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Background—~Patient- and family-centered care (PFCC) has the potential to address disparities

in access and quality of healthcare for African American pediatric asthma patients by
accommodating and responding to the individual needs of patients and families.

Study Objectives—To identify and evaluate research on the impact of family—provider
interventions that reflect elements of PFCC on reducing disparities in the provision, access,
quality, and use of healthcare services for African American pediatric asthma patients.

Methods—Electronic searches were conducted using PubMed, CINAHL, and Psycinfo
databases. Inclusion criteria were peer-reviewed, English-language articles on family—provider
interventions that (a) reflected one or more elements of PFCC and (b) addressed healthcare
disparities in urban African American pediatric asthma patients (<18years).

Results—Thirteen interventions or programs were identified and reviewed. Designs included
randomized clinical trials, controlled clinical trials, pre-and post-interventions, and program
evaluations.

Conclusions—Few interventions were identified as explicitly providing PFCC in d pediatric
asthma context, possibly because of a lack of consensus on what constitutes PFCC in practice.
Some studies have demonstrated that PFCC improves satisfaction and communication during
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clinical interactions. More empirical research is needed to understand whether PFCC interventions

reduce care disparities and improve the provision, access, and quality of asthma healthcare for

urban African American children.

Electronic databases used—PubMed, CINAHL, and PsyclInfo

Keywords

patient and family centered care; asthma; healthcare disparities; African American

Recommendations from the Institute of Medicine (IOM)! Committee on the Consequences
of Uninsurance, Health insurance is a family matter and other national organizations?3
strongly advocate for children in the United States to have equal and consistent access to
quality healthcare. An IOM 2001 report* further mandates that healthcare in the 215t
Century “should not vary in quality because of [patients] personal characteristics.”
However, minority children are at greater risk for poor oral and medical health, have less
access to care, and have less utilization of medical and dental services, underscoring the
existing racial and ethnic disparities in “access, use, and patient experience of care” in our
current pediatric healthcare system.8

Patient- and Family-Centered Care

A patient and family centered care (PFCC)1 approach has been widely endorsed as an
optimal framework to improve the quality of current healthcare in the United States.*7—°
The I0OM's 2001 report, “Crossing the Quality Chasm,” included patient-centeredness as one
of six key principles to guide reform of the current healthcare system. Broadly defined,
PFCC is an approach to the “planning, delivery, and evaluation of healthcare,”19 which
recognizes the pivotal and equal role of patients and families in healthcare partnerships.1!
An integral part of this process is being responsive to the individual preferences, needs,
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values, and cultural traditions of patients and their families.*” This individualized approach
is theorized to equalize the amount, type, and quality of healthcare provided; ensure equal
access and opportunity for quality care; and increase patients' use of available services
through the development of “mutually beneficial partnerships.”4-10

To date, studies have examined how using a PFCC approach with patients and families
influences perceptions of the care during the clinical interaction (e.g., trust, satisfaction with
provider, patient-provider communication).12-14.15.16 However, the existing literature is
limited in that changing patients' perception of the quality of care a/one does not offer
sufficient evidence that PFCC changes disparities in care. It is not clear how—or if—using
PFCC influences the quality of care, access to care, or use of services. In short, it is possible
that PFCC could ensure equal and consistent access to quality healthcare for all patients;
however, there is no empirical evidence to date that PFCC doesaccomplish this goal. Thus,
there is clearly a need to better understand the extent to which using PFCC practices in
family-provider interactions might reduce healthcare disparities in the amount, type, and
quality of care provided; the access to care; and the use of care services.

Asthma is an exemplar for examining the influence of PFCC practices on health outcomes in
children. While asthma affects children of all races and ethnicities, poor urban children and
African American children share a disproportionate burden of this
iliness.17,18,19,20,21,22,23,24,25-28,29 Asthma is the most common chronic condition among
children under age 18, affecting 7.1 million children in the United States.30 In the last
decade alone, the prevalence of asthma has increased 42% with the average death rate
increasing by 40%.31 African American children not only have a higher prevalence of
asthma relative to whites32 but also have higher rates of ED visits and hospitalizations, are
less likely to have an asthma management plan, and are more likely to have the severity of
their asthma underestimated by a physician,18:33,34,35-38,39,40-42,43,44

The disparities in access, care, and use of services between African American and white
pediatric asthma patients suggest the need for interventions focused on reducing disparities
in care.b Life-course theories of illness suggest that intervening to reduce and manage
childhood illness has the potential to reduce disparities and improve health outcomes across
every future life stage.#>46.47.48 From a public health perspective the potential of improving
the health of African Americans across the lifespan is a strong incentive to develop
interventions that fulfill the IOM's mandate of providing equal and consistent access to
quality healthcare for all children regardless of race or ethnicity.1—3

The strong advocacy for PFCC as a means to improve the quality of healthcare in this
country*7-9 suggests pairing a PFCC approach with an intervention to reduce healthcare
disparities in pediatric asthma. In theory, interventions based on building partnerships with
parents, open communication and collaboration, shared and informed decision-making, and
active participation should effect the amount, type, and quality of care provided; the
accessibility and type of care available; and the uptake and use of available healthcare
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services.*10 Thus, interventions using a PFCC approach may be one avenue to reduce
disparities in care.

The purpose of this literature review is to identify and evaluate existing empirical research
on the impact of family-provider interventions or programs using PFCC practices on
reducing disparities in the “access, use, and patient experience” of asthma care for urban
African American children.

Search Strategy

Our review was guided by the PRISMA statement.4® We conducted our review of existing
literature using PubMed (1966-2011), CINAHL (1981-2011), and PsycInfo (1987-2011).
Primary search terms included controlled vocabulary and key word searches for (astfima)
paired with terms to identify (patient and family centered care), (healthcare disparities), and
(African American) populations. Variations in search terms were determined by the specific
indexing requirements of each database. The search strategy for each database is in
Appendix 1.

Study Selection

Inclusion Criteria

Patient- and Family-Centered Care—OQur first inclusion criterion was that studies
needed to clearly reflect core elements of PFCC. Attempts to operationalize PFCC in order
to identify studies showed how widely definitions of this concept varied. For the purposes of
this study, we drew on definitions from national organizations®°0:51,52,53,54-56,57,58,59 g
research review articles®0:61 to create an gperationalization of PFCC (see Table 2).

An initial search of the literature found no interventions or programs that (a) were explicitly
identified as based on PFCC principles and (b) had the goal of reducing disparities in
pediatric asthma care. As a result, we modified this first inclusion criterion to include any
family-focused intervention that incorporated one or more PFCC elements, which we
broadly defined as “family involvement in the planning, delivery, or management of care.”

