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Abstract

As healthcare in Canada is provincially operated, the program innovations in one jurisdiction
may not be readily known in other jurisdictions. We examine the availability of implemen-
tation-specific data for 30 innovative Canadian programs designed to integrate health and
social services for patients with complex needs. Using publicly available data and key inform-
ant interviews, we were able to populate only ~50% of our data collection tool (on average).
Formal program evaluations were available for only ~30% of programs. Multiple barri-

ers exist to the compilation and verification of healthcare programs’ implementation data
across Canada, limiting cross-jurisdictional learning and making a comparison of programs

challenging,

Résumé

Etant donné que les soins de santé au Canada sont administrés par les provinces, les
innovations présentes dans une administration peuvent passer sous le radar des autres
administrations. Nous examinons la disponibilité des données concernant la mise en ceuvre
de 30 programmes canadiens novateurs congus pour intégrer les services de santé et les ser-
vices sociaux 4 l'intention des patients ayant des besoins complexes. A laide des données
publiquement accessibles et d'entrevues avec des informateurs clés, nous n‘avons pu remplir
quenviron 50 % de notre outil de collecte de données (en moyenne). Les évaluations offi-
cielles des programmes n'étaient disponibles que pour environ 30 % d'entre eux. Il existe de
nombreux obstacles 4 la compilation et 4 la vérification des données sur la mise en ceuvre des
programmes de soins de santé au Canada, ce qui limite l'apprentissage entre les administra-

tions et complique la comparaison entre les programmes.

Introduction
The 2001 First Ministers Health Accord launched an $800 million federal investment over five
years to renew primary healthcare in the provinces and territories (Health Canada 2006). One
of the five objectives was to facilitate the coordination and integration of primary healthcare
with services offered in other institutions and in the community (Health Canada 2007: 1).
This investment enabled the development and rollout of primary care—specific “integrated care”
programs. However, the Canadian healthcare “system” comprises a collection of separate provin-
cially run healthcare systems — meaning that the program innovations in one province are not
immediately known (or well understood) in another jurisdiction. This reality limits both the
scale-up and spread of innovative primary care models (Greenhalgh and Papoutsi 2019).
Among the initiatives to promote integrated health-related services in Canada, the
Canadian Primary Care Research Network (CPCRN) promoted cross-jurisdictional
research and knowledge exchange “to accelerate the pace of integrated care solutions” (CIHR
2022). Within this initiative, our pan-Canadian team (see p. 105) conducted a descriptive
policy and program analysis across the 10 Canadian provinces to generate information that

could support the scale-up and spread of innovative models of integrated primary healthcare
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between Canadian jurisdictions. We focused on two patient groups with complex care needs
who are managed in primary care and who require other medical, social and community-
based services to maintain functional health or mitigate its decline: children and youth
(0-25 years) with high functional health needs and community-dwelling older adults

(> 65 years) experiencing functional decline.

Two research teams identified publicly funded programs across all provinces that inte-
grate primary care with additional health and social services for children and youth and
for older adults. Our goal was to provide analytic insight into the conditions of success (or
failure) concerning the achievement of comprehensive integrated primary healthcare by col-
lecting and analyzing detailed program implementation data from exemplar programs for
both patient groups.

However, in the course of data collection and analysis, we encountered a challenge that
threatened the achievement of this objective: the lack of publicly available information on the
selected programs. This article presents the tools we developed for data collection (which we
view as contributions to knowledge) and describes how and why we were unable to apply our
data collection tools to satisfactorily address the original objectives due to the lack of publicly
available data. We then discuss why this incidental finding of the paucity of publicly avail-
able implementation information on exemplary programs is an issue and what might be done

about it.

Method

Our team of 46 researchers, clinicians, decision makers and patients across 10 Canadian prov-
inces was solicited to provide the names of exemplar publicly funded programs implemented
since the 2001 First Ministers Health Accord (Health Canada 2006) that were designed to
connect primary care to social services, public health and/or community supports for either
of the two populations of interest (children and youth; and older adults). Team members were
also asked to provide websites for the nominated programs and the names of one or more

key informants who could provide information about program implementation. After several
rounds, the team nominated 99 programs across 10 provinces. Co-investigators from our pan-
Canadian team then reviewed summaries of each of the nominated programs from their home
province, rating each program using the Innovative Practices Evaluation Framework (Health
Quality Ontario 2016). Thirty programs were selected (14 for children and youth and 16 for
older adults) whose brief description suggested: (1) novelty and innovativeness in the approach
to integration and (2) the potential for scalability. We selected at least two programs from

every province (i.e., one designed for children and youth and one designed for older adults).

