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Abstract 

As we move into the 21st century, calls for a major paradigm shift in health care have 

become more widespread. This shift is characterized by an increasingly widespread belief 

that patients not diseases must be the focus of health care. Despite the amount written 

about client and family-centered care, there are three major problems identified in the 

literature that have serious implications for practice. These are: confusion around the 

concept of client-centered care, confusion about implementation, and the lack of a client 

perspective. The purpose of this study was to begin to begin to address these gaps through 

the development of a substantive theory of client-centered care. 

The nature of this research question was well suited to naturalistic inquiry, and grounded 

theory was the type of qualitative research used to address the research question posed. 

The focus for this research was a client population served by a regional health authority in 

Canada, specifically families whose children had a diagnosis of Down syndrome or 

somewhere on the autism spectrum, and/or whose children are or had been involved 

recently in a preschool assessment and therapy or infant therapy program through preschool 

treatment services at the children's hospital. Focus group and individual interviews were 

conducted with parents of these children and with the health care providers working with 

them. 

A substantive theory of family-centered care was developed. The six major categories 

comprising this theory are: competent health care providers, competent families, competent 

systems, intermediate outcomes, ultimate outcomes, and the systemic and societal context 

within which health care and related services are provided to these children and families. 

The sub-categories and properties comprising these categories are described, and the 

relationships within and between the categories are explained. Finally, this paper discusses 

in some depth the systemic and societal context within which health care and related 

services is provided and outlines some suggestions for continuing research. 
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CHAPTER ONE: INTRODUCTION 

I. Historical Context 

A paradigm shift 

The latter part of the 20th century saw increasing discontent around the industrialized 

world with current health care systems, regarding whether they are actually meeting the 

needs of the people they purport to serve. It is being argued that as the scientific and 

technological aspects of health care have improved, the humanitarian aspects of care have 

been neglected and the services rendered to the patient increasingly depersonalized. The 

result has been erosion in. the patient's confidence and in public trust of the health care 

system and its providers (Niles et al., 1996; Wallace, Robertson, Millar & Frisch, 1999). 

Patient satisfaction research has supported this argument. A heightened interest in what 

is being termed client-centered care appears to be in response to people's dissatisfaction 

with the humanitarian aspects of the current health care system; for instance, Moore and 

Komras (1993) note: 

In general, when you ask people what their impressions of the care they 
received are, few criticisms are aimed at the technical side of care. 
Where most dissatisfaction lies is in the more human aspects of care 
such as: people's perceptions of their relations with health care 
professionals, whether they received the information they required, the 
extent to which they were able to be involved in their own care and the 
decision-making about their care, and whether the environment in 
which the care was provided was comfortable (p. 59). 

As we move into the 21st century, calls for a major paradigm1 shift in health care have 

become more widespread. This shift is characterized by an increasingly widespread 

belief that patients, not diseases, must be the focus of health care (Bensing, Verhaak, van 

Dulmen, Visser, 2000). Roter (2000, p.6) shares this view and describes this pending 

shift as follows: "Just as the molecular and chemistry oriented sciences were adopted as 

1 Miles (1995) describes paradigms as ways of viewing things using accepted assumptions and clear 
models" (p.5). 
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the 20th century medical paradigm, incorporation of the patient's perspective into 

medicine's definition of patient need has been suggested as the medical paradigm of the 

21st century." 

The kind of health care that embraces a more person-centered paradigm, where the 

person rather than the disease is the focus, is increasingly talked about in the literature. A 

variety of terms are used to describe this new kind of health care, including: patient-

centered care, client-centered care, client focused care, and family-centered care. This 

person-centered care movement fits with other macro social trends including: the growth 

of chronic illness, the focus on quality, an increase in consumerism, an increased distrust 

in authority, and the realization that the determinants of health go far beyond what 

medicine can impact (Lambert et al., 1997; Siler-Wells, 1988). 

Other language that is being used to describe this shift refers to moving from too much of 

an emphasis on curing to a more equitable emphasis on caring. In medicine, balancing 

the art and science of medicine is talked about, where the art refers to the caring aspect of 

medicine. One can envision a swinging pendulum where, with the advances in molecular 

and chemistry-oriented sciences that characterized the 20th century, the paradigm has 

swung almost entirely towards the bio-medical science side of medicine and health care. 