Intervention Studies—Our second inclusion criterion was studies testing the effects of
interventions or programs that used PFCC elements to reduce healthcare disparities in
pediatric asthma care. Initially, this review sought to identify only those interventions with
randomized clinical trials (RCT) or controlled clinical trial (CCT) designs as they are
considered the “gold standard” of empirical research designs. However, our review identified
several other study designs (i.e., program evaluations, surveys), which we elected to include
in the review because of their potential contribution as empirical studies.

PFCC Outcomes—Our third inclusion criterion was studies needed to have at least one
clinical care outcome We looked to the existing literature on PFCC to operationalize what
outcomes would be used to assess the impact of PFCC practices on quality of care. Many
outcomes have been proposed®®:62:63.64 (see Table 3). While families' perceptions of the
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clinical interaction (e.g., trust, satisfaction with provider) are an important measure of
PFCC,12-1415.16 (and likely related to clinical outcomes), changes in the clinical interaction
or features of the interaction alone do not offer sufficient evidence that PFCC reduces
disparities in care. Therefore, this review did not include studies that used “parent
satisfaction with care” (or similar outcomes related to the clinical interaction) as their only
outcome measure.

Other inclusion criteria were: (a) published in an English language peer-reviewed journal,
(b) conducted in the United States; (c) focused on children with asthma < 18 years old; and
(d) sample included at least 25% African American children. Studies excluded were: (a)
unpublished dissertation or thesis work; and (b) studies conducted in countries other than the
United States.

As shown in Table 1, a total of 233 studies were identified, which after de-duplication,
yielded 231 unique articles. To identify additional studies that might meet inclusion criteria,
we also searched the bibliographies of included articles. All identified articles were imported
into and organized using EndNote X68° software. The first author (FKH) screened the titles
and abstracts of all identified articles to determine inclusion. Questions about inclusion were
discussed and resolved in discussions with two other authors (TLA, SE).

Thirteen studies met the inclusion criteria and are included in this review. The following data
were extracted from each study: sample characteristics, type of study design, purpose of
study, PFCC principles used, and key findings (see Table 4). Seven studies were randomized
controlled trial designs (RCT), one was a controlled clinical trial (CCT), three evaluated the
effects of pre- and post-interventions, and two studies were program evaluations. The
number of PFCC elements reflected in each intervention or program ranged from 3-6 (out of
a possible 7) elements.

Of the 13 studies, eight evaluated interventions or programs to improve the asthmatic child's
home environment. Morgan et al.5¢ conducted an RCT in a sample of 937 children
(approximately 60% low income, 40% AA, 44% Hispanic) recruited from 7 cities in the
United States: The 1-year intervention was an individualized, home-based educational
program designed to reduce children's exposure to allergens and environmental (i.e.,
secondhand) tobacco smoke (ETS) within the family. The intervention was delivered in 6
content modules by research staff during 5 home visits with families. Results showed
intervention children had fewer symptom days and greater declines in levels of home
allergens than control children. An RCT of a similar educational intervention by Wilson and
colleagues8” also showed decreases in acute service rates; intervention children were less
likely than control children to have multiple asthma-related ED visits. Lower urine cotinine
levels and more home smoking restrictions were also noted in intervention children but the
difference was not statistically significant.

A multi-site RCT by Evans et al.%8 evaluated an individualized family-based intervention,
which was designed to reduce asthma symptoms, in a sample of 1033 children with
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moderate or severe asthma (approximately 75% AA, 67% low-income). The number and
length of contacts with families was tailored to the family's baseline asthma risk profile (i.e.,
higher risk = more contacts). Intervention content focused on asthma education (e.g.,
physiology, triggers, ETS), asthma management strategies, and family-provider
communication. Parents attended two asthma education groups and had individual sessions
with a trained asthma counselor. Families were also given referrals to resources as needed
(e.g., smoking cessation, psychological and social issues). Results showed intervention
children had fewer symptom days and hospitalizations than control children, and even more
encouraging, maintained these gains for a second year without active intervention.

Walders and colleagues®® conducted an RCT of an interdiscplinary team intervention
consisting of a treatment plan, asthma education, 24-hour access to a nurse, and problem-
solving therapy. The study sample, recruited from an urban pediatric hopsital, was 175
families of children with uncontrolled asthma (85% AA). Although groups showed no
differences in asthma symptoms post-intervention, intervention families used significantly
fewer healthcare services for acute asthma episodes than control families (28% v 41%,
respectively). Both intervention and control families received a written treatment plan and
basic asthma education, which may account for a symptom reduction in both groups.
However, intervention families also received a cognitive-behavioral problem-solving
session, which may have yielded more effective responses to acute episodes, thereby
reducing the number of ED visits relative to control families.

A prospective RCT by Teach et al.”? tested the effectiveness of an urban ED follow-up
clinic, which provided individualized treatment plans and education to asthmatic children
(N=488) and their families (86% AA, 9% Hispanic). At 6-month follow-up, compared to
control children, intervention children had significantly fewer unscheduled visits to acute
care facilities (including the ED), higher levels of medication adherence, and more positive
quality of life outcomes.

Stout et al.”! conducted an evaluation of a family-based, coordinated-care program in which
a community-based lay person worked with families and a team of providers (physicians,
pharmacists, nurses) to implement asthma treatment plans. The intervention, which
emphasized working within each family's unique social environment, included home visits
and clinic visits. The program was piloted with 23 urban, low-income children with
moderate to severe asthma. Medical data abstracted from charts showed children had fewer
hospitalizations, ED visits, and unscheduled visits and more scheduled (“well”) clinic visits
after participating in the program. Parents who participated in the program also reported
greater knowledge of asthma (e.g., triggers, symptoms, environmental factors) and greater
perceived control in caring for their child.

Using chart reviews, Navaie-Waliser et al.”2 evaluated the impact of a home-health nurse
program on asthma outcomes in approximately 1000 urban-dwelling children (25% AA).
The program consisted of home-based educational and clinical care components. At entry
into the program, the majority of parents had “inadequate” knowledge about asthma
physiology, asthma-related symptoms, triggering factors, correct use of medication, and
strategies to manage their children's asthma (e.g., nebulizers, inhalers). Although the number
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of parents with “adequate” knowledge increased after participation in the program, almost
25% of parents were considered to have “inadequate” knowledge. Further, 75% of children
were discharged from the program without any further follow-up, suggesting that gaps in
care persisted even with the program.

