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Abstract

Background: Patient-and family-centered care (PFCC) requires partnerships among healthcare
professionals, patients, and families. Research shows that PFCC improves health outcomes,
enhances patient and family satisfaction, and reduces healthcare costs.

Methods: This study conducted a cross-sectional analysis of the National Survey of Children’s
Health (NSCH) 2020-2021 to determine rates of parent-reported PFCC among US children.
Researchers utilized NSCH-defined family-centered care and shared decision-making variables,
scored from 1 (never) to 4 (always). The study calculated state and national averages, combined
them to create a PFCC index, and visualized the data into heat maps.

Results: The study’s PFCC index ranged from 3.45-3.74 with a national average of 3.59
(SD=0.58).

Conclusion: The number of board-certified pediatricians per 100,000 children follows the trend
of PFCC rankings, suggesting the need for advocacy for federal funding for medical education.
Further, limited English proficiency may hinder PFCC, highlighting the need for guidelines
regarding medical interpreters.

Keywords: Pediatrics, Patient and Family-Centered Care, Family-Centered Care, Shared-
decision making,



Introduction

When searching for outstanding healthcare quality, surveys of patients have identified patient
partnership and family inclusion to be among the most sought-after traits.! The Institute for
Patient-and Family-Centered Care defines patient-and family-centered care (PFCC) as an
approach to the planning, delivery, and evaluation of healthcare grounded in mutually beneficial
partnerships among healthcare professionals, patients, and families.? The core concepts include
dignity and respect, information sharing, participation, and collaboration.? This approach to care
is especially important in pediatric care, and as the American Academy of Pediatrics states, is
vital to raising healthy children as it empowers families, promotes cooperation, and creates a
comfortable environment for families, parents, and healthcare professionals to discuss any
issues.> PFCC in pediatrics is based upon the understanding that a child’s primary source of
strength and support is the family, and their perspectives are important in clinical decision-
making.* Multiple studies have provided evidence that a PFCC approach to care leads to better
health outcomes, greater patient and family satisfaction, decreased healthcare costs, and more
effective use of healthcare resources. >~

One study found that children receiving post-tonsillectomy care recovered faster and were
discharged earlier if their mothers were involved in their care.*> Additionally, another study
found that when parents of infants in the NICU received more PFCC they reported greater
satisfaction in the care they received, demonstrated increased competence and confidence in
caregiving, and were more willing to seek help from healthcare providers.*!° Prompted by the
accumulation of evidence-based reports of better outcomes correlating with PFCC, many
organizations and programs are encouraging and emphasizing the importance of PFCC.
Beginning in 1999, the National Institute for Children’s Healthcare Quality launched a program
dedicated to improving the quality of healthcare provided to children with a strong focus on
family participation by promoting evidence-based PFCC.* In 2001, the Institute of Medicine
released a report entitled “A New Health System for the 21st Century,” specifying six domains
for improvement of healthcare delivery, one of which is patient-centeredness.* Furthermore, the
National Patient Safety Foundation has prioritized the redesign of healthcare systems and
processes to promote PFCC in an effort to improve patient safety practices.*

Given the impact of PFCC on patient outcomes and satisfaction, in addition to the numerous
programs and organizations aimed towards increasing treatment with PFCC, further evaluation
of the implementation is warranted. With a better understanding of where PFCC is the most and
least successful, shortcomings and barriers to receiving PFCC treatment can be more readily
identified. Through recognition of these barriers, strategies may be proposed to increase PFCC
thereby increasing the quality of care and improving patient outcomes for the U.S. pediatric
population. Therefore, this study's primary objective was to determine which states had the
highest and lowest rates of parent-reported PFCC using data from the National Survey of
Children’s Health (NSCH).
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Methods

To assess the rates of PFCC in the United States by state, the researchers conducted a cross-
sectional analysis using data from the NSCH. The NSCH is a nationally representative dataset
collecting data annually by randomly sampling households from all fifty states and Washington
D.C. In each household, the survey is completed by a primary caregiver of one child aged 0-17
years. The survey is overseen by the US Census Bureau and funded by the Health Resources and
Services Administration’s Maternal and Child Bureau (HRSA MCHB). The survey captures
multiple features of a child’s life including their personal well-being and social determinants of
health such as access to quality healthcare, neighborhood, school, and social context.!! The study
used data from the 2020-2021 cycles.

