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Abstract.

PURPOSE: The family-centered care framework of Early Inte
ment, but the underlying processes that build this are unkn:
of caregiver engagement in therapy and (2) to identify fat

engagement in EI.

«
&
g

ryefitign (EY) has shifted the focus toward caregiver engage-
aims of this study were 1) to describe the process

pSfceived to influence caregiver buy-in, confidence, and

antitative questionnaires and qualitative semi-structured inter-

METHODS: This preliminary descriptive study utjliged
views of EI participants (23 caregivers and four ghysicgl therapists). Interviews were transcribed and theme coded until

saturation was achieved and a concept map wagfd

d.

RESULTS: All caregivers believed that thej drgh benefited from EI, that they were empowered and confident in caring

for their children, and their quality of lif

based on the quantitative data. The qualitative data revealed that building

edge and awareness of progress foster caregiver buy-in and confidence once the

a rapport and therapeutic relationsthm' oundation to developing buy-in. Reciprocal communication is critical to the

relationship and the buy-in. Caregivi
relationship is established. @

ding of the factors influencing the development of buy-in will provide a framework

CONCLUSION: Improve
for the clinician to enhancg caregiver buy-in. Enhanced buy-in may promote parental engagement and improved outcomes

for the child and family.

Keywords: Early intervention, therapeutic alliance, buy-in, parental involvement, therapeutic relationship

1. Introduction

Early identification and intervention services for
infants under the age of three with or at risk for
developmental delay are provided under Part C of
the Individual with Disabilities Education Act. Given
the neural plasticity that underlies the processes
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in development, Early Intervention (EI), including
physical therapy, is widely advocated for children
with developmental disorders [1]. However, based on
a thorough high level systematic review, the limited
literature examining the efficacy of pediatric physical
therapy on the motor and cognitive development of
high-risk infants that is available varies greatly [2].
Another systematic review suggested that the large
variety of approaches studied in the literature may
account for some of this inconsistency [3]. Further
systematic analyses of the evidence reported the inter-

ISSN 1874-5393/$35.00 © 2023 — IOS Press. All rights reserved.


mailto:afergus@su.edu

2 A. Fergus et al. / Caregiver buy-in in EI

ventions that most benefit preterm infants (mimicking
the intrauterine environment) differ from those that
appear to most benefit children after term age (devel-
opmental programs), which may explain some of the
variability of approaches reported in the literature [4,
5]. A 2016 systematic review specifically examining
children with cerebral palsy (CP), the most widely
treated population in pediatric physical therapy, con-
cluded that the evidence regarding the impact of EI on
motor development, while promising, remains incon-
clusive [6]. Interventions reported in this systematic
review varied greatly; however, Neurodevelopmental
Treatment (NDT) was the most commonly studied,
and most of the studies also included a parental
education component [6]. Other systematic reviews
examining a more heterogeneous population of chil-
dren with or at high risk for developmental delay did
not support a beneficial effect of traditional physi-
cal therapy approaches, including NDT and Voijta [3,
4] on motor development, but concluded the impact
on cognitive development is more promising [3].
Interestingly, a large retrospective exploratory study
reported the intensity of EI, regardless of the disci-
pline or interventions performed, is associated with

El is indeed effective and service providers sh
consider maximizing the intensity of treatmegft.
family-centered practices are an integral m
[8], the incorporation of parents within an i
the treatment time is a logical and fe,

to increase therapy intensity [9]. nt with this
approach, the outcomes of EI mo@nng and gen-
eral developmental progra h parents learn
how to promote infant d t have historically
been identified as the m@omising within the lit-
erature [3, 4].

The family-centered care framework of EI has
shifted focus toward parental engagement in EI,
but the outcomes of this shift are inconclusive
in the research [10]. Nevertheless, the efficacy of
approaches that included active participation of the
caregiver in the provision of therapies at improv-
ing motor, social, and language skills has been
reported. For example, one case report described
a caregiver-implemented and clinician-monitored
constraint-induced movement therapy program that
was associated with both quantitative and qualitative
improvements in upper extremity function in an 18-
month-old child with hemiplegia [11]. Another case
report described a caregiver-implemented, clinician-

monitored gait program using the “Upsee” that was
associated with quantitative and qualitative improve-

increases in functional outcomes [7], which suggestz

ments in gait as well as clinically significant changes
in the Gross Motor Function Measure (GMFM)-
66 [12]. Similarly, a larger cross-site randomized
controlled trial examining a 12-week caregiver-
mediated Social ABC program for children with
autism reported significant increases in functional
communication skills such as responsiveness and
social initiation, as well as increases in language skills
[13].

Although coaching is well-accepted in EI, the term
is poorly defined [14]. “COPing with and CAring for
infants with special needs” (COPCA) is a specific
coaching program that targets the active participation
of the caregivers and shows great promise according
to a recent systematic g€view [15]. Caregivers who

participate in COPCA ort higher levels of confi-
dence and empow‘t arrying out interventions
in the home wfT e ild when compared to care-
givers wh eceive coaching [16]. Coached
caregive challenge their children more out-
side efapy, as evidenced by specifically placing
their Cild in more challenging positions during daily

ities, which was associated with higher levels
nctional independence according to a random-

@ d controlled trial comparing families who were
coached and those who received traditional infant

therapy [17]. Higher levels of confidence in care-
givers were positively correlated with higher motor
performance in children as measured by the GMFM
according to a cross-sectional exploratory analysis
of families with children with CP [18]. Direct evi-
dence from two empirical controlled trials reported
that coaching results in significant improvements
with motor performance, and those improvements
are greater than those seen in families provided
with standard care [19, 20]. Taken together, these
findings support the theory that coaching results
in enhanced confidence and efficacy of the family
and, in turn, enhanced motor development in the
child.

