session about the tool and the pilot testing process. They were also
informed of support, available throughout the pilot, from an implementation specialist
from PSSP at CAMH. The implementation specialist worked with pilot site leads to cre-
ate an implementation action plan for the caregiver version that complemented, to the
extent possible, their implementation approach for the existing OPOC-MHA. Pilot site
leads were informed that their own anonymized program-level data would be summa-
rized and returned to them at the end of the pilot phase.

Twelve separate programs across seven agencies agreed to participate in the pilot.
At the conclusion of the pilot, nine programs across five agencies submitted completed
surveys. Two community-based mental health agencies did not submit completed data;
however, one of these agencies participated in the debrief interview at the conclusion of
the pilot to discuss potential barriers to implementation or feedback on the survey. As
shown in Table 1, the sites represented a cross-section of mental health and addiction
agencies in Ontario, including a diversity of program types (hospital, community-based,
crisis, supportive housing) and clientele (youth, family, senior populations, inpatient/
outpatient).

Data collection occurred over a 6-week period in June/July 2018. The timing and pro-
cess of tool administration varied by agency, such as offering the survey at program com-
pletion, contacting caregivers via email retrospectively, and conducting a blitz in which
caregivers of all clients seen over the 6-week pilot period were offered a survey. The blitz
approach allowed agencies to engage participants at different stages of their program or
service involvement. One pilot site scheduled time during the last session of a family mem-
ber and caregiver group program to offer caregivers an opportunity to complete the ques-
tionnaire on site. Depending on agency capacity, agencies had the option to offer a paper
version of the questionnaire or through a web-based platform (www.surveymonkey.com).
Some pilot sites offered both options to participants. Surveys completed via paper copies
were entered by agency staff into the Survey Monkey platform at the end of the pilot. Sur-
vey respondents were not offered an incentive for participation.

Table 1 Overview of pilot sites and programs

Pilot site  Overall organizational focus Program(s) Number of completed
OPOC-MHA for Caregivers
surveys

Site 1 Hospital-based mental health Inpatient 21

Outpatient

Site 2 Community-based supportive No separate sub-programs 6

housing

Site 3 Hospital-based mental health Geriatric Dementia Unit; Dual 13

Diagnosis Unit; Geriatric
Transitional Unit

Site 4 Community-based crisis Crisis services 5

services

Site 5 Community-based addiction Youth Programs 39

agency for youth and family

Adult Programs
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Pilot Site Lead Debrief Interviews

Upon completion of the pilot testing phase, pilot site leads were asked to participate in
a 30-min telephone-based interview to share their experience with the questionnaire and
their on-site implementation process. Five pilot sites participated in the phone interview,
while one pilot site provided written feedback. Debrief interviews occurred over the
2 months following pilot testing. Some site leads involved additional staff in the calls to
provide information on staff perspective. Following a semi-structured interview guide, par-
ticipants were asked questions on the tool itself (e.g., language and readability, length, fit
of the questionnaire for their caregiver population) and the implementation process (e.g.,
how their implementation approach for the caregiver version differed from their use of the
OPOC-MHA for Registered Clients, how they introduced and facilitated the surveying pro-
cess, what worked well with their approach). Sites were also asked about the factors that
facilitated or impeded participation rate among caregivers.

As demonstrated in Table 2, the debrief interviews with pilot sites revealed a number
of strengths and challenges with the OPOC-MHA for Caregivers. One weakness that was
mentioned in the debrief interviews, as well as the stakeholder consults, was the use of the
term “loved one.” Tool developers considered multiple terms to replace “loved one,” but
consensus was not reached on a new term that may more accurately and broadly capture
the caregiver-client relationship. Instead, organizations that use this version of the OPOC-
MHA will need to be prepared to answer any questions caregivers may have on the use of
the term “loved one.” Multiple sites commented on the inapplicability of several items.
However, review of pilot data with one site during the debrief interview revealed that the
OPOC-MHA for Caregivers was administered in a program that was ineligible for the sur-
vey, as survey respondents were involved in family member programming with the organi-
zation. This also resulted in the selection of a high number of “Not Applicable” response
options; however, once these responses were removed from the data, there were markedly
fewer “Not Applicable” response options selected. This suggests that when implemented
with the correct population, the questions were highly applicable to the experiences of car-
egivers completing the survey. This feedback was useful in determining that implemen-
tation strategies need to be improved to facilitate implementation of the tool across the
province.