Of the 13 studies included in the review, four studies evaluated the economic impact of
PFCC pediatric asthma programs. Greineder and colleagues’ evaluated an outreach
program in a sample of 57 children (60% AA, 12% Hispanic, 4% Asian). Intervention
children had fewer ED visits, fewer hospitalizations, and fewer out-of-plan care visits than
control children, which represented a cost savings of $11.67 for every dollar of an
intervention nurse's salary. In a CCT, Szelc et al.”* evaluated the financial impact of a
comprehensive asthma intervention (parent education, tertiary clinic care, asthma outreach
nurse) in a sample of 78 children (94% AA) with Medicaid. Children were alternately
assigned into control or intervention groups. On average, intervention children had fewer ED
visits (1.7 versus 2.4 visits) and hospitalizations (0.2 versus 0.5 admissions per year) than
control children. Intervention children also had greater reductions in average care costs per
year ($721 versus $178) compared to children in the control group.

A study conducted at an urban children's hospital in the Midwest’® evaluated a family-based
inpatient asthma service, which was designed to address the medical and social needs of
families and coordinate referrals for follow-up care and family education. Findings showed
that, relative to previous years, the service decreased the length of hospital stays (i.e., 0.5
days per admission) and reduced annual costs by $300,000 for the hospital. Additional
benefits were improved family understanding and care coordination. Although conducted
almost 10 years ago, and likely there have been advances in asthma education and
prevention since that time, even a portion of these cost savings would translate into a
significant financial benefit in the current economy.

Finally, Sullivan et al.”8 conducted a multi-site RCT 68 to evaluate the cost-effectiveness of a
pediatric asthma intervention (environmental control and educational program). Results
showed similar cost benefits to Szelc et al.”* with intervention children having fewer
symptoms days than control children. The program cost for each symptom-free day per child
was $9.20. Considering the inpatient and/or outpatients costs of treating a child with an
asthma exacerbation, a cost of approximately $10 per child per day represents a substantial
costs savings. Evaluating the economic impact and cost savings of pediatric interventions
and programs is an understudied but nevertheless key outcome. Interventions that are costly
and/or fail to reduce service utilization have little promise of providing practical benefit or
application in underserved areas.

Discussion

Summary of Evidence

The studies in this review featured programs that focused on one (or all) of three elements:
asthma education, asthma management, and coordination of care (e.g., referrals, family-
provider communication, and continuity in care): Some programs were home-based and
designed to reduce children's exposure to allergens and ETS, while others focused on
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modifying elements of inpatient or ED visits. Positive outcomes of programs included fewer
symptom days, unscheduled visits, and ED admissions, and cost savings as a result of
reduced service use. Increased parent knowledge about asthma and asthma management
strategies and reduced child exposure to environmental asthma triggers were also positive
outcomes. Support was found for interventions, including written treatment plans, monthly
phone calls to families, and content tailored to a child's individual risk profile and/or family
circumstances. In particular, behavioral or cognitive-behavioral approaches, which
emphasize teaching strategies and problem-solving skills to parents, seemed beneficial in
preventing escalation of symptoms, thereby reducing utilization of acute care services. Also
beneficial were asthma “counselors” who worked with families to coordinate care, facilitate
family-provider communication, and provide referrals (e.g., smoking cessation, mental
health).

As a whole, the studies in this review had a number of methodological strengths, including
multi-site data collection, large sample sizes, intention-to-treat analyses, and follow-up
assessments over time. The majority used RCT or CCT designs,56.67.68.69,70,73,74.76 \yhjch
provide the most stringent test of intervention effects, and therefore, yield the strongest
empirical support. At the same time, some studies had methodological weaknesses,
including small sample sizes, high rates of missing data, lack of baseline data for
comparison, lack of comparison group, and limited or no statistical analyses. However,
perhaps the biggest weakness in these studies and the broader body of existing research is a
lack of consensus about how to conceptualize and measure a PFCC approach to care. With
rare exception, there were few explicit references to PFCC. Of those studies that mentioned
using a PFCC approach, there was no consistency in how PFCC was defined or what
practices were included. A comparison of definitions of PFCC used by national
organizations that advocate for a PFCC approach to healthcare8:62.63 generated a list of
almost 30 different core elements used to define and operationalize
PFCC.4:50,51,52,53,54-56,57,58,77 Thys, while research on PFCC over the past 10 years has
evolved, confusion persists about how to operationalize PFCC.60.61 There is little consensus
on how to define PFCC as an approach and an equal amount of confusion about how to
select and/or define appropriate outcomes to test the effectiveness of a PFCC approach.

More critically, this review highlights the relative paucity of empirical research on the effect
of PFCC interventions on reducing disparities in healthcare outcomes in urban African
American children with asthma. Despite broadening inclusion criteria to studies using at
least one PFCC practice, only 13 empirical studies outcomes were identified. Several studies
have addressed the question of when healthcare providers use PFCC and with which
patients, and others have demonstrated the impact of PFCC on satisfaction and
communication during clinical interactions.15:16.78.79 For example, a mixed method study by
Wissow et al.1 found that a provider's use of “patient-centered” communication with
children in the ED elicited a 5-fold increase in “talk” with children, more parent
communication, and higher parent ratings of information exchange and partnership with
providers. However, studies such as these do not address whether PFCC influences
outcomes beyond the clinical interaction. Thus, it remains unclear how—or //—using PFCC
influences, for example, access to or use of services.
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Conclusions

Recommendations from the Institute of Medicine! Committee on the Consequences of
Unmsurance, and other national organizations?3 strongly advocate for all children in the
United States to have equal access to consistent quality healthcare. Sadly, the divide between
the ideal and current levels of access to quality healthcare for children in this country
remains vast. Data from national surveys show low-income families and families of ethnic/
racial minorities are less likely than white families to have an established source of
healthcare.89:81 A lack of consistent care is especially problematic for asthma patients as
routine care and prevention is the key to successful management of the condition.3°

PFCC is theorized to equalize access to care by responding to the individual needs of
patients and families and developing “mutually beneficial partnerships,”’” thereby reducing
disparities in the amount, type, and quality of care provided; the access to care; and the
uptake and use of available healthcare services.#10 Yet the benefit of a PFCC approach to
pediatric asthma care remains speculative given the lack of empirical evidence that a PFCC
approach reduces disparities in healthcare. Although there have been major strides in
including families in care decisions in the past 10 years, it is unclear whether these
partnerships are focused more on streamlining the care process or whether parents are equal
shareholders in the planning, decision making, and treatment of their child.