Prior to these advances, the pendulum may have rested on the caring or art side, given the 

reality that medicine had very little to offer in the way of cures. With the growing 

realization that people are more than diseases, the pendulum may swing back to a more 

equitable balance between curing and caring. Roter (2000) more specifically discusses 

the "undeniable decline in the centrality of communication in the care process"(p.6), and 

attributes this to the ascendancy of the molecular and chemistry-oriented sciences as the 

predominant 20th century medical paradigm. The result has been a loss of focus on the 

patient as a person. 

Patient satisfaction research has found that large, academic institutions have been more 

affected by this problem (Gerteis, 1993; Niles et al., 1996). Niles et al. (1996) propose 

that one reason for this is that these large institutions have multiple priorities, including 
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education and research, as well as regulatory and financial concerns. These competing 

agendas can fragment the organizational culture of large institutions, and degrade their 

overall commitment to patient care. Another reason may be that academic institutions, 

with their emphasis on research and continuing scientific and technological advances are 

more likely to see disease and its eradication as their focus, rather than the person who 

has the disease. The organizational culture is disease rather than person centered. 

The specific context for children's health care that is imbedded in this broader context is 

discussed next. This is because the focus of the research reported here is client-centered 

care in children's health care. The second section in this background chapter provides an 

overview of how client-centered care is currently being defined in both the adult and the 

child health literature. The next section summarizes the major problems in the current 

literature on client-centered care, and the last two sections situate the researcher and 

explain the purpose of this research. 

The context for children's health care 

In child health care, the new paradigm proposed is referred to as family-centered care 

(Hostler, 1999). The discussion of family-centered care in the child health care literature 

predates the discussion of client and patient-centered care in the adult health care 

literature, and child health organizations are further ahead in their efforts to practice 

family-centered care (Shaw, 1999). This may be because parents of i l l children have 

been particularly strong advocates for realizing a different kind of health care for their 

children. Historical trends that have influenced the move to family-centered care fall into 

a number of broad overlapping areas, including: societal views of child care; common 

child health care practices; changing profiles of childhood illness; as well as legal and 

political contexts. The concept of family-centered care has itself evolved over time, and 

has been influenced by the changing context of the care of sick children (Hutchfield, 

1998). 
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Historical trends in the care of hospitalized children developed not only as a result of the 

rise of professionalism in nursing and medicine, but also as a mirrored response to 

societal view and values around raising children. In the early 20th century, childcare 

experts of the time recommended that children be raised in a firm, detached manner. It 

was believed that children should be kept to a strict by the clock routine, and that mothers 

should: "never kiss or hug their children; nor let them sit on their lap; rather only kiss 

them on the forehead once when saying goodnight, and shake hands in the morning" 

(Thomsen, 1999, p. 14). This belief that children should be raised in a detached manner 

supported turning over the complete care of the hospitalized child to professional nurses, 

doctors and other health professionals. The historical development of restricting visiting 

policies in hospitals grew out of this belief, and also because the earliest hospitals had 

been established to serve the destitute i l l (Giganti, 1998). Children from better-off 

families continued to be cared for at home. Finally, the increasing professionalism of 

both medicine and nursing grew to include no parental involvement at all in the care of 

their hospitalized child. Visiting was restricted, and the presence of families was felt to 

inhibit effective care, a problem that persists today in some areas (Nethercott, 1993). As 

late as the 1960's it was not unusual for visiting in children's hospitals in industrialized 

countries to be limited to one afternoon a week. 

Subsumed within the global context that has supported a move to family-centered health 

care, there are also specific contextual issues that have been influential in the differential 

development of family-centered care in industrialized countries. For example, there are 

differences between the focus of the family-centered care literature in the U.S. and that of 

the U.K. The U.S. literature demonstrates a more well developed and agreed-upon 

conceptualization of family-centered care than the U.K. literature (Hutchfield, 1998). 