Pilot Results

A total of 84 participants responded to the OPOC-MHA for Caregivers questionnaire
across the five pilot agencies. See Table 3 for respondent demographic information. The
pilot agencies employed a variety of strategies when administering OPOC-MHA for Car-
egivers questionnaire, such as on paper or electronically via Survey Monkey. Of these 84
responses, 57 participants responded to the 10-item feedback survey about the OPOC-
MHA for Caregivers tool. Data from the feedback survey were analyzed using Micro-
soft Excel. For qualitative data, an open-coding technique was used by study authors to
identify either (1) areas of strength or (2) areas of improvement for the OPOC-MHA for
Caregivers. The following results include quantitative and qualitative feedback on the sur-
vey. When asked to indicate the extent to which they agreed or disagreed that important
areas of their experience as a caregiver were covered in the survey, 11 (22.5%) strongly
agreed, 31 (63.3%) agreed, five (10.2%) disagreed, and two (4.1%) strongly disagreed.
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Table 3 Respondent

Number of participants (N =84
demographic characteristics umber of participants ( )

n (%)
Age
18-25 years 2 (2.7%)
26-34 years 4 (5.4%)
35-44 years 3(4.1%)
45-54 years 21 (28.4%)
55-64 years 29 (39.2%)
65 + years 15 (20.3%)
Gender
Female 60 (80.0%)
Male 15 (20.0%)
Race/ethnicity
White 63 (85.1)
First Nations, Inuit, Metis 3 (4.1%)
Asian 4 (5.4%)
Black 2 (2.7%)
Middle Eastern 0(0.0%)
Latin American 0 (0.0%)
Multiple or Mixed 2 (2.7%)
Relationship to patient/client
Parent 44 (57.9%)
Spouse/partner/significant other 12 (15.8%)
Service provider/peer helper 1(1.3%)
Sibling 7 (9.2%)
Child 7 (9.2%)
Extended family 1(1.3%)
Friend 0 (0.0%)
Other 4(2.3%)

Written feedback on items that were missing from the survey included responses such as
two responses indicating that adding an “I Don’t Know” option would be valuable (e.g.,
“Could have had a category: Not Sure”) for situations in which the caregiver is not pre-
sent or his or her loved one’s treatment details were kept confidential. Three respondents
reported a need to assess difficulties finding the correct treatment type (e.g., “The most
difficult aspect is finding the right treatment”; “I did not know where to get help for my son
for almost a year”).

According to respondents, 47 (94.0%) agreed or strongly agreed that the questions in
the survey were easy to understand and clearly worded. When asked about which questions
respondents found confusing, two indicated that they would have liked explanations for
sexual orientation in the demographic section. Another wrote that “the questions were not
confusing, but when I chose disagree, I would have liked the opportunity to give an expla-
nation.” Among respondents who had questions about the survey, all received answers or
clarification from agency staff facilitating the process. When asked about survey adminis-
tration, 18 (45.0%) participants responded that they would prefer to complete the survey
online, while 22 (55.0%) indicated that they would prefer to complete the survey on paper.
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The primary theme that emerged from the qualitative responses from the feedback sur-
vey identified concerns with being unaware of or not involved in their loved one’s experi-
ence with the service, and, therefore, many of the items seemed not to apply to their situ-
ation, furthering the need for an “I Don’t Know” response option for many survey items.
Similar to feedback from the pilot site debrief interviews, many respondents stated that
multiple questions were not applicable to them as their loved one was not in treatment at
the agency at which they were completing the survey, indicating a need to improve the
selection process for programs that are appropriate for this tool prior to implementation.