Data collection tools
Parallel to the identification and selection of programs, a small working group (JH, ED, TS,
Shelley Doucet [SD], RU, NO) designed a data collection tool to gather program imple-

mentation data across all selected programs. This Program Implementation Data Collection
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Tool (see Appendix 3, available online at www.longwoods.com/content/27185) itemized
service-level implementation factors identified as particularly important to service integration
as per Suter et als (2009) “Ten Key Principles for Successful Health Systems Integration”
and Damschroder et als (2009) Consolidated Framework for Implementation Research.
Specifically, we aimed to gather program information in each of the following dimensions of
implementation and integration: (1) program overview and context, (2) history, (3) program
goals, (4) design, (5) governance structure, (6) patient focus, (7) information systems,

(8) trialability, (9) policy instruments, (10) financial management and (11) performance
management. Next, a Program Integration Rating Tool (see Appendix 4, available online at
www.longwoods.com/content/27184) was designed to rate the extent to which each element
of program implementation and integration was met as inspired by Hebert and Veil's (2004)
tool that assessed the degree of integration achieved by a model of integrated service delivery

for frail older people.

Data collection
Data were collected from September 2017 to May 2018, and the analysis was conducted
from May 2018 to February 2019. Research assistants drew on publicly available information
such as health system and government websites, as well as grey and published literature.
For both pragmatic and budgetary reasons, we allotted no more than 20 hours of research
assistant time to complete the Program Implementation Data Collection Tool (Appendix 3)
for each program and to engage a key informant for each program (i.e., an individual who
was closely involved with the design, implementation and/or evaluation of the program). Key
informants were interviewed by phone to validate and complete the Program Implementation
Data Collection Tool (Appendix 3). Narrative summaries of each program were written by
research assistants (ranging in length from five to eight pages) and were reviewed by a team
of three co-principal investigators (ED, SD, TS) for consistency and completion. Narrative
summaries were sent back to program key informants for validation and were then finalized.
Next, the Program Integration Rating Tool (Appendix 4) was applied to the narrative
summaries in order to assess the degree to which each program had been able to successfully
achieve integration. Two-to-three raters (i.e., project researchers) were assigned to
each program. Raters supplied their data back to the leads of each patient group team
who consolidated the data (Dionne et al. 2023; Stewart et al. 2023).

Analysis

The original intent was to conduct a comparative analysis across the selected programs —
synthesizing across the program integration ratings and the program implementation
data — and identify the dimensions of implementation and integration that appeared

to contribute most to program success (or failure). However, as data collection began, it

quickly became apparent that we did not have comparable information across programs due
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to limitations to the publicly available information we required to populate the Program
Implementation Data Collection Tool (Appendix 3). The paucity of publicly available pro-
gram data meant that it was no longer feasible to address our original objective of assessing
the degree of integration and implementation in a valid and comparable manner.

Instead, we chose to focus our analysis on the extent to which the Program
Implementation Data Collection Tool (Appendix 3) could be completed for each program
and on identifying the information that was most likely to be missing. We examined the
finalized program implementation data (and narrative summaries) for each program and
extracted data on four indicators of data availability and data quality: (1) whether or not we
were able to locate publicly available program evaluation findings (yes/no), (2) the percentage
of our tool we were able to complete within a time-limited (e.g., 20 hours) search of publicly
available information, (3) whether or not we were able to secure engagement of a suitable key
informant to review the tool (yes/no) and (4) the percentage of our tool that was completed

following participation of the key informant (if applicable).

Findings
The 30 programs are described in more detail in companion papers (Dionne et al. 2023;

Stewart et al. 2023), and the complete program narratives are available upon request.

Availability of program implementation data

Tables 1 and 2 list the selected programs for children and youth (n = 14) and older adults
(n = 16), respectively. These tables document the extent to which we were able to find
implementation-related data for each of the 30 programs. Across all 30 programs, complete-
ness of our data collection tool ranged from 0% to 78% after a maximum of 20 hours of
searching and summarizing publicly available information (mean = 35% for children and
youth; 27% for older adults). We were able to secure the participation of a key informant to
validate and add to this information for 11 of the 14 youth and children programs and

11 of the 16 older adults programs (73% overall). Where input from a key informant was
available, the completeness of our tool increased from an average of 20% to 61%.

At the time of our search, only 13 of 30 programs had robust evaluation findings that
were publicly available (often via journal publications). Several other programs had been
evaluated, but the findings were not publicly available or could not be shared cross-juris-
dictionally due to the evaluation findings being embargoed or “internal.” Not surprisingly,
the initial rate of tool completion was higher for those programs that had publicly available
evaluation findings (43% vs. 21%).