While coaching can build caregiver confidence and
change caregiver engagement in and outside of ther-
apy, the underlying process that builds that confidence
and engagement is unknown. Therapeutic alliance is
a working relationship between the patient and ther-
apist, which has been linked to engagement in stroke
rehabilitation and treatment outcomes in cardiac and
musculoskeletal populations [21-25]. Therapeutic
alliance, however, has not been examined in EI. The
aims of this study were 1) to describe the process
of caregiver engagement in therapy and (2) to iden-
tify factors perceived to influence caregiver buy-in
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(therapeutic alliance), confidence, and engagement
in EL

2. Methods
2.1. Design

This preliminary descriptive study was approved
by the Shenandoah University Institutional Review
Board (IRB #945). There were no conflicts of inter-
est. The quantitative portion of the study included a
questionnaire that was created with Qualtrics soft-
ware (Qualtrics XM, Provo, UT) and administered
to participating caregivers. The qualitative portion
utilized a grounded theory approach to explore the
development of caregiver buy-in to EI physical ther-
apy services. Therefore, a hypothesis was not initially
determined in order to allow a theory to develop from
the collected data from the participants. For the quali-
tative portion of the study, semi-structured interviews
between researchers and caregivers or physical ther-
apists (PTs) were conducted over Zoom conference
calling (Zoom Video Communication, San Jose, CA).

2.2. Participants

The researchers used a convenience

caregivers of children who received or we @ntly
receiving EI physical therapy servic egion
The regional EI agency provide s to nearly
400 families who live across 1 %@are miles in
five rural counties. Famlhes‘t s database who
received at least three EI physical ther-
apy services within the @o years were recruited
via email or mail, dependig on their access to the
internet. A total of 55 caregivers were invited to
participate in the study. In order to protect the pri-
vacy of the families receiving EI, the questionnaires
were sent directly from the EI agency. Thus, no
personal identification information was provided to
the researchers unless the families agreed to pro-
vide it for participation in an interview. A total of
27 caregivers completed the questionnaire, reflect-
ing a 49.1% response rate. Caregivers were asked if
they would be willing to participate in a follow-up
interview with the researchers. Based on availability,
the researchers were able to conduct interviews with
four caregivers. Two additional caregivers who did
not participate in the original survey agreed to par-
ticipate in interviews. In order to triangulate the data,
the researchers also collected data from PTs using a

convenience sample. A questionnaire was sent to two
PTs who provided EI physical therapy services to the
children of all the caregivers who were recruited. In
addition to these two therapists, two additional PTs
practicing in EI in the region participated in semi-
structured interviews.

2.3. Procedures

2.3.1. Questionnaire development and
distribution

The caregiver questionnaire was developed by the
researchers to collect information from caregivers
regarding their demographics and experience with EI
physical therapy servigg§. The guiding questions for
the questionnaire wgsg hat are caregiver percep-
tions on the effect f EI?; 2) What is the level
of caregiver e t in EI?; 3) What is the level
of caregiv nce and comfort with EI inter-
ventions What are the factors influencing
enga confidence, and comfort with EI inter-
ventioM? Likert items were intentionally worded
lively in order to decrease threats to validity
eliability [26]. Also consistent with literature

@n questionnaire development, midpoints were not
included in the Likert items as it was expected that

&

the respondents would have an opinion of EI and to
minimize inaccurate perceptions of neutral or use of
this choice due to lack of familiarity [27]. Prior to
distribution, the questionnaires were sent to two indi-
viduals with experience providing physical therapy
through EI and two individuals with experience in
questionnaire development and analysis. Items were
revised based on their feedback. There were 45 items
in the final questionnaire focused on the caregiver’s
perceptions of their child’s EI physical therapy expe-
rience and their level of participation and buy-in with
their child’s EI (Appendix A).

2.3.2. Interview design and implementation
Semi-structured interviews were conducted
between two researchers and one participant using
password-protected Zoom conference calling (Zoom
Video Communication, San Jose, CA) based on
guiding questions (Appendix B), which were
presented in an open-ended format. Interviewers
used these questions to facilitate a discussion of the
participant’s experiences with EI and perspectives on
caregiver buy-in. Once each interview was complete
and the participant had left the session, the two
researchers participated in peer debriefing, including
a discussion of the main ideas and insights from the
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interview. Immediate interpretations of the verbal
and non-verbal observations (such as how important
concepts were to participants) were discussed in this
peer debriefing to enhance trustworthiness of the
findings. All interviews were recorded then tran-
scribed verbatim. The transcription document was
then audited by two researchers who did not do the
transcription to ensure accuracy and trustworthiness
of the data. All interview transcripts were sent to
participants for member checking to ensure accuracy
of the data.

