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Abstract

This study aimed to define the core components of Family Navigation (FN) for autism spectrum
disorder (ASD), a promising intervention to reduce disparities in care for this population. Teams
from four trials of FN for ASD completed the Template for Intervention Description and
Replication checklist (TIDieR) to outline intervention components. Through intervention
component analysis and qualitative synthesis, we identified 11 core components across three
domains: Training and Supervision; Navigator Tools; and Navigator Activities. We discuss the
importance of identifying these core components and implications for future research and practice.
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Background

Family Navigation (FN) is a case management approach to increasing access to diagnostic
and treatment services over a time-limited period. Our model of FN was originally
developed to support families of children at risk for autism spectrum disorder (ASD) obtain
a definitive diagnosis and access to treatment services.
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A number of institutions have implemented and tested FN (“Bridging Hospital and
Community,” 2013; Diaz-Linhart et al., 2016; Feinberg et al., 2016; Kubicek et al., 2016).
While data from these projects on the effectiveness of FN are beginning to emerge
(Feinberg, 2019a; Feinberg et al., 2016), no studies have delineated the core components of
the FN for ASD.

Following the principles of implementation science and intervention development, defining
core components of a multi-component intervention is important in precipitating rapid
dissemination and scale-up- if and when effectiveness is determined (Curran, Bauer,
Mittman, Pyne, & Stetler, 2012; Hoddinott, 2015). The template for intervention description
and replication checklist (TIDieR) was developed to guide intervention component reporting
practices (Hoffmann et al., 2014). To date, no studies have utilized TIDieR to describe FN.
Therefore, the purpose of this paper is to report the core components of FN for ASD as
identified from TIDieR checklists completed by teams from four trials of FN for ASD.

Completion of TIDieR

The principal investigator (PI), co-investigators (Co-1), and research staff (total n = 8) from
four clinical trials of FN for ASD completed a TIDieR checklist about their studies. For each
trial, first the study coordinator completed a TIDieR. After completion, the PI (trial one,
two, and three) or site Pl (trial four), along with a co-investigator, research staff, and a
navigator from each clinical trial reviewed the checklist. Any differences identified during
this review were discussed among the study team until consensus was achieved.

TIDieR Checklist

Analysis

TIDieR is a 12 item checklist to describe an intervention with sufficient detail to permit
replication in research or practice settings (Hoffmann et al., 2014). TIDieR was developed
through literature review, a Delphi group consensus rating with experts in intervention
design, and an in-person panel meeting. TIDieR is an extension of both the CONSORT for
reporting results from randomized clinical trials and the Standard Protocol Items (SPIRIT)
for study protocols of clinical trials (Pandis et al., 2017). Checklists represent four clinical
trials of FN for ASD across five states (California, Connecticut, Florida, Massachusetts,
Pennsylvania) and 620 families (NCT01340092; NCT02359084; NCT03575429). Checklists
were completed between October 2017-October 2018.

Analysis was guided by Intervention Component Analysis (ICA) (Sutcliffe et al., 2015). ICA
was developed to assist investigators in systematically describing interventions. It involves
two primary principles: 1) using an inductive approach to describe an intervention and 2)
making use of investigators’ informally reported experiences. This method is designed to
combine data from multiple studies on a specific intervention to compare components across
each study and identify the core components that are consistent across studies. ICA involves
investigative teams working together in two stages. Stage one involves identifying
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intervention similarities and differences; stage two involves identifying which of these
similarities and differences are important.

Stage 1: Identifying similarities and differences.—Checklist items were identified as
either overlapping or non-overlapping across studies. The first author (S.B.F.) and a trained
research assistant (J.G.) reviewed each checklist, along with descriptions of each item.
Disagreements were discussed and resolved through consensus. Although frequently in
content analysis ‘memos’ are generated to document initial impressions and define
parameters for specific codes, this was deemed unnecessary due to the brevity of the
checklist (each was two pages in length), and the similarity across checklists. Therefore, the
TIDieR checklists were used in place of memos, with the data from each item on the
checklist being used as an analyzable unit. Because of the iterative nature of the analysis,
Intraclass Correlation Coefficient (ICC) was not calculated. We did have >90% agreement
across checklists for initial ratings, and reached 100% agreement in the final codes. The final
checklists were presented to the study team, and any final disagreements were resolved by
consensus until one final version of codes was agreed upon.

Stage 2: Determining and Defining the Intervention Components.—Once
consensus was reached on the final TIDieR checklist, the first and second author
independently coded all TIDieR checklists using qualitative content analysis (Elo & Kyngas,
2008). First, each coder reviewed each TIDieR checklist. Each item was labelled with codes
based on emergent themes. These were continually refined and compared to each other, and
disagreements were discussed and resolved through consensus. Categories (termed
“components™) were aggregated into broader themes (called “domains™) using the same
consensus methodology. Finally, formal definitions for each component were developed
based on TIDieR codes using consensus approach. The components, domains, and
definitions were then presented to the study team to ensure respondent validation, also
known as “member checking”. After discussion, the list of components and domains were
refined, and then re-presented to the research teams. This process continued until consensus
was reached on the core intervention components and their domains.