This may be due to the influence of the 1986 Surgeon General's Report, and the 

subsequent development of a conceptual framework for family-centered care by the U.S. 

based Association for the Care of Children's Health (Shelton, Jeppson & Johnson, 1992). 

Hutchfield (1998) acknowledges this work by Shelton and colleagues (1992) as the 

seminal work that marked a new era in the U.S. for family-centered care. This 

framework was developed in collaboration with parents to provide family-centered care 
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to families with children who had special educational needs. The focus was to a large 

extent on early intervention and special education (Law et al., 1998), and on coordination 

between systems, rather than on acute health care. In the U.S., laws were passed to try to 

ensure that family-centered care was provided to children with special needs and their 

families. For example, public Law 102-119 (under the education of the Handicapped 

Act, Part H) in the U.S. mandates a family-centered approach to the provision of services 

to infants and young children with handicaps (Winstead-Fry & Bishop, 1997). 

In contrast to how family-centered care developed in the U.S., in the U.K. the family-

centered care concept seems to have been developed primarily in the acute hospital 

setting (Hutchfield, 1998). The more controlling approach to family-centered care 

articulated in much of the U K literature may reflect the dominance of the medical model 

in the health care system, particularly in acute care. Nethercott's (1993) much cited U.K. 

based, concept analysis of family-centered care, for example, seems to lack some of the 

mutuality apparent in Shelton et al.'s (1992) U.S. based framework (Hutchfield, 1998). 

Recent U.K. articles have suggested that the development of family-centered care started 

back in the 1950's, as a result of the changing context in which sick children are nursed. 

First, the realization of the emotional needs of hospitalized children brought 

revolutionary change. This reflected a broader societal change in child rearing practices. 

In 1959 the publication of Britain's Piatt report (the Department of Health) sought to 

achieve a radical change in the care of sick children (Taylor, 1998). This report 

determined that many of the current practices involving the care of hospitalized children 

(e.g., severely restricted visiting) were actually detrimental to both the child and the 

family (Taylor, 1998; Turrill, 1999). The implementation of the Piatt report, however, 

was sporadic throughout England. Nearly 20 years later, when the Court report2 was 

published, restrictive pediatric care was still widely practiced across England (Taylor, 

1998). While the idea of having parents involved in the care of their hospitalized child 

iThe Court Report is the 1976 report of the Committee of Child Health Services in London, England 
(Taylor, 1998). 
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appeared appropriate, the care that the parents were allowed to undertake was at the 

nurse's behest, and nurses were reluctant to relinquish duties and responsibilities that 

they felt to be theirs (Taylor, 1998). The traditional view that the family disturbs nursing 

routines and hinders hospital care, and that visiting only upsets children and mothers 

(Nethercott, 1993; Thomsen, 1999) has been slow to change. 

Another historical trend that influenced the move to family-centered care in child health 

care, is that advances in medicine have led to the increased survival of children with 

special health care needs in industrialized countries, children who require long-term 

services from a variety of health professionals and organizations (American Academy of 

Pediatrics Committee on Children with Disabilities, 1999). This long-term interaction 

with the health care and related systems is an important contextual issue that changed the 

nature of the kind of care families needed and wanted from health care professionals. 

Because a cure was often not possible, families needed to work with health care 

professionals over the long term to maximize their child's quality of life. This in turn led 

to increasing recognition that, when children were faced with ongoing health problems it 

is family who is the primary constant in the child's life and the primary resource for 

promoting their child's development, not the health care system (Lawlor & Mattingly, 

1998). 

Family-centered care models designed to support reciprocity and collaboration between 

families and health care providers have only emerged since the late 1980's (Lawlor & 

Mattingly, 1998). For example, by the 1980's an open hospital visiting policy was more 

widely accepted and even encouraged in some places. More parents were choosing to 

stay with their child, even if the only accommodation was a chair by their child's bed 

(Thomsen, 1999). There are still two broad approaches to family-centered care seen in 

the literature, one that offers a holistic view of the child and family, where family-

centered care is grounded in respect for and cooperation with the family. Within this 

view, health professionals are seen as an equal partner and a facilitator of care. The other 

approach is far more functional and less collaborative, with the health care professional 

maintaining control and playing the role of gatekeeper (Hutchfield, 1998). The latter 
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approach still seems to be far more prominent, as is reflected in the apparent need for 

many health professionals to be prescriptive in their writing about family-centered care; 

that is, to define it as an area of professional expertise that is then imposed upon families. 