2.4. Data analysis

Quantitative data from the questionnaires were
analyzed using SPSS Statistics Software version 28
(IBM, Armonk, NY). Qualitative data were analyzed
by two independent researchers to identify and orga-
nize themes using an inductive approach to thematic
analysis [28, 29]. Specifically, after an initial review
of the transcription, each researcher generated ini-
tial codes based on the participant’s quotes as well
as the researcher’s interpretation. Each researcher

researcher. To further minimize bias and enha
trustworthiness, this initial coding was perfor
researchers who had no experience with sc
physical therapy or telehealth. The rese 1S hen
had a consensus meeting to determm inary
codes in the context of the literat the guiding
questions of the study. Consm%ﬂth the con-
this iterative

structivist grounded theory
comparative analysis wagl?l eddo enhance theoret-

was blinded to initial codes developed by the otK

ical sensitivity [30, 31]. alysis resolved coding
discrepancies and identi quotes that did not fit
into the current codes in order to identify new poten-
tial codes. Once coding was determined, all interview
data were analyzed by the two independent investiga-
tors to develop themes from those codes as described
by Charmaz [32] and others [33]. Themes were cho-
sen based on the commonality of the responses as
well. As themes emerged, response codes were reas-
signed into the theme that best represented the code.
This process continued until saturation was reached
and no new themes emerged, which occurred after
three PT interviews and after five caregiver interviews
[34]. Exemplar quotes were selected from transcripts
to represent each individual code. A concept map
was developed by all the investigators through several
consensus meetings to discuss the emergent themes
and their relationships.

3. Results

3.1. Quantitative findings from the
questionnaires

Descriptive statistics from the caregiver data col-
lected through the questionnaires are presented in
Table 1. The results from the caregiver question-
naires regarding their perception and experience with
EI physical therapy are presented in Table 2 and
Fig. 1. All of the caregivers said they felt comfort-
able incorporating strategies provided by the PT into
their child’s routine either immediately (80%) or after
a few sessions (20%). Regarding caregivers’ imple-
mentation of EI strategi€s, 42.1% incorporated them
more than three tim week, 26.3% incorporated
them 2-3 times p@k, and 31.6% incorporated
them less tha 0 once per week. While there
is variabili e results, variability and custom
treatme mplemented by the clinicians were
reco NThe two most common reasons for the
caregN€rs continuing EI physical therapy activities

ide of sessions was improvement noted with the
(25.8%) and the ability for them to incorpo-

@ e them into their daily routine (25.8%). All of the
caregivers felt that EI physical therapy services had

benefited their child and improved quality of life.
Likewise, all of the caregivers felt empowered in car-
ing for their child from experiences with EI physical
therapy services and that they had the appropriate
resources to do so. All caregivers also felt that EI
physical therapy services were based on their fam-
ily’s goals and that their family’s quality of life was
improved. When asked about the caregivers’ knowl-
edge of their child’s diagnosis and its impact on their
ability to continue physical therapy activities outside
of sessions, 47% said it had no impact. All but one
caregiver (95%) believed that their child had cogni-
tively improved due to EI physical therapy services.
Similarly, all but two caregivers felt that their child’s
behavior had positively changed due to EI physical
therapy services.

3.2. Qualitative findings from interviews

The demographics of the PT and caregiver inter-
view participants are presented in Table 3. In the
interviews, caregivers discussed their experiences
with EI physical therapy services and its impact on
their child. Clinicians reflected on their perceptions
of caregiver buy-in and the factors influencing buy-
in, including the strategies they used to foster it. The
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Table 1

Child and family information from quantitative data

Caregiver age (mean (SD), years) 32.3(7.2)
Service length (mean (SD), months) 16.1 (9.9)
Family composition (mean (SD))

# of caregivers 2.0 (0.7)
# of children 2.0 (1.6)

Relationship to child (n (%))

Parent 18 (66.7)

Foster parent 3(11.0))
Grandparent 3(11.0)

Education (n (%))
Bachelor’s degree or above 11 (40.7)
Marital status (n (%))

Married 19 (70.3)
Unmarried 7(25.9)
Other 1(3.7)

Household annual income (n (%))

Less than $24,999 7(25.9)
$25,000-49,999 7 (25.9)
$50,000 — 99,999 9 (33.3)

More than $100,000 4(14.8)

Referral source for EI (n (%))

Pediatrician 14 (51.8)
Self 7(25.9)
Other (Neurologist, NICU, FP, DSS) 6(22.2)
Services received within EI other than PT (n (%))
or 16 (59.2)
SLP 9(33.3)
Devel. spec. 8(29.0))
Neurology 10 (37.0)
Cardiology 5(18.5)
Orthopedics 7(25.9)
Other® 7(25.9)
Caregiver experience with services received for
children outside of EI (n (%))
PT 9(33.3)
or 8(29.6)
SLP 6(22.2)
Other® O 3(11.1)
No services Q 8(29.6)
Caregiver experie] it] ices for self (n (%))
PT 5(18.5)
or 3(11.1)
SLP 2(74)

) 1(4.8)

Devel. Spec.: developmental specialist, DSS: Department of Soci

Intensive Care Unit, PT: physical therapy, OT: occupational th

eLdby, SB
received in EI included hearing, ophthalmology, gastrointest@)

d thovement therapy.

nutrition. b. Other services outside of EI: ABA, constraingfindu

Qme'glver and

following themes emerged from
clinician interviews: building ra(éﬁyreate arela-
tionship, approaches to prom6 in, and gaining
confidence. Exemplar q orting the themes
and codes that emerged @re pgesented in Table 4.
Strategies including eXp¥nation, coaching, rein-
forcement, integration into daily routines, being
family-centered, providing feedback, and relating
progress were utilized by the therapists to develop
rapport with the families. This involved open commu-
nication, idea sharing, shared responsibility, comfort,
appreciation, patience and approachability, which
helped build the relationship between the therapist
and the family and was the foundation for developing
caregiver buy-in. Once this foundational relation-
ship was established, validation, gaining knowledge
and seeing child progress enhanced the caregiver’s
confidence, which promoted buy-in and continued
confidence. With caregiver buy-in came further confi-
dence leading to more buy-in and the continuation of
this virtuous cycle. These relationships are depicted
in the concept map (Fig. 2).