Patient-and Family-Centered Care

To identify parent-reported rates of patient- and family-centered care researchers first used
survey questions which the NSCH defined as family-centered care. If the child had received
healthcare during the past 12 months, respondents would answer “always, usually, sometimes;
never,” to the following family-centered care survey questions:

“During the past 12 months, how often did this child's doctor or other healthcare providers spend
enough time with this child?”

“During the past 12 months, how often did this child's doctor or other health care providers listen
carefully to you?”

“During the past 12 months, how often did this child's doctors or other healthcare providers show
sensitivity to your family's values and customs?”

“During the past 12 months, how often did this child's doctor or other healthcare providers
provide the specific information you needed concerning this child?”

“During the past 12 months, how often did this child's doctor or other health care providers help
you feel like a partner in this child's care?”

The study expanded on the NSCH’s definition to additionally include NSCH-shared decision-
making survey questions. If the respondent answered “yes ” to the survey question, “During the
past 12 months, did this child need any decisions to be made regarding their health care, such as
whether to get prescriptions, referrals, or procedures,” respondents were directed to answer the
following three questions related to shared decision-making with “always; usually, sometimes;
never:

1. “During the past 12 months, how often did this child’s doctors or other health care providers

work with you to decide together which health care and treatment choices would be best for
this child?”
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2. “During the past 12 months, how often did this child's doctors or other health care providers
discuss with you the range of options to consider for their health care or treatment?”

3. “During the past 12 months, how often did this child's doctor or other healthcare providers
make it easy for you to raise concerns or disagree with recommendations for this child's
healthcare?”

State
The NSCH uses sociodemographic factors as screener variables to better categorize responses.

The study utilized the State Federal Information Processing System Code to define the State of
the child.

Statistical Analysis

Data from the 2020 and 2021 NSCH cycles was combined and the weights criteria were adjusted
as described within the methodology report.!? Patient-and family-centered care variables were
recorded numerically with 1 being never, 2 being sometimes, 3 being usually, and 4 being
always. Using this scale of 1-4 based on survey responses, the means of the two groups of
variables (family-centered care and shared decision-making) were calculated by state. Next, the
two groups were averaged together to get a final score—our PFCC index. The data was then
visualized into heat maps.

Results

The sample size (n) of our analysis for family-centered care was 77,122 representing a
population estimate of 56,815,692 children. Rates of family-centered care in the US ranged from
3.50-3.75 with an overall US average of 3.65 (SD=0.55). Figure 1 shows the rates of family-
centered care by state. The top 5 highest ranking states included: Rhode Island (M=3.75,
SD=1.10), Massachusetts (M=3.74, SD=0.44), Hawaii (M=3.73, SD=1.10 ), South Dakota
(M=3.72, SD=1.13), and Wisconsin (M=3.72, SD=0.72). The lowest 5 ranking states included:
Nevada (M=3.50, SD=0.86), Arizona (M=3.57, SD=0.50), New Mexico (M=3.58, SD=0.96),
Texas (M=3.60, SD=0.26), and California (M=3.60, SD=0.23).
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Figure 1. Family-Centered Care
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Among the sample size (n=22,294) representing a population of 15,243,434 children, shared
decision-making rates in the US ranged from 3.39-3.75 with an overall US average of 3.56
(SD=0.68). Figure 2 shows the rates of shared decision-making by state. The top 5 highest
ranking states included: Massachusetts (M=3.75, SD=0.43), Missouri (M=3.72, SD=0.45),
Rhode Island (M=3.70, SD=1.31), Kentucky (M=3.67, SD=0.67), and Mississippi (M=3.66,
SD=0.77). The lowest 5 ranking states included: Nevada (M=3.39, SD=0.93), New Mexico
(M=3.40, SD=1.23), Texas (M=3.43, SD=0.32), Arizona (M=3.48, SD=0.64), and California
(M=3.48, SD=0.30).



