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Abstract Family-centered care (FCC) is a partnership

approach to health care decision-making between the family

and health care provider. FCC is considered the standard of

pediatric health care by many clinical practices, hospitals,

and health care groups. Despite widespread endorsement,

FCC continues to be insufficiently implemented into clinical

practice. In this paper we enumerate the core principles of

FCC in pediatric health care, describe recent advances

applying FCC principles to clinical practice, and propose an

agenda for practitioners, hospitals, and health care groups to

translate FCC into improved health outcomes, health care

delivery, and health care system transformation.
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rounds � Patient-centered care

Abbreviations

FCC Family-centered care

PCC Patient-centered care

FCR Family-centered rounds

CSHCN Children with special health care needs

MCHB Maternal and Child Health Bureau

AAP American Academy of Pediatrics

IPFCC Institute for Patient- and Family-Centered Care

Introduction

Family-centered care (FCC) has been described as a part-

nership approach to health care decision-making. As a

philosophy of care, FCC, and the related term patient-
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centered care (PCC), have been recognized by multiple

medical societies, health care systems, state and federal

legislative bodies, the Institute of Medicine, and Healthy

People 2020 as integral to patient health, satisfaction, and

health care quality [1–4].

FCC, however, is at a crossroads today. Fundamental

misunderstandings persist about what FCC is, how to

implement FCC, and how to determine the family-cen-

teredness of care. FCC cannot deliver on its promises

unless greater understanding and support for FCC are

achieved by health care providers. More than anything else,

FCC is an attitude change in the way clinical care is

delivered [5], as families-as-partners fundamentally chal-

lenge the care paradigm of unilateral responsibility for

decision-making.

This commentary on the state of FCC in child health

draws on the diverse clinical, research, and advocacy

experience of the authors. We highlight advances in FCC

practices in child health and suggest ways to advance the

state of FCC in pediatric health care.

What Is Family-Centered Care?

Family-centered care can be illustrated with the following

case:

Adam, age 5, was referred for a tracheostomy due to

chronic lung disease, vocal cord paralysis, and

recurrent aspiration. After Adam underwent surgery,

the tracheostomy tube dislodged 3 times during the

first night post-op. After the third dislodging, the tube

was sutured in place at the bedside. The suturing

caused Adam considerable pain. When the tube dis-

lodged yet again, the surgeon and the parents had a

team meeting to discuss possible options. The father

suggested to the surgeon that he would hold the tube

in place himself and keep Adam calm. After some

discussion, the surgeon agreed to place the trache-

ostomy again. Adam’s father held the tube in place

for 72 h, and the tracheostomy tube successfully held.

Family-centered care is commonly used to describe

optimal health care as experienced by families. The term is

frequently accompanied by terms such as ‘‘partnership,’’

‘‘collaboration,’’ and families as ‘‘experts’’ to describe the

process of care delivery [2, 6–8]. The true story of Adam

and his family (all names in this manuscript are changed)

demonstrates FCC at its best, with information sharing,

partnering, respect, and negotiation leading to a successful

outcome in a difficult clinical scenario. By itself, though,

the term FCC is non-specific and lends itself to wide

interpretation for implementation and measurement. Is

FCC simply asking families what they want to do? Is it

about family satisfaction, or quality health care? Ironically,

such misunderstandings about appropriate processes of

care can drive families and providers further apart [9, 10].

A consensus definition of FCC practices and actions has

not been achieved to date [7, 11]. However, considerable

agreement has been achieved on FCC principles, devel-

oped by groups such as Family Voices, the Maternal and

Child Health Bureau (MCHB), the American Academy of

Pediatrics (AAP), and the Institute for Patient- and Family-

Centered Care [2, 12, 13]. Table 1 lists the principles

developed by these groups. The following general princi-

ples are shared:

• Information Sharing: The exchange of information is

open, objective, and unbiased.

• Respect and Honoring Differences: The working rela-

tionship is marked by respect for diversity, cultural and

linguistic traditions, and care preferences.