Ot triti
NOoNgervides 14 (3.7)
icc® El: early intervention, FP: Family practice, NICU: Neonatal

ndard deviation, SLP: speech language pathology. Other services
behavioral analysis (ABA) therapy, allergist care, pulmonology,

lied

3.2.1. Theme: Building a rapport to create a
relationship

Caregivers and clinicians expressed the impor-
tance of building a rapport to create a relationship
between the clinician and the family which served
as the foundation for developing buy-in. The qual-
ity of communication appeared to greatly impact the
development of rapport. From the caregiver perspec-
tive, conveying information in a relatable manner
helped them to better understand the reasoning and
purpose of interventions and considerations. Fur-
thermore, clinician understanding and appreciation
of the family’s concerns and situation appeared to
be essential to the building of rapport. This empa-
thy ultimately enhanced the relationship between the
clinician and the family.

From the clinician perspective, experience as a
parent appeared to help them set more realistic
expectations of the families and build a better under-
standing of the family situation. Clinician experience
as a parent also served to validate the clinician to
the caregiver. The PT’s comfort level in the home as
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Table 2
Quantitative findings from the caregiver questionnaires
Caregiver Responses n (%) Caregiver Responses n (%)
Immediacy of Confidence in EI Influential Factors for EI Discontinuation
Strategies Child turned three years old 5(22.7)
Immediately 15 (80.0) Child’s goals accomplished 3(13.6)
After a few sessions 4(20.0) Child still receiving services 10 (45.5)
Other® 3(13.6)
Degree of Confidence in EI Strategies (0—10)
10 10 (53.0) Influential Factors for EI Continuation
9 3(16.0) Child improvement 17 (25.8)
8 4(21.0) Child enjoyed activities 11 (16.7)
7 1(5.0) Family enjoyed activities 6(9.0)
6 1(5.0) Incorporation into daily activities 17 (25.8)
Confident in performing activities 15 (22.7)
PT Strategies in EI
Stepping/crawling 13 (68.4) Recommendation for EI Improvement
Tummy time 10 (52.6) Increase hands on/in pérs 7 (36.8)
Stretches 6 (31.6) Extend past three yea age 2 (10.5)
Equipment use 6 (31.6) Other® 2 (10.5)
Sitting/sit to stands 5(26.3) No changes 7 (36.8)
Joint compressions 5(26.3)
Other® 15 (78.9)
Caregiver Implementation of EI
Strategies 15 (83.3)
>3x times per day 8 (42.1) 4(22.2)
2-3 times per day 5(26.3) 3(16.7)
<1 time per day 6 (31.6)
a. handling, encouraging arm use, balance activities, posture, orthoticgte. @ytoghusy, lack of improvement. c. more time, more visits, shorter

visits. EI: early intervention, PT: physical therapy.
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Therapist explained interventions to caregiver

Caregiver impl d EI
Caregiver felt impowered to implement EI

Caregiver confident in impl ing EI

Sufficient time to carry out EI strategies

Education on child's diagnosis was beneficial
Therapist educated caregiver on child's diagnosis
EI goals based on family's goals

Therapist engaged in EI sessions

Caregiver use of natural resources

El improved child's ability to reach motor goals

EI improved child's behavior

R El improved child's motor skills

= S El improved child's cognition
R El improved child's prognosis
R El improved child's development
R EI improved child's QOL
A El improved family's QOL
ANNNNAN Child benefitted from EI

-60% -40% -20% 0% 20% 40% 60% 80% 100%

mDisagree O Strongly Disagree S Agree ®Strongly Agree

Fig. 1. Caregiver Perspectives on Early Intervention (EI) from Questionnaire. The bars represent the percentage of caregivers who agreed
or disagreed with the Likert statements. Bars to the left of 0% reflect disagreement and bars to right reflect agreement. QOL: quality of life.

well as their patience seemed to bring more comfort as a critical element in the development of rapport.
to the family, build rapport and strengthen the rela- In a similar light, the importance of idea sharing
tionship between the family and the therapist. The between the therapist and family fostered mutual
approachability of the therapist and willingness to respect which strengthened the relationship further.

answer questions and discuss concerns also emerged In addition to the sharing of ideas, the sharing of



Table 3 Q
‘cs ’