Figure 2. Shared Decision-Making
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By averaging the family-centered care and shared decision-making rates, the study found the
PFCC index to range from 3.45-3.74 with an overall US average of 3.59 (SD=0.58). The sample
size (n=22,703) represented a population of 15,100,741 for the study’s adapted definition of
PFCC. Figure 3 shows the rates of PFCC by state. The top 5 highest ranking states included:
Massachusetts (M=3.74, SD=0.01), Rhode Island (M=3.72, SD=0.04), Missouri (M=3.72,
SD=0.002), Kentucky (M=3.68, SD=0.02), and Hawaii (M=3.68, SD=0.08). The lowest 5
ranking states included: Nevada (M=3.45, SD=0.08), New Mexico (M=3.49, SD=0.13), Texas
(M=3.51, SD=0.12), Arizona (M=3.52, SD=0.07), and California (M=3.54, SD=0.08).



Figure 3. Patient and Family-Centered Care Index
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Supplemant 1.
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Discussion

Results from the study showed disparities in PFCC across the United States, with lower ratings
found in the Southwestern portion of the US and increasing ratings moving through the Central



region and into the Northeast. Massachusetts and Rhode Island were found to have the highest
rates of PFCC according to the study, and analysis of CDC data has also found these two states
to have the lowest rates of child mortality in the United States.!® Additionally, excluding
Kentucky, the five states with the highest rates of PFCC were found to have higher-than-average
child health status, while the opposite is true for the five states with the lowest rates of PFCC.!'
This information, when combined with the findings in the study, is suggestive of a relationship
between better patient outcomes, including improved morbidity and mortality, and PFCC. Many
studies have provided evidence of this relationship, in addition to increasing patient satisfaction
and cost savings.* Considering the impact PFCC has on child health outcomes, identifying
barriers to receiving PFCC is crucial.

Given the many influencing and complicated factors related to perceived care delivery
performance, there are a variety of system and individual factors that may affect PFCC scores.
While the results of this study cannot definitively determine why some states performed better
than others, previous research has identified a lack of adequate staffing, physician
communication skills, and time as barriers to the level of coordination required for patient-
centered care (PCC).!> However, when looking at system-level information that may influence
care delivery in underperforming states, one important factor identified within this study is the
number of board-certified pediatricians per 100,000 children. According to the American Board
of Pediatrics, Nevada is ranked 49th (38.2 per 100k), New Mexico 42nd (54.1 per 100k), Texas
39th (57.6 per 100k), and Arizona 37th (59.2 per 100k).'® This follows the general trends of
PFCC rankings across the US—with a notable exception being California (ranked 21st with 75.7
pediatricians per 100k children).!¢

When comparing the percentage of children in 2021 with an assigned medical home, Nevada
(33.2%), New Mexico (39.8%), Texas (42.7%), Arizona (46.9%), and California (42.4%) were
all below the national average of 47% which is consistent with the information reported by
caregivers in the NSCH.!” It is of interest that the majority of these states' child populations are
largely Hispanic, representing between 42%-62% of the population of children ages 0-18.'8
While ethnicity alone cannot determine the primary language for families, and certainly cannot
account for bilingual medical providers, the large proportion of Hispanic families in bottom-
performing states raises concerns that the added complexities of providing care to families with
limited English proficiency (LEP) may be hampering the ability of medical teams to provide
PFCC. Given that one of the known barriers to PFCC is perceived time, families with LEP may
be disproportionately impacted.?’ According to the 2019 American Community Survey, the
states with the highest percent of their population ages 5+ who spoke a language other than
English at home were California (44.5%), Texas (35.6%), New Mexico (34%), New Jersey
(32.2%), and Nevada (31.2%) — representing four out of the five states with the lowest PFCC.!
As such, future research should focus on the nativity and primary language of respondents to
determine if these factors may influence healthcare experiences for families who have limited
English proficiency.

Despite the federal right to language access for individuals with LEP through Title VI of the
Civil Rights Act, many healthcare providers are not aware of their responsibility or held
accountable through the enforcement of laws.?> Many states have passed additional laws
addressing language accessibility in the healthcare setting in an attempt to mitigate this gap in
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access to care. Interestingly, California—one of the states with the lowest rates of PFCC—has more
laws addressing language in the healthcare setting than any other state.”> However, further
investigation reveals considerable flaws in these policies. For example, SB 853: The Health Care
Language Assistance Act passed by the California Legislature only provides translated material
and language assistance for privately insured individuals.?? As such, this disproportionately
affects individuals of lower-income households using public health insurance like Medicare and
Medicaid. This is particularly concerning when 32% of 2020’s child enrollee population was
Hispanic.?® Furthermore, individuals without health insurance would also be omitted from this
law, with non-elderly American Indian and Alaskan Native and Hispanic individuals having the
highest rates of uninsured individuals at 21.2% and 19% respectively in 2021.2* This information
necessitates the re-evaluation of such laws and policies as they may not be reaching their
targeted populations.