• Partnership and Collaboration: Medically appropriate

decisions that best fit the needs, strengths, values, and

abilities of all involved are made together by involved

parties, including families at the level they choose.

• Negotiation: The desired outcomes of medical care

plans are flexible and not necessarily absolute.

• Care in Context of Family and Community: Direct

medical care and decision-making reflect the child

within the context of his/her family, home, school,

daily activities, and quality of life within the

community.

FCC principles are frequently aligned with a vision of

effective health care delivery. The AAP regards FCC as an

integral component of the medical home [14], and the

MCHB regards FCC as a core objective for care of children

with special health care needs (CSHCN) within state Title V

programs and Healthy People 2020 Objectives [15]. Ideally,

the principles drive our understanding of essential FCC

practices, but this is not always so, as we will discuss further.

A related term ‘‘patient-centered care’’ is frequently

used interchangeably with FCC. The Institute of Medicine

recognizes patient-centered care as one of the 6 central

aims for high quality health care, and in 2007, the Patient-

Centered Medical Home was affirmed by multiple groups

as the standard of health delivery [16]. Epstein and col-

leagues have articulated the importance of patient-centered

care, described as ‘‘the quality of interactions between

patients and clinicians,’’ to national health care policy and

reform [17]. However, we believe FCC is the term of

choice as it relates to pediatric care, when families are most

involved with their children. FCC moves beyond patient-

clinician interaction by considering the needs of all family

members, not just the child [18].
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How Did We Get Here? A History of Family-Centered

Care

Understanding FCC today requires a review of historical

developments. The first hospital to care exclusively for

children was the L’Hopital Des Enfants-Malades in Paris in

1802 [19] and, in the United States, the Children’s Hospital

of Philadelphia in 1855. Families in the hospital setting

were relegated to a visitor or attendant role [11]. In par-

allel, families of children with intellectual impairments

were encouraged to institutionalize their children at facil-

ities such as the Experimental School for Teaching and

Training Idiotic Children in Massachusetts [20].

Midway through the twentieth century, with the

increased recognition of child/family separation trauma in

the inpatient setting, hospital policies were altered to allow

for rooming-in, open visiting hours, sibling visits, and

accompanying children to surgeries [11]. Hospital inpatient

rounds, which had moved away from the bedside and to the

conference room [21], began to move back towards the

Table 1 Comparison of principles of family-centered care

Categories of

principles

MCHB [12] Institute for Patient- and

Family-Centered Care

(IPFCC) [13]

AAP [2] and IPFCC Joint

statement

Cronin/Shaller

[90]

Common principles

Information

sharing

Open and objective

communication and

information sharing

Information sharing:

complete and unbiased

information sharing that

is ‘‘affirming and useful’’

Sharing honest and

unbiased information in

ways ‘‘useful and

affirming’’