Caregiver and physical therapist interview participant characteris

Caregiver Relationship to Children in Caregivers in Child’s Diagnosis Outside \ Confidence® Benefits of EI? Knowledge
Child Home Home Emplo; Engagementb
Caregiver | ~ Mother 2 2 Seizures, frontotemporal Yes . 10 3.8 3.5
hemorrhage
Caregiver 2 Foster Mother 3 2 Prematurity, substance 9 3.9 34
exposure
Caregiver 3~ Mother 6 2 Prematurity 0 10 3.8 3.7
Caregiver4  Mother 3 2 Prematurity, torticollis, es 10 3.9 3.7
Caregiver 5 Mother 2 2 Joubert sensorineury No 8 3.8 3.5
hearing loss
Caregiver 6  Mother 4 2 Hypotonia - No 9 3.9 3.7
Therapist Age Gender Marital Status Household Income Parept (#;)C Highest PT  Highest Degree  Years EI Years PT % Caregiver
Degree Earned Buy-In¢
Therapist 1 33 Female Single $50,000-90,000 DPT DPT 9 9 55
Therapist2 30 Female Married >$100,000 2 DPT DPT 5 6 60
Therapist 3 No Answer  Female Married No Answer 2 Unknown Unknown 27 35 75
Therapist4 26 Female Single $50,000-91 0 DPT DPT «1 2 70
a. Confidence incorporating PT into daily routines (0—10: no confidenge tre‘mely confident) from questionnaire, b. Mean caregiver perception (0—4: strongly disagree-strongly agree) on the
benefits of EI and their knowledge and engagement, respectively, fst onnaire, c. Refers to the number of children the therapist had as a parent, d. Therapist perception of the percentage of

families that buy-in to EI, EI: Early Intervention, DPT: DoctoCP) el Therapy, PT: physical therapy.

] U1 u1-Anq 424132407) / [0 12 SN342 Y
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Table 4
Qualitative findings from caregiver questionnaire

Theme: Building rapport to create a positive relationship

Quote Code

“[Being compassionate and understanding meant, more than anything because [The PT] being Appreciation and
compassionate..helps me to understand a lot of stuff. [Our PT] always cared about what he felt and how he understanding
was.” - Caregiver 1

“I had a child walk in [in] just his underwear and she’s like it’s fine I have kids like it happens all the time,

like there was no judgment.”-Caregiver 2

“I'wasn’t a mom but I had a lot of baby experience because 1 babysat all the time. I think my expectations

were very high of the families and then, as I became a mother and had young children of my own I realized

whoa, ‘I'm asking these families to do something that they probably just don’t have time in a day to do’. My

expectations for what I expected of them change significantly over time and.” - Therapist 3

“[Our PT] made it simple enough for me to understand so I could continue when she left. [Others] would Communication
speak in Dr jargon what have you and I'm like ‘I don’t know what the heck you just said, you’re gonna have

to dumb it down for me’. But with her, I never had to worry about that, because she was always telling me..

this is how we can do it from here, you guys can add other things to continue when I’'m gone. So she mage it

simple enough for me to understand.” - Caregiver 1

“I think that when you talk to them in layman’s term.. you talk to them..at ... their level ... then g n’t

feel like you’re looking down on them and your are one on one and you're. straight talking like 0

know we can just shoot the breeze’™ - Caregiver 3

“[The PT] came into our home and [Our PT] just dove right in. ... [The PT] took her shq d jumped Comfort
down on the floor.” - Caregiver 4

“He would get so frustrated and [the PT] would get down on the floor with him and ke ‘it is OK, Patience

we can try and try again until we get it right.” And he would stop getting upset uld ... be ready to

do it again.” - Caregiver 1

“[Our PT] was always open to answering any question. You know what the next s are, what should we do Approachability
in this situation, she was always very open and honest about all of the Qregiver 5

“We talk about what the coaching model is and what it’s going to lo. ll 'what their responsibility is in Shared

that coaching style. [So when we’re there [only] once a week ever€otpr w8k once a month, whatever it responsibility
might be. we’re not able to make progress on a day to day basigun e family carries] it over and 1

think once you explain that to them.”- Therapist 3

“So if I had a question, [the PT would answer and also sifow mg] hdw to do it ... have him do it, and then

show ways to either help hold.. and then ways to exte, ‘olhe’s getting good at this we can extend that

by putting an obstacle in his path or by making th e d little bit less steady”™ - Caregiver 6

Theme: Approaches that promote buy-in

Quote Code

i s our program can provide and what the concerns of the
oest thing. Early intervention is addressing the concerns that the
he numbers or the things that are written down on the page” -

“We go over.. what services and what tyfigs g
parents are because ultimately that’g

D
family has. [It] doesn’t always hav @

Therapist 4

“I wanted someone to be as f@n him and about him. If, you know, if this was going to be therapy for
him, it needed to be all about cause she actually focused on him and talked to him. She would always
ask what were some things that we thought or we felt that he needed to work on.” - Caregiver 1

“[the PT said] we’ll never push her and never make her do anything more than what her body was ready to
do, and she just really made me feel comfortable that way.” -Caregiver 4

“When I first started, we weren’t really doing a coaching model, it was much more a medical model like we
Just did it all for them. And I do really believe in the coaching style and I actually do believe in families. Once
they learn how to do it and they can have the same result that I have, it just empowers them and they feel so
great that they can make a difference and they don’t have to just wait for somebody to do it for them.”
-Caregiver 3

“Absolutely every time we have time on the ground we do things [with her to help her progress]. Every time
that we’re in her high chair there ... are... different variations that our PT.. gave us so it’s not always on
the floor all the time.. When we’re giving her a bath or she’s in her high chair eating or she’s doing different
things, [the PT gae us ways to] not make it so mundane.. You know, [if we are] always doing it and [doing it]
throughout the day is what she is trying to push.”- Caregiver 5

“We really work on things that they normally do in their daily lives but [the families] don’t think about. [1
show them]... ways they can tweak it a little bit to make it purposeful play.” -Therapist 4

“When [the PT] was demonstrating she was fully hands on with the twins. And I would watch to see what
she’s doing. And then she would have me make sure that I was doing it properly, and [the key was] hands
on.” - Caregiver 3