Thus, the existing research in this area fails to shed light on the most relevant question: Does
PFCC reduce disparities in the quality of care, access to care, or service utilization in
African American children with asthma? In short, while it is possible that a PFCC approach
to care could ensure equal and consistent access to quality healthcare, there is no empirical
evidence to date that PFCC does in fact accomplish this goal.

This review suggests more empirical research is needed to understand whether PFCC
interventions reduce disparities and improve the provision, access, and quality of asthma
healthcare for urban African American children. To this end, first, we need a clear and
concise definition of what constitutes PFCC. Second, we need studies that examine the
effect of PFCC practices on clinical outcomes (e.g., symptom-free days, inpatient
admissions and acute care visits) over and above the effect on clinical interactions. Third, we
need studies that provide evidence of the economic benefit and cost savings of using a PFCC
approach. Although understudied, the effect on service utilization is nevertheless a key
consideration in evaluating intervention effectiveness. Empirical studies that address these
critical questions about the value of PFCC as an approach to reducing healthcare disparities
will be a significant contribution to the pediatric asthma literature.
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Appendix 1 - Search Strategy for Each Database

PubMed (Search dates 1966 to August 9, 2011)2

1.

(((*Asthma”’[Mesh]) OR

“Asthma, Aspirin-Induced”’[Mesh]) OR

“Asthma, Exercise-Induced”[Mesh]) OR “Status Asthmaticus”’[Mesh]
(“African Continental Ancestry Group” [Mesh]) OR
“African Americans”’[Mesh] OR

blacks OR

African

land 2

(“Family Nursing” [Mesh]) OR

“Patient-Centered Care”[Mesh] OR

“family centered” OR

“patient and family centered”

National Library of Medicine Topic Specific Query: Healthcare disparities and
Minority Health ((delivery of healthcare[MeSH:NoExp] OR

health behavior [MH] OR

health knowledge, attitudes, practice [MH] OR
health services accessibility [MH] OR
health services, indigenous [MH] OR

mass screening [MH] OR

mass screening [TIAB] OR

mass screenings [TIAB] OR

health inequality [TIAB] OR

health inequalities [TIAB] OR

health inequities [TIAB] OR

health inequity [TIAB] OR

health services needs and demand [MH] OR

patient acceptance of healthcare [MH] OR

2|n PubMed [TIAB] means search for that term in the title and abstract. Most terms were searched both as a MeSH (medical subject

heading, indicated by MH) term and with the [TIAB] designation. As this was a Topic Specific Query developed by the National
Library of Medicine, the single and plural versions of many of the terms were spelled out.
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patient selection [MH] OR

quality of healthcare [MAJR:NoExp] OR
quality of life [MH] OR

quality of life [TIAB] OR

social disparities [TIAB] OR

social disparity [TIAB] OR

social inequities [TIAB] OR

social inequity [TIAB] OR
Socioeconomic Factors [MAJR] OR
socioeconomic factor [TIAB] OR
socioeconomic factors [TIAB])

AND

(African American [TIAB] OR

African Americans [TIAB] OR

African ancestry [TIAB] OR

African Continental Ancestry Group [MH] OR
AIAN [TIAB] OR

American Native Continental Ancestry Group [MH] OR
Asian continental ancestry group [MH] OR
Asian [TIAB] OR

Asians [TIAB] OR

black [TIAB] OR

blacks [TIAB] OR

Caucasian [TIAB] OR

Caucasians [TIAB] OR

diverse population [TIAB] OR

diverse populations [TIAB] OR
environmental justice [TIAB] OR

ethnic group [TIAB] OR

ethnic groups [MH] OR

ethnic groups [TIAB] OR

ethnic population [TIAB] OR
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ethnic populations [TIAB] OR
ghetto [TIAB] OR

ghettos [TIAB] OR

Hispanic [TIAB] OR

Hispanics [TIAB] OR

Indian [TIAB] OR

Indians [TIAB] OR

Latino [TIAB] OR

Latinos [TIAB] OR

Latina [TIAB] OR

Latinas [TIAB] OR

medically underserved area [MH] OR
minority group [TIAB] OR
minority groups [MH] OR
minority groups [TIAB] OR
minority population [TIAB] OR
minority populations [TIAB] OR
Native American [TIAB] OR
Native Americans [TIAB] OR
Oceanic Ancestry Group [MH] OR
pacific islander [TIAB] OR
pacific islanders [TIAB] OR
people of color [TIAB] OR
poverty area [MH] OR

poverty area [TIAB] OR
poverty areas [TIAB] OR

rural health [MH] OR

rural health [TIAB] OR

rural health services [MH] OR
rural population [MH] OR

rural population [TIAB] OR

rural populations [TIAB] OR
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slum [TIAB] OR

slums [TIAB] OR

urban health [MH] OR

urban health servicesfMH] OR
urban population [MH] OR
urban population [TIAB] OR
urban populations [TIAB] OR
vulnerable populations [MH] OR
vulnerable population [TIAB] OR
vulnerable populations [TIAB] OR
white [TIAB] OR

whites [TIAB])

OR

(ethnic disparities [TIAB] OR
ethnic disparity [TIAB] OR
healthcare disparities [TIAB] OR
healthcare disparity [TIAB] OR
health disparities [TIAB] OR
health disparity [TIAB] OR
health status disparities [MH] OR
healthcare disparities [MH] OR
healthcare disparities [TIAB] OR
healthcare disparity [TIAB] OR
minority health [MH] OR
minority health [TIAB] OR
racial disparities [TIAB] OR
racial disparity [TIAB] OR

racial equality [TIAB] OR

racial equity [TIAB] OR

racial inequities [TIAB] OR
racial inequity [TIAB]))

land5
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Page 14

6 and 2

Limits to 7: English, All Child: 0-18 years

CINAHL (Search dates 1981 to August 9, 2011)3

1. ((MH “Asthma”) OR (MH “Asthma, Exercise-Induced”) OR (MH *Status
Asthmaticus”)) OR asthma*

2. (MH “Blacks”)

3. “african american” OR african OR “people of color”

4. slum OR urban OR vulnerable OR ethnic OR minority OR poverty OR ghetto

5. disparit* OR “minority health” OR inequit* OR equit* OR equalit*

6. 2,3,0r4

7. 1,5,and 6

8. (MH “Social Justice”) OR (MH “Health Care Delivery”) OR (MH “Quality of
Health Care”) OR (MH “Health Services Accessibility”) OR (MH “Direct Access™)
OR (MH “Gatekeeping”) OR (MH “Health Services Needs and Demand”) OR
(MH “Medically Underserved Area”) OR (MH “Health Behavior”) OR (MH
“Health Knowledge”) OR (MH “Attitude to Health”) OR (MH “Attitude to
IlIness”) OR (MH “Health Services, Indigenous™”) OR (MH “Health Services for
the Indigent”) OR (MH “Health Screening”) OR (MH “Patient Selection”) OR
(MM “Socioeconomic Factors+”) OR (MH “Quality of Life™)