II. Defining Client-centered care 

Introduction 

Over the past thirty years, the definition of client-centered care has continued to evolve. 

(Eubanks, Hagland, Hudson, & Grayson, 1991; Gerteis, Edgman-Levitan, Daley, & 

Delbanco, 1993; Lathrop, 1993; Moore & Komras, 1993; Wilson, 1995). In the child 

health literature the term family-centered care is most commonly used, although family-

centered service and family-centered practice are seen as well. In the adult literature, 

patient-centered care is the term most commonly used in the medical and nursing 

literature, and both patient and client-centered care, as well as client-centered practice, 

are seen in the allied health professional (e.g., occupational therapy, social work) 

literature. There is still confusion about what these terms mean, a point that is expanded 

on in the following section. In this section, client-centered care is differentiated from 

other types of care, and some of the common elements comprising client-centered care 

are described, first in the adult sector and then the child health sector. For clarity, the 

term client-centered care will be used consistently when discussing the adult health 

literature. The term family-centered care will be used when discussing the child health 

literature. 

Differentiating client-centered from other care: Adult sector 

In order to develop a clearer understanding of client-centered care, it is helpful to 

consider different terms used to describe care that is not client-centered. A few of the 

more common models discussed and terms used in the adult health literature are 

summarized below. Some of these models overlap with client-centered care, but do not 

encompass all of the most common elements. 
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One of the more commonly found terms in the adult health literature that overlaps with, 

but is not the same as, the concept of client-centered is patient focused care. There are a 

multitude of definitions applied to this concept (Birchall, 1997; Byers, 1997; Hunter, 

1998; Johnson & Cooper, 1997; Williams, 1997) but 5 principles are generally 

considered the basic components of patient focused care: 1) grouping patients with 

similar resource needs in care units; 2) streamlining documentation; 3) simplifying 

processes; 4) placing services closer to the patient; and 5) broadening skills and abilities 

of health care providers (Williams, 1997). 

In many of the patient focused care models described in the literature, a great deal of 

emphasis is placed on reducing the number of caregivers who come in contact with a 

particular patient by cross-training health care providers from multidisciplinary 

backgrounds to provide care. Although sometimes the stated goal is to better meet 

patient needs, because patients end up being cared for by fewer individuals thereby 

reducing staff needs and reducing costs, the actual emphasis often seems to be on the 

bottom line as opposed to the quality of the patient's care (Williams, 1997). In this spirit, 

Birchall (1997) equates patient focused care with hospital restructuring. In general, these 

descriptions of patient focused care do not talk about issues commonly associated with 

client-centered care, such as, treating patients more like people and less like diseases and 

working with patients in an enabling way. 

Finally, two terms that are seen in the adult sector literature that again overlap with the 

concept of client-centered care are family-focused care and family-oriented care. The 

term family-oriented care is a term used in family practice, which appears to mean 

keeping the patient and their family as the focus of care (Cole-Kelly, Yanoshik, Campbell 

& Flynn, 1998). The term family-focused care is used more in the nursing literature. 

Often these terms seem to be used interchangeably with family-centered care, but the 

descriptions do not encompass the broader concept of family-centered care described in 

much of the child health literature. Rather these terms are used to refer to nursing or 

medical care where the family, rather than simply the patient, is considered to be the unit 

of care (Cole-Kelly et al., 1998; Fowler, 1997; Robb 1998). 
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Elements of client-centered care 

Most of the literature on client-centered care consists of opinion pieces, written from a 

professional perspective, describing this kind of care. There has been very little research 

done which has tried to systematically define what is important to patients and their 

families. Despite the inconsistencies between the many definitions and descriptions of 

client-centered care found in the literature, there are elements that are common to many. 

These elements are briefly described below. 