Patient and family
centere

Coaching

Integration into
daily routine

Demonstration
and feedback
Relaying progress
and observations

(Continued)
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Table 4

(Continued)

Theme: Building rapport to create a positive relationship

“So it needs to really be brought to the light by the therapist to say ‘look, last week he only did it three times and
today you just did it seven’ for them to really, really bring it out and bring their attention to that too. [The PT]
would definitely say ‘Oh, my goodness, you know he wasn’t able to do that for more than you know, three
minutes and now look he’s doing this’... This was [so important] for me to see”- Caregiver 3

“Every time [the PT] comes in she [says things] like ‘I can’t believe that she’ll pass toys from one hand to

Explanation

another, with the new sounds that she’s making or..that she’s doing things that and two weeks ago with it too

much you wanted to do.” - Caregiver 5

“[We use] the early learning profile,... [which] addresses all the families’ concerns. [The family gets] a big

Reinforcement

report [detailing] everything their child isn’t isn’t doing at their age level compared to peers of the same
age ... so they know.. what’s going on with their child.. And then we have the IFSP meeting so all of that
is..reiterated. [The families [get] the same speech over and over,.. so I don’t always have to go in and explain

why [something is happening.” - Therapist 1

“With telehealth. I started [following] up after visits and sending them.. recaps, because [the families were
likely] overwhelmed with what just happened over zoom and I couldn’t do hand over hand assistance ... [and] I
felt like I had to compensate a little bit [but now] I've just ... stuck to doing that, even though we’re igfperson” -

Therapist 2

“Our physical therapist that we worked with was absolutely wonderful and sending follow up q d
as

asking any questions, very encouraging and great at demonstrating things, but then also to see i

anything that I had trouble with. *“ - Caregiver 2

Theme: Gaining Confidence

AN/

Quote

more mobility, when he would start running and . .. and I knew she was getting

Qen] 1 bought in. I tear up [as a]

things without being asked, or he would bring me things [and say thin

mommy.” “-Caregiver 1

“The day that I watched my daughter roll over for the first time. O,

happen and when she finally did that I [saw it as] a sign that. ce

im when he was doing the progress

( t Code
“When I started seeing him do the things by himself without being prompted, MQ bétg asked, when he had Importance of
‘let

throw the ball today

*. I never thought it was going to
eep going, because if she can do this,

mother, now that was the day that I was like ‘this is really goin,
then she can do anything as long as we just continue on fust pen and just try our best.”- Caregiver 5

“When the families understand what we are doing and, w@)
[say] ‘I came up with a new way to get him to pull or ‘look at the game we came up with to use his

right hand’, I know I did it. The families will onl
[better] when they get the reasoning behind it}

e doing it, things happen. When I hear families Caregiver
knowledge
thpough when they think it really matters and they do it
rings in perspective and.. it works..I have seven children and a Validation

“[ feel like.. having somebody else out of 1
lot of them have gone through [EI'} and §a C

n advocate of it.” — Caregiver 3

tion of interven-

tions, including carryover bdtween sessions by the
caregiver, served to enhanfee’the development of the
therapeutic relationship. The sharing of ideas and
responsibility emerged through the clinician’s per-
spective as part of the coaching model and from the
caregiver’s perspective as both a reflection of respect
for the caregiver’s ideas as well as a source of empow-
erment for the caregiver.

responsibility for the i

3.2.2. Theme: Approaches that promote buy-in
Both caregiver and clinician participants relayed
several approaches that were utilized by the PTs
in EI that promoted the development of caregiver
buy-in. The patient-/family-centered approach in EI
was widely perceived to have the most impact on
the development of buy-in. From the clinician per-
spective, this was expressed through prioritizing the
family concerns, while the caregivers relayed that the

focus of the PT was on the child and not outside fac-
tors or logistical issues. When the PTs responded to
and prioritized the family’s concerns and questions,
the relationship was strengthened, trust grew, and
buy-in resulted. Incorporating the coaching approach
allowed the family/child to be even more centered in
the process, resulting in empowerment of the family.
This empowerment appeared to result in the family
taking on more responsibility for care in between ses-
sions. Consistent with the family-centered approach,
integrating activities into the family’s daily routine
emerged as a strategy that was perceived to enhance
carryover and buy-in. Both caregivers and therapists
relayed examples of integrating therapy into play
and other daily routines as well as making feasible
modifications to daily activities that would promote
therapeutic goals. The participants also expressed
that demonstration with feedback and explanation
enhanced caregiver confidence and understanding
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Knowledge
Seeing
Progress

c ConﬂdenceD

Fig. 2. The concept map depicting qualitative themes and their
relationships. Several strategies were utilized by the therapists
which developed rapport with the families. This rapport helped
build the relationship between the therapist and the family, which
was the foundation for developing caregiver buy-in. Once this
foundational relationship was established, validation, gaining
knowledge and seeing child progress enhanced the caregiver’s
confidence which promoted buy-in and continued confidence.

relayed the importance of explaining the reaso
behind interventions and activities while carg€iver
reported they were better able to impleme’ ﬁj
ommendations when they understood th sgning
behind the activity or intervention. tegies
further supported the importan ommunica-
tion in the development of bu@@hmclan and
caregiver participants also cq reminders and
follow-ups as effective sed by clinicians
to enhance caregiver One of the benefits
of the reminders and foll0W-ups was the provision
of reinforcement of the family/child’s progress that
caregivers reported helped to further build their con-
fidence. Reinforcement of findings across disciplines
and consistency of communications including review
of the Individualized Family Service Plan were addi-
tional types of reinforcement considered as promoters
of the development of buy-in. Clear communication
of child progress and observations were noted as spe-
cific content that enhanced caregiver understanding.
Therapists reported that they did this intentionally
while caregivers reported that hearing the therapist’s
observations, including those of the child’s progress,
helped the caregiver to understand what the therapy
was focusing on and that the therapy was actually
effective. This enhanced understanding ultimately
contributed to caregiver buy-in.