9. 1,6,and8

10. 7or9

11. Limits to 10: English Language; Age Groups: Fetus, Conception to Birth, Infant,
Newborn: birth-1 month, Infant: 1-23 months, Child, Preschool: 2-5 years, Child:
6-12 years, Adolescent: 13-18

12. MH family centered care OR MH patient centered care OR MH family nursing OR
“family centered” OR “patient centered” OR (“family and patient centered”)

13. 11and 12

14, 10 and 12

15. 1,6,and 12

13,14, 0r 15

3In CINAHL and PsyclInfo, the MH designation indicates a medical heading, which in some cases is slightly different than in
PubMed. The PubMed terms and search strategy were followed as closely as possible. Further, CINAHL and Psycinfo use an asterisk
(*) to truncate a term such that it searches all variations of the word. An * it indicates that both the singular and plural of the term was

searched.
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PsycINFO (Search dates 1987 to August 9, 2011)3

References

1.

1. ((MH “Asthma”) OR (MH “Asthma, Exercise-Induced”) OR (MH “Status
Asthmaticus”)) OR asthma*

2. “african american” OR african OR “people of color” OR black*

3. slum OR urban OR vulnerable OR ethnic OR minority OR poverty OR ghetto OR
“medically underserved” OR diverse

4. disparit* OR “minority health” OR inequit* OR equit* OR equalit* OR
discrimination

5. “Social Justice” OR “Health Care Delivery” OR “Quality of Health Care” OR
“Health Services Accessibility” OR “Direct Access” OR “Gatekeeping” OR
“Health Services Needs and Demand” OR “Medically Underserved Area” OR
“Health Behavior” OR “Health Knowledge” OR “Attitude to Health” OR “Attitude
to Illness” OR “Health Services, Indigenous” OR “Health Services for the
Indigent” OR “Health Screening” OR “Patient Selection” OR “Socioeconomic
Factors” OR “Quiality of Life”

6. “family centered care” OR “patient centered care” OR “family nursing” OR
“family centered” OR “patient centered” OR “family and patient centered

7. 2,30r4
8. 1,6,and7
9. land6

Institute of Medicine, Committee on the Consequences of Uninsurance. Health insurance is a family
matter. Washington, D.C.: National Academy Press; 2002.

. American Academy of Pediatrics, Committee MHIfCWSNPA. Policy Statement: Organizational

Principles to Guide and Define the Child Health Care System and/or Improve the Health of All
Children. Pediatrics. 2004; 113(5):1545-1547. [PubMed: 15121924]

. National Association of Pediatric Nurse Practitioners. NAPNAP Position Statement on Pediatric

Health Care/Medical Home: Key Issues on Delivery, Reimbursement, and Leadership. Journal of
Pediatric Health Care. 2009; 29:23A-24A.

. Institute of Medicine. Crossing the Quality Chasm: A New Health System for the 21st Century.

Washington, DC: 2001.

. Agency for Healthcare Research and Quality. [Accessed May 5, 2013] National Healthcare

Disparities Report: Summary. 2004. http://www.ahrq.gov/qual/nhdr03/nhdrsum03.htm

. Flores G, Tomany-Korman SC. Racial and ethnic disparities in medical and dental health, access to

care, and use of services in US children. Pediatrics. Feb; 2008 121(2):e286-298. [PubMed:
18195000]

. American Academy of Pediatrics, Committee on Hospital Care. Family-Centered Care and the

Pediatrician's Role. Pediatrics. Sep 1; 2003 112(3):691-696. 2003. [PubMed: 12949306]

. Clayton JM, Hancock KM, Butow PN, et al. Clinical practice guidelines for communicating

prognosis and end-of-life issues with adults in the advanced stages of a life-limiting illness, and
their caregivers. Med J Aust. Jun 18; 2007 186(12 Suppl):S77, S79, S83-108. [PubMed: 17727340]

. Schor EL. Family pediatrics: report of the Task Force on the Family. Pediatrics. Jun; 2003 111(6 Pt

2):1541-1571. [PubMed: 12777595]

J Natl Med Assoc. Author manuscript; available in PMC 2016 June 10.


http://www.ahrq.gov/qual/nhdr03/nhdrsum03.htm

1duosnuen Joyiny 1duosnuey Joyiny 1duosnue Joyiny

1duosnuen Joyiny

Harper et al.

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24,

25.

26.

217.

28.

29.

30.

Page 16

Institute for Family-Centered Care. [Accessed October 26, 2009] What is Patient-and Family-
Centered Care?. 2009. http://www.familycenteredcare.org/pdf/CoreConcepts.pdf

Bowden, V.; Greenberg, C. Pediatric Nursing Procedures. 1st. Philadelphia: Lippincott Williams-
Wilkins; 2003.

Freeman K, O'Dell C, Meola C. Issues in families of children with brain tumors. Oncol Nurs
Forum. Jun; 2000 27(5):843-848. [PubMed: 10868395]

Britto MT, DeVellis RF, Hornung RW, DeFriese GH, Atherton HD, Slap GB. Health care
preferences and priorities of adolescents with chronic illnesses. Pediatrics. 2004; 114(5 Part 1):
1272-1280. [PubMed: 15520107]

Flynn LL, McCollum J. Support for rural families of hospitalized infants: the parents' perspective.
Child Health Care. Winter;1993 22(1):19-37. [PubMed: 10125239]

Wissow LS, Roter D, Bauman LJ, et al. Patient-provider communication during the emergency
department care of children with asthma. The National Cooperative Inner-City Asthma Study,
National Institute of Allergy and Infectious Diseases, NIH, Bethesda, M.D. Med Care. Oct; 1998
36(10):1439-1450. [PubMed: 9794338]

Wissow LS, Larson SM, Roter D, et al. Longitudinal care improves disclosure of psychosocial
information. Arch Pediatr Adolesc Med. May; 2003 157(5):419-424. [PubMed: 12742876]

Tartasky D. Asthma in the inner city: a growing public health problem. Holistic nursing practice.
1999; 14(1):37. [PubMed: 12119979]

Akinbami, LJ.; Moorman, JE.; Liu, X. National health statistics reports. Vol. 32. Hyattsville, M.D.:
National Center for Health Statistics; 2011. Asthma prevalence, health care use, and mortality:
United States, 2005-2009.