Eleven core components were identified and shared by all FN models tested across the four
clinical trials. These core components fell into three distinct domains: Training and
Supervision; Navigator Activities; and Navigator Tools (Table 1). Each domain contained a
number of components, with one component spanning two domains. Specifically, Training
and Supervision encompasses three components, Navigator Activities includes six
components, Navigator Tools includes two components and one component (Navigator
Checklist) spans both Training and Supervision and Navigator Tools.

TIDieR Checklist.

The eleven core components included: (1) initial training; (2) ongoing supervision; (3)
linguistic and cultural brokering; (4) individual (Navigator to family) face-to-face, phone,
and email encounters; (5) identification of barriers to appropriate care (e.g., language,
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cultural beliefs, transportation); (6) Navigator Workbook; (7) care coordination and linkage
to community-based resources; (8) emotional support; (9) Navigator checklist; (10)
Navigator Workbook; (11) ongoing, systematic fidelity monitoring. The operationalization
of each core component is detailed in Table 1.

Discussion

Family navigation is a service delivery intervention to promote timely and coordinated
access to diagnostic and treatment services, particularly for underserved families. There is
significant interest in FN, with both policy and funding initiatives aimed at expanding the
implementation of FN models for ASD, as well as other areas of child health (e.g., NIMH)
(“Bridging Hospital and Community,” 2013; “PAR-17-265: Initiation of a Mental Health
Family Navigator Model to Promote Early Access, Engagement and Coordination of Needed
Mental Health Services for Children and Adolescents [R01],” 2017; Diaz-Linhart et al.,
2016; Feinberg et al., 2016; Kubicek et al., 2016). However, limited information exists
regarding the core components of FN. This description of the core components of FN for
ASD is meant to address the urgent need for precise operationalization of the intervention
and to be used as a generalizable blueprint for others in research and practice pursuing FN
implementation.

We identified 11 core components in three conceptual domains: Training and Supervision;
Navigator Tools; and Navigator Activities. The Navigator Activities domain included the
greatest number of components and included linguistic and cultural brokering, completing
encounters with families, identifying barriers to access services, and providing emotional
support. These components represent the primary and unique activities of the Navigator that
they perform through use of the intervention materials that are categorized as the Navigator
Tools. It is notable that three components were related to training and supervision. This is
important for two reasons. First, there is debate in the field of intervention development and
implementation science as to whether training and supervision is an intervention component
or an implementation strategy. While one could argue that training is a mechanism to
implement FN, stakeholders in the current study viewed training and supervision as an
integral part of the intervention. This finding is also important in light of a recent mixed
methods study of FN implementation that found that Training and Supervision was one of
the key aspects of FN implementation that was prone to failure (Broder-Fingert et al., 2018).
Therefore, it is important for the field to clarify if training and supervision is, in fact, a core
component of FN, or an implementation strategy that can be utilized to implement FN. Such
a debate is outside the scope of this paper, but one that warrants further investigation.

A second important fining is the differentiation between Navigator tools and Navigator
activities. In planning to implement any intervention, it is critical to know what tools the
interventionists need to carry out the intervention in a given setting. We recommend teams
looking to use FN for ASD adapt these core components for their particular context. This is
in line with the widely supported tenet in implementation science regarding the importance
of adaptable innovations to maximize “fit” with the service context, service providers and
end-users of the intervention (Moullin, Dickson, Stadnick, Rabin, & Aarons, 2019).
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Finally, our findings hold significance for implementation in research (e.g., study design,
implementation strategies to test) and practice (e.g., adaptations for other populations). This
research demonstrates the utility of the TIDieR checklist in defining components of an
intervention. These data can assist those working to integrate FN for ASD into existing
service systems, particularly as a guide for adoption and implementation in community-
based service systems. We anticipate that multiple adaptations to the intervention, as well as
the selection and tailoring of specific implementation strategies, will be tested moving
forward, particularly in settings with varying contextual needs and resources. An explicit
definition of the core components will be valuable in developing and testing such
adaptations and implementation. In this context, is important to note that one trial (four) had
a single component (ASD Behavioral Treatment Administration) that was not reflected in
the other studies. In this study the FNs provide ASD-specific treatment. Because this
component only existed in one of the four studies, it was not included as a core component,
but rather was considered an adaptation of the original model. This difference reflects the
need for more data on the value of individual components, and other adaptations that may be
made during implementation.

This study was limited by our focus on FN specifically for young children with ASD, or
concern for ASD, and their families. Children with ASD often present highly complex
developmental and behavioral challenges; it is often difficult to identify generalizable
interventions because of the heterogeneous abilities and related service needs of these
children with ASD. Therefore, it may be that applications of FN for other health conditions
may need fewer condition-specific adaptations than our example with ASD illustrates.

Future Directions

We have several new and planned studies to test family navigation implementation,
including an ongoing trial using the multiphase optimization strategy [RO1IMH117123] to
test the effectiveness of FN components within an urban Federally Qualified Community
Health Center. The results from this ongoing trial and additional FN experiments will yield
valuable findings to inform optimal matching of components to different health settings.
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