of the therapeutic activities. Specifically, theraplst;

3.2.3. Theme: Gaining confidence

Both clinician and caregiver confidence were
deemed critical in the development of buy-in once the
relationship was formed. Therapists expressed that
they specifically implemented strategies to enhance
caregiver confidence and family competence. The
explicit communication of progress emerged as an
effective strategy for developing buy-in. The progress
itself helped to build the caregiver’s confidence in
themselves and in the physical therapy. Caregivers
reported that the observations of progress vali-
dated their ability and efficacy in following through
with therapy. In addition, having knowledge of the
processes involved in El as well as the underlying rea-
soning for the therapeyfic,interventions contributed
greatly to the caregingf€ confidence in themselves
and in the efﬁca . Finally, the caregivers
viewed havin 1de perspective of the thera-
pist as valida r the caregiver, which promoted

@ urther.

iscussion

his study examined the development of caregiver
uy-in to physical therapy in the EI setting. The
quantitative portion of the study overwhelmingly sup-
ported the perception of EI efficacy for the child and
family for this sample as well as the development of
family empowerment, family engagement and buy-
in through EI. The process and factors involved in
the development of this strong buy-in emerged in
the qualitative portion of the study. The development
of a therapeutic relationship through the building
of rapport between the caregiver and the therapist
was considered foundational for the development of
buy-in (Fig. 2). The quality, nature and amount of
communication was deemed critical along with a
family-centered approach with an appreciation of and
integration of the family’s daily routine. Ultimately,
the caregivers experienced an increase in confidence
that fostered buy-in. A virtuous cycle of reinforce-
ment then occurred between caregiver confidence and
buy-in.

The therapeutic relationship described in the
present study involved the development of a social
connection through an appreciation of the family
situation and a mutual comfort level between the clin-
ician and the family. The relationship described in
the present study is consistent with the therapeutic
alliance described in the literature. Psychology liter-
ature describes this alliance as involving a working
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relationship and social connection [35]. A meta-
analysis examining the therapeutic relationship in
psychotherapy in 53 studies found that empathy and
genuineness were moderately correlated with thera-
peutic alliance [36]. In the present study, empathy
emerged as an understanding of the family’s situa-
tion including their challenges. The parental context
including the busy family life and having multiple
children has been proposed as a primary factor in
low parental adherence in EI [37]. The results of the
present study suggested that this contextual under-
standing of the family situation was enhanced by the
therapist’s own experience as a parent, which served
to further validate the therapist to the caregivers and
build caregiver trust. Recent studies on the experi-
ences of parents with high-risk children transitioning
from the neonatal unit to EI services emphasize the
importance of trust and authenticity throughout the
continuum of care [37, 38]. Related to the apprecia-
tion of the family situation and contexts, utilizing a
family-centered approach and integration therapy in
the daily routine of the family enhanced the relation-
ship and alliance. An improvement in family quality
of life is associated with family empowerment, which

term, this will positively influence child develop

11

ered more important than technical skills, speaking
to the importance of therapeutic alliance in pediatric
rehabilitation [42]. In the EI setting, the therapeutic
relationship with the caregiver is even more critical.
The participants in the present study emphasized the
importance of communication in a relatable manner
as critical to building rapport and caregiver under-
standing. The literature supports that communication
at an appropriate level can improve parent receptive-
ness and learning [41, 43—45]. Given that gaining
knowledge was seen as essential in the process of
developing buy-in in the present study, the impor-
tance of communicating in an understandable manner
is paramount for the family. In addition, the nature of
the communication prgffided impacted the develop-
ment of buy-in. Partjcipaflts described demonstration
and feedback as tical types of communica-
tion. The feed previded by the therapist served

to encour aregivers and foster confidence
in the ¢ . Without this feedback, caregivers
were, of their ability to follow through with
therapitic recommendations and were therefore less

to do so. Feedback not only supported the
y of the caregivers to follow through but also

the parent’s sensitivity to infant behaviors and other

may improve the parent-child interaction. In the lon:@mforced the caregiver’s observations. Supporting

[16, 39, 40]. The incorporation of therapy inf0th
daily routlnes of the famlly along with the

present study reflected a family-ce
Participants believed this incorg
routines promoted buy-in by hig
ingfulness of the interventio S
schedules of the familieg=anthpuoviding opportuni-
ties for families to not@lopmental changes in
their everyday lives. Preliflinary literature supports
the efficacy of parental incorporation of treatment
into their daily routines in the development of motor
exploratory problem-solving skills in infants [41].
Given that the present study found that incorporat-
ing treatment into daily routines was perceived to
promote buy-in, it can be hypothesized that caregiver
buy-in contributes to the improved outcomes reported
in the literature.

The present study identified communication and
interpersonal skills as critical to the development of
the therapeutic relationship. Interestingly, none of
the participants expressed that the technical skills
of the therapist impacted the relationship and ulti-
mately buy-in. The literature has reported similar
findings in an older pediatric population; specifically,
the therapist’s trust and relational skills were consid-

@A ap roach

dn into daily

observations has been shown to encourage the care-
givers and further build the parental connection with
the health care provider [37, 46].