Williams S, Sehgal M, Falter K, et al. Effect of asthma on the quality of life among children and
their caregivers in the Atlanta Empowerment Zone. J Urban Health. Jun; 2000 77(2):268-279.
[PubMed: 10856008]

Halterman JS, Yoos HL, Conn KM, et al. The impact of childhood asthma on parental quality of
life. J Asthma. Sep; 2004 41(6):645-653. [PubMed: 15584314]

Williams DM. Considerations in the long-term management of asthma in ambulatory patients.
American journal of health-system pharmacy. 2006; 63(10_supplement_3):S14-S21. [PubMed:
16679425]

Schmier JK, Manjunath R, Halpern MT, Jones ML, Thompson K, Diette GB. The impact of
inadequately controlled asthma in urban children on quality of life and productivity. Annals of
allergy, asthma & immunology : official publication of the American College of Allergy, Asthma,
& Immunology. Mar; 2007 98(3):245-251.

Haselkorn T, Lee JH, Mink DR, Weiss ST. Racial disparities in asthma-related health outcomes in
severe or difficult-to-treat asthma. Annals of Allergy, Asthma & Immunology. 2008; 101(3):256—
263.

Gunier RB, H A, von Behren J, Reynolds P. Traffic Density in California: Socioeconomic and
Ethnic Differences among Potentially Exposed Children. Journal of Exposure Analysis and
Environmental Epidemiology. 2003; 13:240-246. [PubMed: 12743618]

Chakraborty JZP. Children at Risk: Measuring Racial/Ethnic Disparities in Potential Exposure to
Air Pollution at School and Home. Journal of Epidemiology and Community Health. 2007;
61(12):1074-1079. [PubMed: 18000130]

Green RS, S S, Kim JJ, McLaughlin R, Ostro B. Proximity of California Public Schools to Busy
Roads. Environmental Health Perspectives. 2004; 112:61-66. [PubMed: 14698932]

Apelberg BJ, B T, White RH. Socioeconomic and Racial Disparities in Cancer Risk from Air
Toxics in Maryland. Environmental Health Perspectives. 2005; 113(6):693-699. [PubMed:
15929891]

American Lung Association. State of Lung Disease in Diverse Communities 2010. Washington,
DC: 2010.

Third National Health and Nutrition Examination Survey. 2008. http://www.cdc.gov/nchs/nhanes/
nhanes_products.htm

Bloom B, Cohen RA, Freeman G. Summary health statistics for U.S. children: National Health
Interview Survey, 2009. Vital Health Stat. 2010; 10(247)

J Natl Med Assoc. Author manuscript; available in PMC 2016 June 10.


http://www.familycenteredcare.org/pdf/CoreConcepts.pdf
http://www.cdc.gov/nchs/nhanes/nhanes_products.htm
http://www.cdc.gov/nchs/nhanes/nhanes_products.htm

1duosnue Joyiny 1duosnuey Joyiny 1duosnue Joyiny

1duosnuen Joyiny

Harper et al.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

44,

45.

46.

47.

48.

49.

50.

51.

Page 17

Marwick C. Helping city children control asthma. JAMA. May 21; 1997 277(19):1503-1504.
[PubMed: 9153351]

Centers for Disease Control and Prevention. National Health Interview. In: National Center for
Health Statistics. , editor. Analysis performed by American Lung Association Research and
Program Services using SPSS and SUDAAN software. 2008.

National Institutes of Health, National Institute of Allergy and Infectious Diseases. [Accessed June
23, 2011] Asthma A Concern for Minority Populations. Oct. 2001 http://www.niaid.nih.gov/
factsheets/asthma.htm

Akinbami, L. Advance data from vital and health statistics. Vol. 381. Hyattsville, M.D.: National
Center for Health Statistics; 2006. The State of childhood asthma, United States, 1980-2005.

Ray NF, Thamer M, Fadillioglu B, Gergen PJ. Race, income, urbanicity, and asthma hospitalization
in California: a small area analysis. Chest. May; 1998 113(5):1277-1284. [PubMed: 9596306]
Lozano P, Connell FA, Koepsell TD. Use of health services by African-American children with
asthma on Medicaid. JAMA. Aug 9; 1995 274(6):469-473. [PubMed: 7629955]

Carr W, Zeitel L, Weiss K. Variations in asthma hospitalizations and deaths in New York City. Am
J Public Health. Jan; 1992 82(1):59-65. [PubMed: 1536336]

Schleicher NC, Koziol JA, Christiansen SC. Asthma mortality rates among California youths. J
Asthma. May; 2000 37(3):259-265. [PubMed: 10831150]

Piper CN, E K, Glover S, Baek JD. Racial Influences Associated with Asthma Management
Among Children in the United States. Ethnicity and Disease. 2008; 18(2):225-227. [PubMed:
18507278]

Okelo SO, Wu AW, Merriman B, Krishnan JA, Diette GB. Are physician estimates of asthma
severity less accurate in black than in white patients? Journal of general internal medicine. Jul;
2007 22(7):976-981. [PubMed: 17453263]

Wolfenden LL, Diette GB, Krishnan JA, Skinner EA, Steinwachs DM, Wu AW. Lower physician
estimate of underlying asthma severity leads to undertreatment. Archives of internal medicine. Jan
27; 2003 163(2):231-236. [PubMed: 12546615]

Krishnan JA, Diette GB, Skinner EA, Clark BD, Steinwachs D, Wu AW. Race and sex differences
in consistency of care with national asthma guidelines in managed care organizations. Archives of
internal medicine. Jul 9; 2001 161(13):1660-1668. [PubMed: 11434799]

Rance K, O'Laughlen M, Ting S. Improving asthma care for African American children by
increasing national asthma guideline adherence. J Pediatr Health Care. Jul-Aug;2011 25(4):235-
249. [PubMed: 21700138]

Diette GB, Rand C. The contributing role of health-care communication to health disparities for
minority patients with asthma. Chest. Nov; 2007 132(5 Suppl):802S-809S. [PubMed: 17998344]
Cheng TL, Dreyer BP, Jenkins RR. Introduction: Child health disparities and health literacy.
Pediatrics. Nov; 2009 124(3):S161-162. [PubMed: 19861466]

Braveman P, Barclay C. Health disparities beginning in childhood: a life-course perspective.
Pediatrics. Nov; 2009 124(3):S163-175. [PubMed: 19861467]

American Lung Association. Too Many Cases, Too Many Deaths: Lung Cancer in African
Americans. 2010

National Center for Health Statistics. Centers for Disease Control and Prevention. National Vital
Statistics Reports. Deaths: Final Data for 2006. Apr 17.2009 57 2009.