Humanistic, Holistic and Individualized Care 

The essence of client-centered care that comes through most strongly in the adult health 

literature is that of humanizing health care (Coning & Cook, 1999; Gabrielson ,1997; 

Gerteis et al., 1993; Harris, 1997; Martin et al., 1998; Wallace et al., 1999; Williams, 

Greenwood, LeFevre, Murray & Thomas, 1999). Gabrielson (1997) expresses this as 

"...evolving from a technically dominant care-giving paradigm towards a humanistic 

paradigm that focuses on the patient's expressed needs" (p. 8). 

Gerteis et al. (1993) describe client-centered care units in hospitals as emphasizing 

greater involvement and support of patients, more personalized care, physical contact, 

emotional support, and alleviation of fear and anxiety. Very little is written in the 

literature on what client-centered care is from a patient perspective. This is discussed in 

more depth in the next section. A small Canadian qualitative study involving clients who 

have a history of mental illness found that the central message clients gave about the 

meaning of a client-centered approach to practice was that people who are mentally i l l 

need to be viewed as valuable human beings by health providers and society (Coning & 

Cook, 1999). These clients felt that service providers were indifferent to them as human 

beings, as is illustrated by the following quote: 
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Client-centered care means that I am a valued human being". ...maybe 
the client/customers could be called human beings, our fellow 
Canadians...I want some kind of response, an emotional response that I 
exist as a human being...(Corring & Cook, 1999, p.78). 

Other terms that are used in the literature to describe client-centered care are humanistic 

care, holistic care (Harris, 1997; Gabrielson, 1997; Rebeiro, 2000; Sumsion, 1999; 

Williams et al., 1999), and individualized care. Holistic care is described as 

acknowledging the cultural, economic, creative, political and spiritual aspects of the 

person's environment that are important to that individual (Sumsion, 1999). The 

following quote describes a more holistic and individualized approach to care: "Patient-

centered care is practiced when nurses approach their patients as whole persons in their 

context and their situation instead of an object or 'category of illness'" (Gabrielson, 

1997). Again, the idea of moving away from a task-oriented or technological focus is 

apparent. 

Under this umbrella of humanizing health care, there were a number of elements of 

client-centered care discussed in the adult health care literature. Most of these elements 

served to explain how health care providers could broaden their scope to focus on the 

person and not just the disease. The elements most commonly discussed are highlighted 

below. 

Clients at the center 

An element common to many of the descriptions of client-centered care is that the 

clients' needs must be at the center of service provision, of every management and 

therapeutic decision (Harris, 1997; Kols, Sherman & Tilson Piotrow, 1999; Rebeiro, 

2000; Sumsion, 1999; Williams et al., 1999). Some authors make a point of emphasizing 

that it is clients' expressed needs, as distinguished from professional re-narration of the 

problem, that have to be at the center of care (Rebeiro, 2000). Others, referring to this 

same notion, use the language of adopting the client's perspective, emphasizing that 
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quality health care is judged through the eyes of the client (Gabrielson, 1997; Gerteis et 

al., 1993; Martin et al., 1998; Wallace et al.,1999). 

Respect and clients as experts 

If the client's needs and preferences are to remain central, there needs to be a belief that 

clients are experts on their own needs and values. Emphasis is placed on listening to the 

client and treating them with respect in a client-centered model of care. Having respect 

for an individual client means respecting their values, beliefs, preferences, and expressed 

needs (Gerteis et al., 1993; Harris, 1997; Lambert et al., 1997; Sumsion, 2000; Wallace et 

al., 1999). Some authors emphasized the importance of mutual respect, where clients also 

respect health care providers' expertise; the point being that providers possess the 

specialized knowledge and skills needed to assist clients in making informed choices, to 

ensure client's safety, and to maintain a high technical quality of care (Kols et al., 1999). 