Final Tool Revisions

Based on results from the pilot testing and themes from the feedback survey, the tool
underwent a final set of revisions. One significant revision to the questionnaire came from
caregiver and agency staff feedback regarding items that may apply to the caregiver’s
situation, but which cannot be rated if the caregiver is not involved or is otherwise una-
ware of that aspect of their loved one’s services (e.g., “You need to add “I don’t know”
as an option”). An “I Don’t Know” response option was added for items that the respond-
ent might presumably not know. These items were reorganized into a new domain named
“Perceptions of My Loved One’s Care.” Additionally, an “I Don’t Know” response cat-
egory was added to the residential/inpatient domain as it may be possible that caregivers
are uncertain of their loved one’s experience with inpatient/residential treatment services,
particularly if they are not present for these aspects of service. All items contain a “Not
Applicable” option, and the project team determined that distinguishing between “I Don’t
Know” and “Not Applicable” may provide valuable information about caregiver involve-
ment that could be used for quality improvement purposes.

In response to feedback during debrief interviews indicating that the tool was admin-
istered to ineligible respondents at one site (e.g., “The survey did not really apply to me
because my loved one did not receive treatment here”’; “The majority of this survey does
not apply to caregivers with loved ones who are not receiving treatment”; “Loved one did
not attend this facility”), additional analyses were undertaken to examine the survey results
of that program specifically. Since the program offering surveys to ineligible participants
completed a high number of surveys, the number of “Not Applicable” responses were
highly skewed and then significantly decreased when viewing the data only for eligible
respondents. As such, the OPOC-MHA development team made the decision to keep all
items despite feedback regarding the inapplicability of some items. See Fig. 1 for a sam-
ple item based on all eligible respondents. Finally, in response to pilot site and caregiver
feedback, a large portion of the demographic questions were changed for the final version
of the OPOC-MHA for Caregivers. The updated demographic questions align with other
OPOC-MHA versions and were adapted from the We ask because we care: The Tri-Hospi-
tal+ TPH health equity data collection research project (Wray et al., 2013), which aimed
to develop a consistent, evidence-based approach to collecting socio-demographic informa-
tion for individuals receiving health care services. The questionnaire still contains demo-
graphic items about the caregiver and their loved one.

As there may be variation in mental health and addiction service needs and outcomes
according to social and demographic indicators such as gender, age, racialized status, and
sexual orientation, the demographic items aim to assess potential inequities in access, qual-
ity, and satisfaction of services received by the caregivers themselves or by their loved
ones. Therefore, data from the OPOC-MHA for Caregivers can be used to inform and
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address barriers specific to population groups, to identify quality improvement interven-
tions, and to monitor improvements over time.

Final Version

The final version of the tool contains 41 items, with six items specific to inpatient or resi-
dential programming, and a total of 16 demographic items pertaining to both the caregiver
completing the survey and the loved one receiving services. The items are categorized into
seven quality domains, including caregiver involvement and engagement, caregiver educa-
tion and support, caregiver personal support, environment, perception of my loved one’s
care, overall experience, and residential/inpatient.

OPOC-MHA for Caregivers Implementation
Development of Implementation Material

With funding from and as directed by the Ontario Ministry of the Health and Long-Term
Care, the Provincial System Support Program at CAMH provides OPOC-MHA implemen-
tation support to mental health and addiction agencies across Ontario. Several resources
were developed to aid wide-scale implementation of this new member of the OPOC-MHA
“family”—the OPOC-MHA for Caregivers. Specifically, the OPOC-MHA Implementation
Guide was adapted to include guidance for the caregiver version, incorporating feedback
from pilot sites about their implementation approach and factors that facilitated survey
administration. Additional feedback was obtained through a specific consultation session
with OFCAN members, who were collaborating partners on the project. Some differences
between agencies’ experience with the OPOC-MHA for Registered Clients and the OPOC-
MHA for Caregivers were noted; however, multiple agencies stated that their implementa-
tion approach between the two surveys was similar. As such, material relevant to the imple-
mentation of the OPOC-MHA for Registered Clients is also anticipated to benefit agencies
interested in implementing the questionnaire with their caregiver populations.