In terms of the 11 dimensions included in our Program Implementation Data Collection
Tool (Appendix 3), the three dimensions where we found the greatest amount of publicly
available information were (1) program overview and context, (2) history and (3) pro-
gram goals. This general program information was often publicly available; in addition,

key informants (where involved) were able to make significant contributions to correct or
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TABLE 1. Indicators of data availability and data quality for selected programs designed to provide
integrated care for children and youth

Percentage (%)
data template

Percentage (%)
data template

complete before Key complete after
key informant informant key informant
Province Program name involvement engagement involvement
British ON TRAC 38 Yes 49
Columbia
Alberta Primary care networks 38 Yes 89
Regional collaborative service 60 Yes 69
delivery
Saskatchewan | Cognitive Disability Strategy 45 Yes 68
Manitoba Specialized Services for 11 Yes 78
Children and Youth
United Referral and Intake 20 Yes 51
System
Ontario Family Health Teams 63 No 63
Good 2 Go Transition Programs | 18 No 30
Quebec Community Social Pediatric 62 No 62
Centres
Programme d’aide personnelle, | 91 No 91
familale et communautaire
New NaviCare Yes 82
Brunswick Integrated Service Delivery Yes 47
Nova Scotia SchoolsPlus 24 Yes 61
Prince Edward | Best Start 20 Yes 45
Island
Summary 14 programs Average: 35 11/14 Average: 63
(0-60) (30-91)

contextualize the information in these sections. However, as the tool items became more

nuanced, it became much less likely that information was publicly available or that key

informants could supply detail. The three dimensions with the least amount of publicly

available information (in decreasing order) were (10) financial management, (7) information

systems and (5) governance structure.

Discussion

In the current project, we found an overall paucity of implementation-specific data on pri-

mary healthcare programs designed to integrate care for patients with complex care needs.

Although it was feasible to document general program information (such as program over-

view, history and goals), more nuanced implementation factors (such as those related to

program financing, information systems and governance structure) were difficult to find

publicly. Indeed, large-scale repositories of program implementation data do not exist in

Canada (i.e., as compared to, say, administrative health data or clinical health data). Despite
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TABLE 2. Indicators of data availability and data quality for selected programs designed to provide
integrated care for community-dwelling older adults

Province

Program name

Percentage (%)
data template
complete before
key informant
involvement

Key
informant
engagement

Percentage (%)
data template
complete after
key informant
involvement

British Columbia | Kamloops Seniors Health and | 13 No 13
Wellness Centre
Alberta Seniors” Community Hub 18 Yes 22
Primary Health Care 11 Yes 69
Integrated Geriatric Services
Initiative
Saskatchewan Seniors House Calls Program | 13 Yes 100
Connecting to Care 22 Yes 89
(Hotspotting)
Manitoba My Health Teams: Financial 29 Yes 49
health promoters
Program of Integrated 7 Yes 31
Managed Care of the Elderly
Ontario Health Links 35 Yes 71
Community Hubs (Langs) 67 No 67
Quebec Réseau des services intégrés | 78 No 78
pour personnes agées en
perte d’autonomie cognitive
Québec Alzheimer Plan in 62 No 62
family medicine groups and
family medicine units
New Brunswick Rehabilitation and 47 No 47
Reablement with the Extra-
Mural Program
Nova Scotia Community Health Teams - Yes 47
Newfoundland Community Supports 11 Yes 27
and Labrador Program
Prince Edward Caring for Older Adults in - Yes 78
Island the Community and at Home
East Prince Seniors Initiative 13 Yes 67
Summary 16 programs Average: 27 (7-78) | 11/16 Average: 57
(13-100)

the strong desire from Canadian research funding organizations, policy makers and providers

to learn from one another and share lessons across provinces in the area of primary health-

care service delivery, capacity to enact inter-jurisdictional learning continues to be limited by

a paucity of data about program implementation (PHAC 2022).

Why is this a problem?

With the advancement of the field of implementation science, it has become more widely

understood that a nuanced understanding of program outcomes depends upon not only
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knowing the “what” (program design) but also knowing the “how” (program implementation)
(Damschroder et al. 2009). Transferable knowledge about how a program was implemented
is critical for program scale-up and spread (Bellg et al. 2004; Ginsburg et al. 2021); with-
out it, programs imported from one jurisdiction to another frequently fail (Greenhalgh and
Papoutsi 2019). Low availability of program implementation data has implications for both
intra-jurisdictional scalability and inter-jurisdictional replicability. Nuanced details about
implementation are critical for policy makers to consider when deciding whether to import

a program from another jurisdiction and, more specifically, in determining whether/how a
program might need to be adapted so as to achieve successful outcomes in their own local

context.

What can be done about this problem?

Primary care, as a sub-field of Canadian healthcare, is not immune to the root causes that
generally underlie limited healthcare data sharing in Canada. This includes outmoded, siloed
data collection systems that obstruct interoperability, privacy laws and policies that were
developed in a pre-digital records era, powerful disincentives for sharing data (e.g, risk aver-
sion) and a lack of accountability for the collection and analysis of standard data (PHAC
2022). What strategies might be pursued to make cross-jurisdictional learning about primary
healthcare policies and programs a reality? We discuss two general areas of reform that seem
relevant: the collection of data in primary care settings and the analysis and reporting of data
via service/program evaluations. We note that we are not the first to make recommendations

in these areas of reform and also that progress is indeed taking place in both areas.