Moher D, Liberati A, Tetzlaff J, Altman DG. Preferred Reporting items for Systematic Reviews
and Meta-Analyses: The PRISMA Statement. Annals of Internal Medicine. 2009; 151(4):264-269.
[PubMed: 19622511]

Maternal and Child Health Bureau, Division of Services for Children with Special Needs.
[Accessed May 18, 2010] Definition of Family-Centered Care and Principles of Family-Centered
Care for Children. 2005. http://www.neserve.org/maconsortium/pdf/Medical%20Home/
Family_Centered_Care.pdf2010

National Partnership for Women & Families. [Accessed January 12, 2010] Principles for Patient
and Family Centered Care: The Medical Home from the Consumer Perspective. Consumer
Advocate Guides. 2010. http://www.nationalpartnership.org/site/DocServer/Advocate_Toolkit-
Consumer_Principles_3-30-09.pdf?docID=48212010

J Natl Med Assoc. Author manuscript; available in PMC 2016 June 10.


http://www.niaid.nih.gov/factsheets/asthma.htm
http://www.niaid.nih.gov/factsheets/asthma.htm
http://www.neserve.org/maconsortium/pdf/Medical%20Home/Family_Centered_Care.pdf
http://www.neserve.org/maconsortium/pdf/Medical%20Home/Family_Centered_Care.pdf
http://www.nationalpartnership.org/site/DocServer/Advocate_Toolkit-Consumer_Principles_3-30-09.pdf?docID=4821
http://www.nationalpartnership.org/site/DocServer/Advocate_Toolkit-Consumer_Principles_3-30-09.pdf?docID=4821

1duosnue Joyiny 1duosnuey Joyiny 1duosnue Joyiny

1duosnuen Joyiny

Harper et al.

52.

53.

54.
55.

56.

57.
58.
59.

60.

61.

62.
63.

64.

65.
66.

67.

68.

69.

70.

71.

72.

73.

Page 18

The Commonwealth Fund. [Accessed May 5, 2013] Patient-Centered Coordinated Care Program.
2010. http://www.commonwealthfund.org/Content/Program-Areas/Patient-Centered-Coordinated-
Care.aspx

Institute for Healthcare Improvement. [Accessed December 3, 2009] Improving the Patient
Experience of Inpatient Care. 2008. http://www.ihi.org/IHI/Topics/PatientCenteredCare/
PatientCenteredCareGeneral/EmergingContent/
ImprovingthePatientExperienceoflnpatientCare.htm

The Joint Commission. Helping Health Care Organizations Help Patients. Washington, DC: 2010.
National Patient Safety Foundation. National Agenda for Action: Patients and Families in Patient
Safety Nothing About Me, Without Me. 2003

Family Voices. Family Voices. [Accessed January 12, 2010] 2009. http://www.familyvoices.org/
info/about.php2010

The Picker Institute and Planetree. Patient-Centered Care Improvement Guide. Camden, ME: 2008.
Vermont Oxford Network. Family-Centered Care Map. Vol. 2010. Vermont Oxford Network; 2010.
American Academy of Pediatrics, Committee on Hospital Care, Care IfP-aF-C. Patient- and
Family-Centered Care and the Pediatrician's Role. Pediatrics. 2012; 129(2):394-404. [PubMed:
22291118]

MacKean GL, Thurston WE, Scott CM. Bridging the divide between families and health
professionals' perspectives on family-centred care. Health Expect. Mar; 2005 8(1):74-85.
[PubMed: 15713173]

Hutchfield K. Family-centred care: a concept analysis. Journal of Advanced Nursing. 1999; 29(5):
1178-1187. [PubMed: 10320502]

Coulter, A.; Ellins, J. Patient-focused interventions: A review of the evidence. Oxford: 2006.
Health Resources and Services Administration MaCHB. , editor. United States Department of
Health and Human Services. The Health and Well-Being of Children: A Portrait of States and the
Nation 2007. Rockville, M.D.: United States Department of Health and Human Services; 2009.
Hinds PS, Oakes LL, Hicks J, et al. “Trying to be a good parent” as defined by interviews with
parents who made phase |, terminal care, and resuscitation decisions for their children. J Clin
Oncol. Dec 10; 2009 27(35):5979-5985. [PubMed: 19805693]

Endnote X6. 2012 computer program.

Morgan WJ, Crain EF, Gruchalla RS, et al. Results of a home-based environmental intervention
among urban children with asthma. N Engl J Med. Sep 9; 2004 351(11):1068-1080. [PubMed:
15356304]

Wilson SR, Yamada EG, Sudhakar R, et al. A controlled trial of an environmental tobacco smoke
reduction intervention in low-income children with asthma. Chest. Nov; 2001 120(5):1709-1722.
[PubMed: 11713157]

Evans |, Richard, Gergen PJ, Mitchell H, et al. A randomized clinical trial to reduce asthma
morbidity among inner-city children: Results of the National Cooperative Inner-City Asthma
Study. The Journal of Pediatrics. 1999; 135(3):332-338. [PubMed: 10484799]

Walders N, Kercsmar C, Schluchter M, Redline S, Kirchner HL, Drotar D. An interdisciplinary
intervention for undertreated pediatric asthma. Chest. Feb; 2006 129(2):292-299. [PubMed:
16478844]

Teach SJ, Crain EF, Quint DM, Hylan ML, Joseph JG. Improved asthma outcomes in a high-
morbidity pediatric population: results of an emergency department-based randomized clinical
trial. Arch Pediatr Adolesc Med. May; 2006 160(5):535-541. [PubMed: 16651498]

Stout JW, White LC, Rogers LT, et al. The Asthma Outreach Project: a promising approach to
comprehensive asthma management. J Asthma. 1998; 35(1):119-127. [PubMed: 9513591]
Navaie-Waliser M, Misener M, Mersman C, Lincoln P. Evaluating the needs of children with
asthma in home care: the vital role of nurses as caregivers and educators. Public Health Nursing.
2004; 21(4):306-315. [PubMed: 15260835]

Greineder DK, Loane KC, Parks P. A randomized controlled trial of a pediatric asthma outreach
program. J Allergy Clin Immunol. Mar; 1999 103(3 Pt 1):436-440. [PubMed: 10069877]

J Natl Med Assoc. Author manuscript; available in PMC 2016 June 10.


http://www.commonwealthfund.org/Content/Program-Areas/Patient-Centered-Coordinated-Care.aspx
http://www.commonwealthfund.org/Content/Program-Areas/Patient-Centered-Coordinated-Care.aspx
http://www.ihi.org/IHI/Topics/PatientCenteredCare/PatientCenteredCareGeneral/EmergingContent/lmprovingthePatientExperienceofInpatientCare.htm
http://www.ihi.org/IHI/Topics/PatientCenteredCare/PatientCenteredCareGeneral/EmergingContent/lmprovingthePatientExperienceofInpatientCare.htm
http://www.ihi.org/IHI/Topics/PatientCenteredCare/PatientCenteredCareGeneral/EmergingContent/lmprovingthePatientExperienceofInpatientCare.htm
http://www.familyvoices.org/info/about.php
http://www.familyvoices.org/info/about.php

1duosnuen Joyiny 1duosnuey Joyiny 1duosnue Joyiny

1duosnuen Joyiny

Harper et al.