In the pilot site debrief interviews, site leads were asked about training needs for staff
or volunteers with respect to facilitation of this new survey. Many agencies stated that staff
and volunteers involved in the pilot testing felt comfortable administering the survey to
respondents after reviewing the questionnaire and information letter to caregivers and hav-
ing team-based discussions with site leads about the implementation process. However,
one pilot site lead noted that staff buy-in increased substantially when leadership encour-
aged survey distribution, signaling the importance of top-down support. In terms of the
use of agency staff to administer the OPOC-MHA for Caregivers to respondents, pilot site
leads as well as OFCAN members noted the value of utilizing family peer support workers,
family navigators, or family resource center staff, when possible.

Consultation with OFCAN members regarding implementation also identified the issue
of consent and its impact on surveying a representative sample of caregivers. Members
noted that some organizations require the consent of the client to approach his or her family
members or caregivers. However, as this survey is about the caregiver’s perception of their
loved one’s care, they suggested strongly that consent of the loved one was not necessary to
complete the survey.
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Finally, information on the caregiver version was added to the recorded OPOC-MHA
Orientation Webinar that is viewed by all staff involved in OPOC-MHA implementation at
their agencies.

Integration of Questionnaire into OPOC-MHA Database

The Drug and Alcohol Treatment Information System (DATIS) at CAMH provides techni-
cal support services and data collection software for community mental health and addic-
tion organizations across Ontario. DATIS developed the web-based version of the stand-
ard OPOC-MHA that is hosted and deployed through the DATIS infrastructure at CAMH.
The web-based version of the OPOC-MHA for Caregivers survey was integrated into the
existing web platform developed by DATIS. Similar to the database administration pro-
cess for the standard OPOC-MHA for Registered Clients, all data submitted to the OPOC-
MHA database for the caregiver version is owned by the agencies but stored by CAMH. As
such, CAMH maintains OPOC-MHA for Caregivers data in a separate and secure database
within DATIS specific to the OPOC-MHA with the appropriate level of protection to safe-
guard data confidentiality.

Within the OPOC-MHA database, each in-scope organization and program is coded in a
way that can facilitate quality improvement initiatives at the program, organization, or sys-
tem level. An OPOC-MHA administrator from each agency is able to generate new OPOC-
MHA for Caregivers questionnaires, which contain a unique key that links the survey to
the appropriate program in the database. The survey key allows respondents to access the
website and respond electronically or, if completed on paper, allows agency staff to enter
survey results on the OPOC-MHA website through the data entry function. Survey keys
are not connected to personal health information, and individual respondents cannot be
identified by the survey key in the results. Additionally, the use of survey keys allows agen-
cies to monitor response rates.

The DATIS team developed automated and standardized reports for the OPOC-MHA
for Caregivers data. The standardized reports are available from the OPOC-MHA Report-
ing Portal and accessible to each agency. Agencies also have access to their own raw data,
including the open-ended comments following each quality domain. Reports can be filtered
in several ways, such as by program, date, and socio-demographic characteristics. Aggre-
gated reports that allow programs to compare their results from collated data from like
services across Ontario are also available. Additionally, Ontario’s Ministry of Health and
Long-Term Care and its related entities (e.g., Ontario Health regions) have access to all
quantitative data on a quarterly basis. The variety of OPOC-MHA for Caregivers reports
available provides a unique opportunity for organizations to gather action-oriented, compa-
rable information to inform quality improvement initiatives at the program, organizational,
regional, and provincial level.

OPOC-MHA for Caregivers Implementation Support

Each agency in scope for OPOC-MHA implementation support (e.g., any publicly funded
mental health or addiction agency in Ontario) works directly with an implementation spe-
cialist at PSSP at CAMH as part of the OPOC-MHA team’s approach to support imple-
mentation of the family of tools and ensure that providers’ experiential learning is shared
provincially. The OPOC-MHA for Caregivers development team provided regular updates
to the implementation specialists regarding the caregiver version customization process
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and worked closely with them to integrate the new version into the support they provide
to agencies. This support includes working with agencies to develop an implementation
action plan that takes into account the agencies’ caregiver populations while honoring the
administration essentials of the tool, such as ensuring completion of the survey is voluntary
and providing survey facilitation as needed. Implementation specialists also ensure that
each agency’s programs are organized appropriately for reporting purposes, access to the
central database has been arranged, and reports can be pulled and filtered. If agencies are
interested, support is provided to review and make improvements to their implementation
and administration processes.