Recommendations

In addition to a thorough evaluation of laws and policies in place to essentially promote PFCC,
an assessment of state programs designed to increase PFCC is necessary. The patient-centered
medical home (PCMH) healthcare delivery model was originally published by the American
Academy of Pediatrics in 1967 as an approach to managing the care of children with chronic
illnesses.>> Accordingly, it has been associated with effective chronic disease management,
increased patient and provider satisfaction, cost savings, improved quality of care, and increased
preventative care.?® While 42 states have enacted laws recognizing the PCMH model, only 20
require state health agencies or advisory councils to report to the state legislature on PCMH
performances.?® Of those 20, 16 had higher than average PFCC rates according to our study. As
this care delivery model has been proven to promote effective disease management and
improved patient and provider satisfaction through PFCC, more robust state requirements and
enforcement may further promote PFCC.

The Institute of Medicine’s definition of PCC highlights the importance of shared decision-
making, and numerous studies have shown that shared decision-making improves patients'
satisfaction and involvement with their healthcare.?’*® Massachusetts General, one of the
nation’s largest hospitals, was involved in the development of some of the first patient decision
aids created in efforts to promote shared decision-making in PCC.* These patient decision aids
come in the form of printed brochures, audio or video presentations, and interactive and web-
based materials.>® This, in addition to clinician training on how to use decision aids, has resulted
in high rates of PFCC in Massachusetts by helping patients become more involved and informed
about their health decision-making.?’ A study evaluating primary outcomes based on the
International Patient Decision Aid Standards found that the use of decision aids increased
participants’ knowledge, accuracy of risk perceptions, and congruency between informed values
and care choices compared to usual care.?! Seven states—Maine, Massachusetts, Minnesota,
Oregon, Vermont, Washington, and Wisconsin—have begun to promote shared decision-making
through the use of these patient decision aids in an attempt to increase PFCC.* These seven
states were all found to have above-average PFCC rates according to this study.
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Physician communication, language-concordant care, and cultural awareness

Provider communication skills play a crucial role in achieving patient and family understanding
and enabling shared decision-making that aligns with the patient’s goals.*> A majority of
currently practicing providers were not taught communication skills via a curriculum with
explicit role modeling or techniques and instead learned how to communicate through working
experience.’* Several studies have found providers to demonstrate the need for specific training
due to the use of medical jargon, blocking patient questions or concerns, and failing to recognize
social cues—when the patient is not following or is experiencing emotions from absorbing
information.*® The expansion of clinical education and standardized certification courses in
communication skills is one way to improve communication skills to provide patients with
quality PFCC. One study looking to increase interpersonal communication skills and
professionalism evaluated the effectiveness of Crucial Conversations™ — a standardized two-day
program designed to enhance individual skills in high-stakes dialogue.** They found that
implementation of the program significantly improved teamwork climate, safety climate, job
satisfaction, stress recognition, perceptions of management, and working conditions.>* Therefore,
the utilization of the same or similar programs in medical training or continued education may
improve provider communication skills and therefore perceived PFCC.

Although cultural competency is widely accepted in healthcare, many healthcare professionals
have difficulty providing culturally competent care.>> While there are policies in place for
culturally competent healthcare, there are no clear guidelines or recommendations to ensure
providers are knowledgeable or aware of the cultural needs of their diverse patients.>> Employing
key strategies at the individual, institutional, and structural levels are all necessary to promote
cultural competency and health equity, which contribute to PFCC. These strategies include the
production of a diverse workforce with robust professional development and training on
interpersonal racism and discrimination, and prioritizing research investigating cultural and
racial inequalities and the best practices to mitigate disparities.>® Additionally, working with and
designing solutions alongside patients and families with lived experiences and advocating for
policy reform to eliminate inequities is needed.*®

As previously discussed, access to language-concordant care may also play a significant role in
access to PFCC, and many healthcare providers need to be made aware of their responsibility
and held accountable for providing this basic need.?? While there are unique complexities to the
use of translation services within medical care, research still finds the use of professionally
trained medical interpreters to reduce communication errors, improve clinical outcomes, and
improve patient satisfaction.?” Development of nationally accepted and enforced guidelines for
the training and supply of trained medical interpreters is consequently needed. Further, holding
clinic and hospital administration accountable for enforcing these laws, and providing additional
time for language access during patient encounters may improve PFCC for individuals with LEP.