Empowering 

Closely related to the concept of clients as experts is empowerment. Many authors 

describe the importance of enabling clients to be active participants in their care, if their 

expertise is to be recognized (Harris, 1997; Kols et al., 1999; Martin et al., 1998; 

Sumsion, 1999; Rebeiro, 2000; Wallace et al., 1999). Examples include assisting clients 

in defining their problems and then negotiating goals for intervention. Using information 

as a way to empower patients is a common theme woven throughout the client-centered 

care literature (Gerteis et al., 1993; (Martin et al., 1998). Sumsion, 1999; Williams et al., 

1999). Good communication is also stressed, mainly in the context of providing 

information. Sumsion (1999) emphasizes that client centered practice shifts power from 

the professionals towards clients, and that one mechanism for shifting power is to share 

knowledge. 
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Partnership 

There is a lot of description in the literature about the importance of the health care 

provider-client relationship in client-centered care. The term partnership is frequently 

used to describe the relationship between clients and health care professionals, although it 

doesn't have the same high profile that it has in the child health literature to describe the 

relationship between health professionals and parents. The term partnership is more 

commonly used in the allied health professional literature in comparison with the medical 

literature. Some of the occupational therapy literature, for example, described client 

centered practice as an interdependent partnership between clients and health 

professionals, one in which clients' experiences and knowledge are central to and carry 

authority within the partnership (Rebeiro, 2000; Sumsion, 1999). The notion of 

partnership involves working with clients in a more enabling way (Wallace et al., 1999), 

and so links closely with the elements described above. 

Differentiating family-centered from other care: Child sector 

Moving to the child health sector, in order to develop a clearer understanding of family-

centered care, it is helpful to consider different terms used to describe care that is not 

family-centered. A few of the more common models discussed and terms used in the 

child health literature are summarized below. Some of these models overlap with family-

centered care, but do not encompass all of the most common elements. 

In child focused or centered care child development concepts influence the provision of 

care (e.g., pre-surgical preparation, sibling visitation, and parental rooming-in) (Ahmann, 

1998). The focus, then, is very much on the child and his or her developmental needs, 

which is a positive step. The reality that the child lives with and is being cared for in a 

family, however, is not recognized in this type of care. Professionals conduct the 

assessments, and they develop a plan that includes attention to the child's needs. The 

child and family are expected to comply with this plan. Thus the child is viewed as more 
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of a whole person with unique needs, but the family is still seen as an accessory to care 

(Ahmann, 1998). 

In family-focused or oriented care the focus of care moves beyond only the child to 

include the family as well. Sciarrillo (1980, cited in Nethercott, 1993) describes the 

following essential attributes of a model of family-oriented care: 

• viewing the family as a system, recognizing that changes to part of the family 

affects other areas as well; 

• focusing on all members of the family, even when direct care occurs only to one 

member; 

• considering the needs of the family as a whole; and 

• considering the physical, emotional, cognitive and social needs of individuals 

within the family unit. 

Families' needs are considered to be important, so health professionals assess family 

structure, functioning, problems, needs and coping skills and then determine how best to 

help the family. While family focused care includes the family in the model of care, the 

professionals are still firmly in control. The family members, including the child, are not 

viewed as active, collaborating participants but as recipients of care (Ahmann, 1998). 

Although this approach of care is more holistic there is still very much a 'caring for' 

orientation, rather than a 'working with' orientation in family focused care. The concept 

of family nursing is similar to the concept of family oriented care, in that the entire 

family unit is viewed as the client requiring nursing care (Nethercott, 1993). 

Terms like parental involvement and parental participation are often used synonymously 

in the literature with family-centered care (Hutchfield, 1998). Nethercott (1993) argues 

that parental participation is still not family-centered care. The expectation is that good 

parents, mothers in particular, will willingly undertake all aspects of care that they are 
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told to take on. Parental participation, then, generally involves having the nature and 

scope of that participation defined by health professionals. The defining feature of 

family-centered care, for many of the health professionals writing about this kind of care, 

is that some control and involvement in decision making3 belongs to the family, and that 

there is a more equal relationship between parents and health professionals. 

Elements of family-centered care 

Most of the literature on family-centered care, like the client-centered care literature, 

consists of opinion pieces, written from a professional perspective, describing what 

family-centered care is. There has been very little research done that has tried to define 

systematically what is important to children and families. Again, although there is a lot 

of inconsistency between the many definitions and descriptions of family-centered care, 

there are some elements that are common to many. These elements are briefly described 

below. 