DATA COLLECTION: DEVELOPMENT OF COMMON PRIMARY HEALTHCARE PROGRAM
INDICATORS/TOOLS

Record keeping and data collection in primary care are, historically speaking, notoriously
unstandardized processes (Bergman 2007). The lack of standardized performance meas-
urement in primary care is a well-recognized issue that is beginning to see more research
(Wong et al. 2019). At a national level, a recent update of Canadian Institute for Health
Information’s “Pan-Canadian Primary Healthcare EMR Minimum Data Set” for perfor-
mance measurement (CIHI 2022) defines a focused set of primary healthcare electronic
medical record data elements to guide the creation of a comparable set of primary health-
care performance data across Canada. Where imminent comparison of program/policy
research is concerned, we also submit, as a contribution, the Program Implementation Data
Collection Tool (Appendix 3) that we developed to collect program implementation data
across primary care programs, which may be of use to other research teams seeking to com-

pare primary care programs.

DATA ANALYSIS: INCREASING CAPACITY FOR EVALUATION IN PRIMARY CARE

We found program evaluation reports/publications to be a rich source of implementation
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data. Yet evaluation findings are only made publicly available at the discretion of the com-
missioning program/organization. In order to support innovation, provinces/territories need
to invest in evaluation and make the results public (Naylor et al. 2015). Understandably, the
primary mission of most healthcare providers is to care for patients as opposed to planning
and executing fulsome program evaluations. It is not uncommon, however, that program
evaluation is a condition of funding for auxiliary primary care programming. Beyond man-
dating program evaluation, little infrastructure exists to support primary care providers to
evaluate effectively. The call for increasing evaluation capacity in primary care is not a new
one (Bergman 2007). Suggested solutions centre on designated provider time for evaluation
and the development of evaluation resource toolkits designed especially for healthcare provid-
ers (Bergman 2007; Peek et al. 2014).

Finally, we offer the Program Integration Rating Tool (Appendix 4) that we developed
for rating program integration as a contribution to knowledge. Although we were unable
to adequately test and validate this tool in the current study due to data limitations, it does
represent an expansion of the seminal integration scoring tool developed by Hebert and
Veil (2004), which was only narrowly applicable to services designed for frail older people.
In contrast, our tool is more broadly applicable to generic health services by building from
Suter et als (2009) “Ten Key Principles for Successful Health Systems Integration” and
incorporating elements from the Consolidated Framework for Implementation Research by
Damschroder et al. (2009). The dimensions and items listed on our Program Integration
Rating Tool (Appendix 4) can also serve to inform the type of information that is needed to

support the scale-up and spread of integrated care delivery solutions.

Limitations

The findings of this study must be interpreted with several limitations in mind. Firstly, it is
possible that we under-realized the amount of relevant program information that was avail-
able and employing different/additional search strategies may have resulted in obtaining
more data. For example, funding restraints and administrative factors limited our search to
20 hours per program; allotting additional search time beyond 20 hours may have resulted
in more data. Next, although all program information searches were guided by standardized
parameters (i.e., the Program Implementation Data Collection Tool [see Appendix 3]),

no formal attempt was made to validate the search efforts of individual data collectors.
Finally, the level of engagement between researchers and local healthcare leaders was not
standard across all jurisdictions and likely contributed to disparities in the mobilization of
key informants and access to internal evaluation findings. Regardless, we would assert that
access to program implementation data that is predicated on close working relationships with
individual healthcare leaders is not a sustainable model of data sharing, nor is relying on the
recollections and impressions of key informants — many of whom are no longer involved with
the program being studied. Rather, implementation data for publicly funded healthcare

programs would need to be more straightforwardly accessible if jurisdictions were truly
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to be able to learn from one another and adapt successful programs from one jurisdiction

to another.

Conclusion

Our analysis suggests that Canada’s progress toward integrating health and social care
remains largely in a state of “perpetual pilot projects” (Bégin et al. 2009: 1185), in part due
to a lack of publicly available documentation and evaluation of innovations. Detailed and
shared data on program implementation is vital if primary healthcare services are going

to move beyond pilot projects and scale innovations across provinces to benefit Canadian
patients (Bégin et al. 2009). Policy makers and government funders have influence to man-
date data collection and are ultimately responsible for setting the direction in terms of what
to measure and how transparent to be, and for providing adequate resources to enable evalu-
ation. Regional leaders and program providers are then ideally responsible for collecting data,
recruiting evaluation expertise and the transparent reporting that would support, among

other things, the scale-up and spread of promising primary care innovations.
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