Free flow and

accessibility

of

information

Open and objective

information sharing

between families

and providers

Respect and

honoring

differences

All respect the skills and

expertise brought to

relationship

Honors cultural diversity

and family traditions

Dignity and respect: honor

patient and family

perspectives and choices,

including knowledge,

values, beliefs, and

cultural backgrounds

Respecting each child and

his or her family

Honoring racial, ethnic,

cultural, and

socioeconomic diversity,

and its effect on families

experience and perception

of care

Recognizing and building

on strengths of child and

family

Respect for

patient needs

and

preferences

Sensitivity to

nonmedical

and spiritual

dimensions

Mutual respect for

family preferences,

skills, and expertise

Sensitivity to cultural

and spiritual

dimensions

Partnership

and

collaboration

Families and professionals

work together in best

interests of child and

family, with child

assuming a partnership

role as s/he grows; there is

an individual and

developmental approach

Partnership between

families and professional

is the foundation of FCC

Participation: patients and

families encouraged and

supported in participating

in care and decision

making at the level they

choose

Collaborating with families

at all levels of health care,

in the care of child,

professional education,

policy making, and

program development

Support and facilitate

choice about approaches

to care and support

Providing/ensuring formal

and informal support for

patient and family at all

ages

Collaboration

and team

management

Education/

shared

knowledge

Partnership and

collaboration in

decision making,

meeting the the

needs, strengths,

values, and abilities

of all

Decisions are made

including families

at the level they

choose

Negotiation Participants make decisions

together

There is a willingness to

negotiate

Trust is acknowledged as

fundamental

Empowering families to

discover their own

strengths, build

confidence, and make

choices and decisions

about their health

Involvement

of family

and friends

Partnership and

collaboration

between team

members

Care in

context of

family and

community

Develops policies,

practices, and systems that

are family-friendly/

centered in all settings

Recognizes importance of

community-based services

Collaboration: patients and

families included on an

institution-wide basis on

program development,

implementation and

evaluation, facility

design, and professional

education

Flexibility in organization

policies, procedures, and

practices so services can

be tailored to needs,

beliefs, and cultural

values of child and family

Incorporation of

families at all levels

of care, including

encounter,

institution, and

policy settings
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bedside [22]. Family advocates played a large role in

changing hospital-based care for children and their fami-

lies, just as they were central to the process of promoting

the deinstitutionalization of children with intellectual and

other disabilities in their communities [23]. Family advo-

cates were essential to the passage of the first special

education law (P.L. 94–142) in 1975, the Early Interven-

tion ‘‘Part C’’ several years later, and the first Katie Beckett

Home and Community-Based Medicaid Waiver in 1982

that enabled many children and adults with disabilities and

chronic conditions to be cared for at home.

Family advocacy for children with special needs subse-

quently extended into the health care policy arena. With the

backing of family advocates, the MCHB and the US Surgeon

General sponsored several national conferences on children

with special health care needs in the mid-1980s [24]. Pedi-

atricians, researchers, and policymakers heard from families

who spoke about what it took to care for their children at

home; the importance of partnerships, trust, and respect with

their children’s health professionals; and the benefits of joint

decision-making. In 1987 the Surgeon General called for

‘‘coordinated, family-centered, community-based care for

children with special health care needs and their families’’

[25]. In 1989 the MCHB changed its mission to read:

‘‘Provide and promote family-centered, community-based,

coordinated care for children with special health care needs

and to facilitate the development of community-based sys-

tems of services for such children and their families’’ [15].

Starting in the 1990s, the MCHB supported medical

home learning collaboratives and the national grassroots

family network, Family Voices, leading to family-to-fam-

ily health information centers in every state. In 2001, the

Institute of Medicine named PCC as crucial for health care

quality [1], and by 2003, the AAP had incorporated FCC

into multiple policy statements and affirmed FCC as the

standard of health care for all children [2]. FCC and PCC

appear in Healthy People 2020 as key outcomes of CSHCN

receiving care in a ‘‘family-centered, comprehensive,

coordinated system’’ [4], and the Patient Protection and

Affordable Care Act calls for the establishment of a

Patient-Centered Outcomes Research Institute [26].

Where Are We Now? Applications of Family-Centered

Care

The presence of FCC at the highest policy level under-

scores the rising attention that FCC is receiving in clinical

settings. Implementation, advocacy, and policy of FCC can

be grouped into two settings: inpatient, exemplified by

family-centered rounds (FCR), and ambulatory, exempli-

fied by the Medical Home concept. The Medical Home

concept is, in turn, intertwined historically with the system

of care for CSHCN [27]. With different origins, opera-

tionalizing FCC in different settings has not always resul-

ted in similar applications and outcomes within the

inpatient and ambulatory settings.