Discussion

The relationship between client experience and clinical and psychosocial outcomes has
been a long-standing interest of researchers and policy makers (Carlson and Gabriel, 2001;
Ministry of Health and Long-Term Care, 2020; Visio et al., 2019; Zhang et al., 2018). In
recent years, there has been a growing recognition of the importance of family and car-
egiver involvement in their loved one’s mental health treatment and recovery (Garland
et al., 2007; Jiang et al., 2019), although more research is needed to understand the extent
to which caregivers’ perception of care can influence both their loved one’s treatment
engagement and outcomes. In a study on the challenges of working collaboratively with
parents of youth who abuse drugs and alcohol by Misouridou & Papadatou (2017) , mental
health professionals were found to lack the skills necessary to engage meaningfully with
parents of youth in their care. More research devoted to implementation science within
this service sector is needed to understand the barriers to service and system improve-
ment, particularly how to train service providers to engage families during their loved one’s
treatment.

Moreover, many jurisdictions have identified that collaboration with families and car-
egivers is a key principle for mental health system reform and strategy development (Javed
& Herrman, 2017; Ministry of Health & Long-Term Care, 2020; Semrau et al., 2016).
Unfortunately, many mental health and substance use services are not well-equipped
to devote resources to service evaluation and continuous quality improvement. In 2020,
a commitment to engage caregivers in mental health and addiction system reform was
announced by the Ontario government; however, despite this commitment, there was no
standardized family member and caregiver satisfaction or perception of care tool being
widely used in Ontario to support service and system improvement. This paper outlines the
extensive development and validation process of the OPOC-MHA for Caregivers, a new
quality improvement tool that can capture family member and caregiver experience within
mental health and addiction services across Ontario. The resulting instrument responds
to a need expressed in many other jurisdictions and should be widely implemented with
due consideration for evaluation feedback and potential for adaptation for low- to middle-
income countries and specific cultural contexts.

With respect cultural and country-specific contexts, there are many aspects of the
OPOC-MHA for Caregivers that are universal including the importance of family and
caregiver support in the recovery process. That being said, there are a host of contex-
tual factors that may impact implementation of the tool and the responses provided, for
example, variation in the availability and accessibility of services, norms around con-
fidentiality of family members’ health information, sensitivity to individual and family
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cultural needs, and framing of demographic characteristics such as gender and sexual
orientation. Further, populations that have been traumatized and/or marginalized such
as migrant and refugee populations may find it difficult to offer even constructive criti-
cism of services received for fear of reprisal or loss of these services and supports.

Limitations

This work has several limitations, including the relatively small sample of pilot agen-
cies and limited racial and ethnic diversity of survey respondents. Although the OPOC-
MHA for Caregivers underwent a lengthy validation process in Ontario, Canada, these
factors may impact its generalizability to other settings.

Conclusions

Through extensive stakeholder involvement and collaboration with provincial mental
health and addiction providers, a family advisory network (OFCAN), and family mem-
bers and caregivers, the OPOC-MHA development team worked to ensure the new
tool’s identified themes, items, and implementation approaches met the diverse needs
of caregivers involved in mental health and addiction services in Ontario. As a result,
the final version of the OPOC-MHA for Caregivers has undergone an extensive process
of co-creation through community consultations and pilot testing across geographically
and service diverse settings with family member and caregiver respondents. The OPOC-
MHA for Caregivers provides organizations offering similar services an opportunity to
use a common tool to measure caregiver experience, which encourages a culture of con-
tinuous quality improvement, allows the comparison of results, and promotes the shar-
ing of best practices. Organizations can also use their results to inform quality improve-
ment initiatives within a program, an organization, or across the system.

Future work with the OPOC-MHA for Caregivers tool will focus on how the data
can be used to contribute to mental health and addiction system enhancement. Research
is also needed to establish the relationship between caregivers’ perception of care and
client-level outcomes of treatment and support. Additionally, in response to similar
feedback about a lack of appropriate quality improvement measurement tools, it is note-
worthy that a comparable process has since been undertaken to develop versions of the
OPOC-MHA for both supportive housing and crisis services.
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