Lack of adequate staffing, time, and physician burnout

It is no surprise that inadequate staffing of health care providers may result in poor patient
outcomes and quality of care, regardless of the provider’s level of training. One study found that
higher staffing levels were associated with reduced medication errors, restraint use, infections,
and an overall decrease in the risk of in-hospital mortality by 14%.3® Inadequate staffing is also a
likely contributor to poor PFCC as it may decrease the desired amount of time spent with a
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health care provider while increasing patient wait times, and contributing to provider burnout and
compassion fatigue. The Association of American Medical Colleges (AAMC) released a study in
2017 that found the number of new physicians was not keeping pace with the demands of our
growing population.’® Therefore, it is predicted that by 2030 the US will face a shortage of
physicians between 40,900 and 104,900.%° Additionally, research shows that due to the COVID-
19 pandemic, US hospitals are now experiencing critical staffing shortages.*® For this reason, it
is understandable that from 2020 to 2021 there was a significant increase in the amount of
physicians experiencing burnout.*! For pediatricians specifically, there was a clinically
significant difference in pre- and post-pandemic emotional exhaustion scores with 35% of
participants meeting the cutoff for emotional exhaustion pre-pandemic compared to 63% post-
pandemic.*? Therefore, the AAMC’s prediction precludes an increase in PFCC in the upcoming
years. Furthermore, it anticipates poor patient outcomes and experiences as a result of the
cyclical nature of inadequate staffing contributing to time constraints and eventually, provider
burnout.

To address the potential barrier of inadequate staffing, and therefore time with patients, the
AAMC recommends a complex solution involving delivery innovations, team-based care, and
better use of technology.*® The use of telemedicine and virtual visits is one way that healthcare
providers have adapted through the COVID-19 pandemic to provide innovative care through the
use of technology. Before March 2020, the use of telemedicine in the United States, while on an
increasing trajectory, had overall low integration into healthcare due to various restrictions.*’
Due to the shelter-in-place orders and COVID-19 surges of infection, Congress made alterations
to Medicare restrictions and telemedicine regulations which resulted in a 766% increase in
telemedicine encounters throughout the first 3 months of the pandemic.** Telemedicine and
virtual visits have noteworthy feedback from patients, with one study finding 93.2% of
individuals reporting that their telemedicine visit was of high quality and 79.0% saying their
most recent virtual visit was as thorough as an in-person visit.** Continued adaptation and further
development of telemedicine and virtual healthcare may be necessary to fill the staffing gaps due
to provider shortages—particularly in underserved areas. Most importantly, to combat pediatric
provider shortages advocating for federal funding for residency positions and expansion of
medical school class sizes is necessary to train more physicians, as the AAMC recommends.*

Limitations and Future Research

One significant limitation of this study is that the NSCH relies on parental reporting which is not
independently verified and therefore can result in response bias. Additionally, the survey does
not include children in foster care or children who are experiencing homelessness. Therefore, the
survey may not be an accurate representation of the whole population. Furthermore, the survey
answers were obtained during the COVID-19 pandemic, which could produce incomplete or
inaccurate results. However, the survey does produce a robust sample size that the authors
believe minimizes these limitations. Future research based on this study should include
comparing the data obtained in rural versus urban communities as well as assessing the data from
a county or zip code level—which are not included in the publicly available NSCH data— to
better target specific areas that need improvement.
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Conclusion

Patient-and family-centered care is an essential approach to pediatric care and is vital to raising
healthy children. Previous research has identified individual factors including lack of adequate
staffing, physician communication skills, and time as barriers to receiving PFCC." This study
identified systemic level factors including the number of board-certified pediatricians per
100,000 children and limited English proficiency to be potential barriers to receiving PFCC.
Given these findings, more robust state requirements and enforcement of programs designed to
increase PFCC, including the PCMH care delivery model and patient decision aids are needed.
Furthermore, advocating for funding, policy change, and further training aimed towards
addressing the identified barriers is needed.
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