The Inpatient Setting

Family-centered rounds (FCR) [28] are described as

‘‘interdisciplinary work rounds at the bedside in which

patient and family share in the control of the management

plan’’ [29]. In 2003, the AAP recommended that ‘‘con-

ducting attending physician rounds (i.e., patient presenta-

tions and rounds discussions) in the patients’ rooms with

the family present should be standard practice’’ [2]. Family

presence alone is considered insufficient, as family mem-

bers must participate in the discussion and decision-mak-

ing; at its best, the presence and participation of families

promotes the FCC principles of Information Sharing,

Partnership and Collaboration, and Negotiation. Specifics

about roles and responsibilities of families can be unclear,

however [18], which may tie directly into how well FCR

addresses the principles of Respect/Honoring Differences

and Care in the Context of Family and Community. Fam-

ilies have expressed a strong preference for FCR as

80–95% of families prefer teaching and care discussions to

occur at the bedside [30–33].

Almost one-half of pediatric hospital medicine groups

now use FCR [34]. FCR is also regarded as an important

component of medical education. Concern has been raised

by medical students and residents, in response to the per-

ception that families are uncomfortable and that FCR

undermines the learners’ credibility [35–37]. However,

FCR may actually enhance learners’ credibility with fam-

ilies, and experienced residents cite benefits of communi-

cation and teamwork [35, 38–40]. Sir William Osler,

distinguished physician and educator, noted in 1903 that ‘‘it

is a safe rule to have no teaching without a patient for a

text, and the best teaching is that taught by the patient

himself’’ [41].

Some hospital systems also incorporate families at dif-

ferent levels of clinical care and education on a formal,

systematic basis. Specific examples include family advi-

sory boards and family/peer support groups, family pre-

sentations on care experiences at Grand Rounds, and hiring

family members as consulting staff to specific programs.

Hospitals that incorporate experienced family leaders as

peer consultants or staff generally have already existing

successful family advisory boards or peer support groups.

The Ambulatory Setting

In contrast to the inpatient setting, ambulatory encounters

have no accepted, well-developed intervention such as
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bedside rounds in the inpatient setting. Accordingly, the

inpatient setting tends to lead development of FCC initia-

tives [42, 43]. However, FCC is recognized as the standard

of care in all ambulatory settings, including primary care

[44], specialty care [7], emergency care [45], and chronic

care [46]. This recognition has led to much discussion

about FCC, but fewer concrete initiatives, particularly

when compared to the inpatient setting.

Operationalizing FCC in the ambulatory setting revolves

around the Medical Home concept, which specifies that care

for all children should be accessible, coordinated, compre-

hensive, family-centered, culturally competent, continuous,

and compassionate [14]. The roots of the Medical Home lie

in improving care for CSHCN [27], which may explain why

so many tenets appear to focus on the child with special

needs. However, FCC principles in the ambulatory setting

are often described in terms of individual encounters. The

MCHB conceptualizes FCC through 6 specific provider

actions: (1) whether the health providers spent enough time,

(2) listened carefully, (3) were sensitive to family values and

customs, (4) provided specific information when needed, (5)

made the parent feel like a partner in care, and (6) provided a

language interpreter, if needed [47]. These concepts directly

refer to the FCC principles of Information Sharing, Respect/

Honoring Differences, Partnership, and Care in Context of

Family and Community, although Negotiation is not directly

referenced.

Recommended FCC practices in the emergency room

address patient flow, assuring family presence, providing

care coordination, and improving communication [45].

Specific actions or training that operationalize these prin-

ciples are less well-described; a blueprint that led to

negotiation in a situation like our sample case report, Adam

and his family, is not part of the recommended FCC

practices.

Also less described is how FCC principles translate into

optimal longitudinal care [14, 44]. The simple act of

maintaining continuity of care, highly valued by families

[48], is associated with optimal ambulatory care outcomes

[49–51] and may serve as the foundation of longitudinal

family-centered care. Family roles and needs evolve during

a relationship, particularly in chronic care as the family

becomes increasingly educated about a condition [52].

Over time, family trust of the provider may wax and wane

[53], but little guidance exists to consistently improve and

practice trust, partnership, and FCC.

Other FCC ambulatory practices are directed towards

non-encounter, primary care-based services that address

identified family needs. Examples include care coordina-

tion with subspecialists and community-based services [54,

55], family education and assistance [56, 57], and the use

of parent advisers in quality improvement initiatives [58].