Communication that is reciprocal in nature
emerged as critical for the development of the thera-
peutic relationship and buy-in. The process of sharing
ideas and responsibilities over time appeared to
lead to feelings of respect and empowerment. Both
therapists and caregivers expressed the importance
of sharing therapeutic strategies and observations
and receiving feedback on these ideas. Developing
knowledge over time improved caregiver confidence
in their abilities and observational skills leading to
improved confidence and buy-in. However, knowl-
edge alone did not appear to be sufficient in that
both caregivers and therapists believed that the care-
givers needed to have responsibilities to partake in
the therapy to develop this confidence and buy-in. A
similar perception has been reported in older pedi-
atric populations in which both the parents and the
children themselves have expressed the desire to con-
tribute to the direction of therapy [40]. Other studies
examining EIl have emphasized the importance of col-
laboration, caregiver involvement and co-designing
treatment [16, 37, 45, 47, 48]. However, the present
study is the first one that has suggested that this shar-
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ing of responsibilities contributes to the therapeutic
relationship and buy-in. Such collaboration between
healthcare practitioners and their clients is also con-
sistent with the coaching method described in the EI
setting. A tenet of the coaching technique is caregiver
engagement. Preliminary evidence suggests that such
engagement can positively impact quality of life for
the family and motor outcomes in the children [4, 17].

While the development of the therapeutic rela-
tionship between the therapist and caregiver sets
the foundation, other factors were also considered
essential to the ultimate development of caregiver
confidence and buy-in. Building caregiver knowl-
edge in the areas of development, resources and
services instilled confidence in the caregivers in the
present study, consistent with the parental respon-
siveness to education reported in the literature [6,
41, 44]. While many caregivers reported that their
child’s progress enhanced the buy-in and promoted
the caregiver engagement in therapy, the majority
of participants also noted that therapist communi-
cation was needed to bring awareness of progress
and to validate the progress observed. The thera-
pists appeared to promote the caregiver’s ability to

function. The literature supports that celebrating
achievement and observing positive change imgfove
parental motivation and engagement, whic Qj
itively impact the child’s outcomes[37
Similarly, follow-up communication
ened caregiver awareness of the cl
the expectations of the child and 1in between
sessions, it also encouraged @ ategivers by rein-
forcing their knowledge gabilitics’and impact on the
child, further promoting cardgiver confidence. This
supports the importance of communication not only
in the building of the therapeutic relationship but
throughout the process of developing buy-in and care-
giver confidence.

While the present study illuminated the importance
of building a relationship, communication, knowl-
edge and progress in the development of buy-in, the
impact of this buy-in on child and family outcomes
must be considered. A reciprocal connection between
therapeutic relationship and functional outcomes
has been reported across populations supporting the
importance of the therapeutic relationship reported in
the present study [21-25, 50].The present study found
that the caregivers were able to implement the ther-
apeutic strategies, suggesting parental engagement.
However, parental engagement and efficacy were not
directly measured. While it is hypothesized that there

is a direct relationship between buy-in or therapeu-
tic alliance, engagement and efficacy, the relationship
should be investigated. The examination of therapeu-
tic buy-in in EI on short and long term family and
child outcomes is also warranted.

There are limitations to the present study that must
be considered. Based on the quantitative findings, all
caregivers reported strong buy-in and positive percep-
tions of the efficacy of EI. Therefore, a comparison of
the El process in those that did not develop buy-in was
not possible. It may have been difficult to capture the
caregivers who did not develop buy-in because they
are theoretically more likely to discontinue services
and less likely to respond to surveys. It also is possible
that response bias resul#€d,in the positive perception
of EI. While there isg ce that presenting items in
descending order n the present study could
result in a pripfACR EEECt and therefore positive bias
[51], thered @ evidence that there is no differ-
ence in ng vs ascending ordered items [52].
Furt because the questionnaires were sent
directh{from the EI agency, no personal identifica-
information was given to the researchers unless
milies agreed to provide it for participation in an

d

O
bhe §
imterview. Therefore, the researchers had no informa-

note small changes in the child’s abilities and moto:

tion on those families who chose not to participate in
the study. Nevertheless, the process involved in those
that did develop buy-in emerged through the present
study. While the sample size involved in the quali-
tative portion of the study was small, data saturation
did occur, suggesting that the themes identified were
comprehensive. It is conceivable that homogeneity of
the sample contributed to the saturation in the small
sample size. The present study also triangulated the
data from caregivers and therapists, adding to the
trustworthiness of this small sample.

5. Conclusions

Based on the results of this preliminary investi-
gation, the development of caregiver buy-in in EI
appears to be a process that is built upon a strong
therapeutic relationship between the therapist and
caregiver. The nature and types of communication
used by the therapist are thought to promote the
rapport needed to build the relationship as well
as the caregiver confidence associated with buy-in.
The reciprocal nature of the communication and
responsibilities of the therapist and caregiver seem
to strengthen the relationship and result in increased
caregiver confidence and buy-in. Explicit understand-
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ing of therapeutic goals and approaches along with
awareness of progress appears to facilitate the devel-
opment of buy-in and confidence once the therapeutic
relationship has been built. Given that caregiver buy-
in in EI can impact short and long term outcomes of
the child and family, the implications of understand-
ing the process involved in developing this buy-in can
be far reaching.
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