74.

75.

76.

77.

78.

79.

80.

81.

82.

83.

84.

85.

Page 19

Szelc Kelly C, Morrow AL, Shults J, Nakas N, Strope GL, Adelman RD. Outcomes Evaluation of
a Comprehensive intervention Program for Asthmatic Children Enrolled in Medicaid. Pediatrics.
May 1; 2000 105(5):1029-1035. 2000. [PubMed: 10790458]

Ebbinghaus S, Bahrainwala AH. Asthma management by an inpatient asthma care team. Pediatr
Nurs. May-Jun;2003 29(3):177-183. [PubMed: 12836993]

Sullivan SD, Weiss KB, Lynn H, et al. The cost-effectiveness of an inner-city asthma intervention
for children. J Allergy Clin Immunol. Oct; 2002 110(4):576-581. [PubMed: 12373264]

Engebretson J, Mahoney J, Carlson ED. Cultural Competence in the Era of Evidence-Based
Practice. Journal of Professional Nursing. 2008 Jun; 24(3):172-178. [PubMed: 18504032]

Stevens GD, Mistry R, Zuckerman B, Halfon N. The parent-provider relationship: does race/
ethnicity concordance or discordance influence parent reports of the receipt of high quality basic
pediatric preventive services? J Urban Health. Dec; 2005 82(4):560-574. [PubMed: 16221918]

Wissow LS, Roter D, Larson SM, et al. Mechanisms behind the failure of residents' longitudinal
primary care to promote disclosure and discussion of psychosocial issues. Arch Pediatr Adolesc
Med. Jul; 2002 156(7):685-692. [PubMed: 12090836]

Shi L, Stevens GD. Disparities in access to care and satisfaction among U.S. children: the roles of
race/ethnicity and poverty status. Public Health Rep. Jul-Aug;2005 120(4):431-441. [PubMed:
16025723]

Zeni MB, Sappenfleld W, Thompson D, Chen H. Factors associated with not having a personal
health care provider for children in Florida. Pediatrics. Feb; 2007 119(1):S61-67. [PubMed:
17272587]

Evans R 3rd, Gergen PJ, Mitchell H, et al. A randomized clinical trial to reduce asthma morbidity
among inner-city children: results of the National Cooperative Inner-City Asthma Study. J Pediatr.
Sep; 1999 135(3):332-338. [PubMed: 10484799]

Greineder DK, Loane KC, Parks P. Reduction in resource utilization by an asthma outreach
program. Arch Pediatr Adolesc Med. Apr; 1995 149(4):415-420. [PubMed: 7704170]

Rich M, Lamola S, Amory C, Schneider L. Asthma in life context: Video Intervention/Prevention
Assessment (VIA). Pediatrics. Mar; 2000 105(3 Pt 1):469-477. [PubMed: 10699095]

Rich M, Lamola S, Gordon J, Chalfen R. Video intervention/prevention assessment: a patient-

centered methodology for understanding the adolescent illness experience. J Adolesc Health. Sep;
2000 27(3):155-165. [PubMed: 10960213]

Abbreviations

AA African American

CCT Controlled clinical trial

ED Emergency Department

ETS Environmental tobacco smoke
FCC Family Centered Care

PFCC Patient and Family Centered Care
RCT Randomized, controlled trial

J Natl Med Assoc. Author manuscript; available in PMC 2016 June 10.



1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuep Joyiny

Harper et al.
Table 1
Search Results According to Database
Database Total No. of Citations
PubMed 182
CINAHL 14
PsycINFO 37
Total before de-duplication 233
Total after de-duplication 231
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Table 2
Definitions Used in the Review

Patient and Family Centered Care (PFCC) Practices

. Recognizes the family as central to and/or the constant in the child's life and as the primary source of strength and support for the
child

. Acknowledges the uniqueness and diversity of children and families;

. Acknowledges the expertise that parents bring to the process of care-giving level

. Encourages open communication, co-operation, and collaboration between families and health-care providers

. Facilitates family-to-family support and provides families with the physical and emotional support needed to meet their needs

. Actively involves families in decisions about their child's care and provides families with information to enable informed decision
making

. Encourages and negotiates parents' participation and role in the physical aspects of care for their child

Patient and Family Centered Care (PFCC) Outcomes

. Clinical care process. features directly related to the patient-physician clinical encounter (e.g., patient-provider communication,
amount of information provided)

. Clinical care outcomes. results or effects of clinical care process (e.g., change in service utilization and cost of care)

Health care Disparities

Differences in the “access, use, and patient experience of care by racial, ethnic, socioeconomic, and geographic groups”

J Natl Med Assoc. Author manuscript; available in PMC 2016 June 10.



1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuep Joyiny

Harper et al.

Table 3

Outcomes of PFCC58626364

General Area

Outcomes

Health care utilization

Length of open claims
Number of admissions
Number of hospitals days
Emergency department visits
Use of pain medication

Rate of hospice/home care use

Medication adherence

Health care costs

Infection rates
Medication errors
Adherence to medications
Litigation/settlements
Cost to patients

Days lost from work/school

Patient and Family Experience

Patient/family satisfaction

Likelihood of recommending hospital to others

Patient-reported symptoms

Patient functional ability

Overall rating and perceptions of care

Quality of patient and family communication with healthcare providers
Degree to which patients felt informed by medical staff

Use of appropriate language

Appropriate support received to meet needs

Patient and Family Knowledge

Understanding of condition and treatment options

Health literacy (understanding and recall of information)

Staff

Attitudes, perceptions, and beliefs regarding PFCC
Self-efficacy in providing care

Knowledge and understanding of PFCC principles
Respect for parent decisions

Providing cultural sensitive care
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