Similar practices have been reported in subspecialty fields,

such as child development and rehabilitation medicine [7].

Grass-roots, family-led groups such as Family Voices and

the Institute for Patient- and Family-Centered Care (for-

merly the Institute for Family-Centered Care) have devel-

oped several ambulatory initiatives. The Family-to-Family

Health Information Centers, initiated by Family Voices and

funded by the MCHB, provide education and resources to

families and providers of CSHCN. Education and resources

are achieved through one-on-one counseling, conferences,

and direct training seminars [59].

Evidence suggests, however, that family needs are fre-

quently not met in the ambulatory setting. In primary care,

many families report not discussing desired topics on

development and behavior [60–62]. Families of children

with chronic or complex conditions report multiple unmet

needs on information and physician collaboration [9, 10],

specifically on community services, condition understand-

ing, and networking [63, 64]. Families and physicians often

have different expectations about how families can best be

assisted [63]. Cultural differences may account for addi-

tional variation, particularly from immigrant families with

different medical experiences [65, 66].

Does Family-Centered Care Help? Current Evidence

While seemingly intuitive that addressing family needs

improves health care and outcomes, the evidence to support

this is surprisingly scant. High quality evidence is neces-

sary to drive changes in the health care system and policies

that facilitate the practices that have been presented.

Studies examining family roles and levels of involve-

ment within health care found that the strongest evidence

for efficacy of FCC is in efficient use of resources and

supporting health/mental health/well-being, and to a lesser

extent in transition and cost containment [67, 68]. Limi-

tations include a paucity of studies that isolated family-

centeredness within a broader study, the lack of clarity of

how FCC is operationalized, and most importantly, the

absence of studies that include all the principles of FCC.

On the inpatient side, families specify that rounds are

better when a nurse is present, when the family is intro-

duced and involved in the discussion, and when medical

terminology is avoided or interpreted [22, 28, 30, 31, 33,

35, 69]. Despite the scarcity of accepted FCR measures,

studies report that FCR may increase family understanding

and sharing in decision-making, and their sense of respect

from the medical team [22, 35, 38, 69, 70]. FCR may

increase providers’ sense of teamwork, and from 45–90%

of the time, generate new, previously unknown information

from the family [22, 35, 38, 69, 70].

Additional reviews suggest benefits from family-cen-

tered interventions. Patient-focused interventions support
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health literacy and self-management [71], and consumer

involvement results in relevant information gain [72]. One

review found that patient-centered care may lead to

empowerment and improved self-management [5]. Two

additional studies found that such an approach may trans-

late into improved child health and behavior [73, 74].

What Are the Barriers to Family-Centered Care?

We feel that there are 3 main barriers to FCC: (1) under-

standing of FCC, (2) support for practices, and (3) high-

quality research that can guide hospitals, health systems,

and policy makers.

Understanding Family-Centered Care

Ambiguity remains on what specific actions constitute

FCC, on both the level of provider and patient. Some

providers consider FCC as delegating more responsibility

to families for care and decision making than families

desire [9, 10]. The MCHB construct of FCC does not offer

a blueprint for practical provider action. In addition,

focusing on encounter-based provider behavior does not

always address the context of the community and the

system of care.

Families do express a desire for partnership and joint

decision-making and not necessarily increased responsi-

bility and autonomy [75]. However, families also may not

understand what they can and should expect in a partner-

ship. Parents consistently rate high levels of satisfaction

with a sense of partnership in a variety of child health care

settings [76–78], even as subjective descriptions of care are

far less satisfactory [9, 10]. This discrepancy may reflect a

ceiling effect of expectations; many parents may not know

they can expect care, information, and decision-making on

shared terms. Racial/ethnic differences and language dis-

parities within FCC [66] suggest additional communication

barriers that impede partnership building.

Support for Practices

Barriers to substantive partnering include inadequate or

changing insurance coverage, and family financial diffi-

culties and employment constraints [79]. These barriers

erode continuity of care that comprises the base of FCC.

Considerable time and repeated visits with providers may

be needed to build family support and partnering [68, 80,

81]. Reimbursement policies do not adequately support

physician time and effort required to develop partnerships

[80, 82, 83] putting motivated practitioners at risk for

diminished reimbursement.

Research

Research is hampered by a lack of true validated measures

and outcome measures for FCC. The lack of adequate

research has been noted previously [84]. Measures that

assess family impressions of care fall short in correlating

specific actions with overall health and outcomes. The

Measure of Processes of Care, a scale developed in the

1990s that evaluates the family-centeredness of services,

has been largely used only for children with neurodevel-

opment conditions [85]. An index of family-centeredness

based on the Consumer Assessment of Healthcare Pro-

viders and Systems survey has been used in national sur-

veys [86, 87]. The AAP and Family Voices recently

developed a FCC index modeled after the Medical Home

Index to be used in practice assessment [88]. This tool asks

providers to reflect on the family centeredness of care and

ways to improve that care [89]. Outcome studies on FCC

need to demonstrate that improvements resulting from FCC

are not confused with other, concomitant-occurring non-

FCC improvement initiatives.

Moving Forward

The advance of inpatient care demonstrates that transfor-

mation to a fully family-centered system of care can begin

with small changes. However, system-level changes must

occur to enable providers and families to engage in infor-

mation-sharing and decision-making, creating the partner-

ship that leads to improved outcomes. We recommend:

1. The principles of FCC should be acknowledged and

actively incorporated within all clinical care delivery

and practice guidelines. Where evidence exists, rec-

ognized FCC care practices should be followed. Where

no evidence exists, particularly in the ambulatory

setting, families and providers should lead and cham-

pion care delivery redesign that considers the needs of

families [7]. Examples include shared decision mak-

ing, trained language interpreter services, open sched-

uling, and families as partners in policy-making and

facility redesign.

2. FCC principles are best learned through daily exposure

and practice. Language should be respectful, care plans

should be made jointly, and clinical decisions should

consider the context of the family and community.

These recommendations particularly apply to educa-

tors. As the current generation of trainees is taught the

principles of FCC, learns the skills and ethics required,

and experiences the benefits, the system will be more

quickly impacted as this generation moves into

practice and positions of leadership.
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3. Specific FCC practices, such as family presence at

bedside rounds or procedures, should be implemented

and evaluated as part of quality improvement projects.

Such practices should be linked with measurable,

controlled outcomes.

4. Measurement and evaluation tools for FCC should be

developed and validated. The tools should have high

enough standards that are linked to positive health

outcomes and not only to parent satisfaction. Appro-

priate process measures may include family input,

provider name recognition by families, and reduction

of unmet needs. Research should examine expectations

for long-term health care savings, contributions to

society, improvements in health and quality of life, and

patient satisfaction. All may be acceptable in lieu of

short-term cost neutrality or savings.

5. Institutions should be familiar with all FCC principles

and integrate families in high-level planning and

design before the FCC label is applied to any health

care initiative or process. FCC is a continuum of

provider partnership and behavior. Accordingly, we

cannot at this time recommend a threshold for when

the FCC label is used by governing bodies or public

relations.

6. Increases in external resources for care reform and

system changes, specifically targeting FCC, should be

offered. Ongoing education of legislators, policymak-

ers, and funding agencies should raise awareness of the

short- and long-term value of FCC as the standard for

clinical care and within health care systems. Providers

can team with family advocacy groups to advance the

importance of FCC education and research.

7. Payment and reimbursement policies should recognize

the time necessary to engage in FCC. Examples include

the time needed for information sharing through coun-

seling in-person or on the phone, care coordination, and

other areas of family support. The upfront costs of

reimbursing FCC practices may lead to more efficient

and streamlined health care use overall for individual

practices, hospitals, and health care systems.

It is our intent that this paper represents the beginning of

a focused discussion, increased awareness, and support for

FCC initiatives across the pediatric health spectrum.
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