Child and family at the center 

Recognizing the family as central to and/or the constant in the child's life, and the child's 

primary source of strength and support is a frequently cited element of family-centered 

care (Shelton et al, 1992; Ahmann, 1994; Hutchfield, 1998; McKlindon & Barnsteiner, 

1999; Shelton et al., 1992). Petr and Allen (1997) contrast child-centered or professional-

centered approaches to care, with a family-centered philosophy of service delivery that 

focuses on the crucial role of the family in the healthy development of children. Family-

centered care, then, is based on a realization that children are nurtured and cared for by 

their families and that health care needs to be provided in a way that supports the family 

in their natural care giving and decision-making roles (Allen & Petr, 1998; Arango, 1999; 

Brewer et al., 1989, cited in Dunst & Trivette, 1996; Cooley & McAllister, 1999). By 

3 Decision making is "the act of choice following deliberation and judgement" (Smith, 1999, p.31). Two 
approaches to decision making are rational and intuitive. In reality, decision making often incorporates 
both (Smith, 1999). 
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providing services in a way that meets the needs of the entire family, the probability that 

the needs of the child will be met is increased (Viscardis, 2000). 

Uniqueness and Diversity 

An increasingly discussed element of family-centered care is the recognition of the 

uniqueness and diversity of children and families. This element is closely related to 

placing the child and family at the center, in that this recognition of diversity is necessary 

if families' needs are to be met. To this end, Law et al. (1998) stress the importance of 

emphasizing the individualization of both the assessment and the intervention. More 

specifically, issues discussed include respecting and embracing diversity in: family 

structures, cultural backgrounds, choices, strengths, individuality, and different methods 

of coping and needs (Shelton et al., 1992; Ahmann, 1994; Allen & Petr, 1998), and not 

forcing families to conform to socially constructed norms of institutions (Hutchfield, 

1998). 

Parents as experts 

Another commonly described element of family-centered care is recognition of the 

expertise that parents bring both at the individual care giving level and at the systems 

level. The term parents is being used here, as this is the term most commonly referred to 

in the literature. Also, when authors writing on family-centered care use the term family, 

they are generally referring to the parents. The importance of extended family, and the 

realization that in some cultures this is extremely important, is rarely acknowledged in 

the literature. 

At the individual care-giving level, it is recognized that health care providers working 

with families need to be guided by the principle that the parents are the experts on their 

child and that in almost all situations the parents know best (Allen & Petr, 1998; 

Bridgeman, 1999; Hutchfield, 1998; Viscardis, 2000). According to Valentine (1998) it 

is parent involvement, autonomy and control that enable parents to make informed 
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decisions about their child's care and treatment and become true partners in their child's 

care. A sincere belief in parental expertise at all levels means respecting the choices that 

parents make (Cooley & McAllister, 1999). Limits to parental choice must be the 

exception rather than the rule, with families' perspectives and choice taking precedence 

over those of health care providers' (Allen & Petr, 1998; Hostler, 1999). There is also 

general recognition that parents tend to be more involved over time, as their expertise 

grows, when the child has a long-term condition (Bridgeman, 1999). 

Less common is the recognition of the expertise that parents can bring to the systems 

level. There is a growing realization, however, that parents must be involved in all 

aspects of the planning, delivery and evaluation of services so as to ensure that programs 

reflect the needs and preferences of families (Allen & Petr, 1998; Cooley & McAllister, 

1999; Johnson, 1999). 

Empowerment: Focus on child and families' strengths, rather than 

weaknesses 

If health care providers are to recognize the family as the center of the child's life and 

respect the parents' expertise, then the focus needs to be on empowering families by 

building on their strengths and capabilities (Allen & Petr, 1998; Brewer et al., 1989, cited 

in Dunst & Trivette; Cooley & McAllister, 1999; King, Rosenbaum & King, 1997). That 

is, the approach should be competency enhancing rather than weakness focused. 

Viscardis (2000), in one of a few articles written from a parent perspective, describes this 

focus on strengths as follows: the foundation of a family-centered approach is believing 

that families have the strength, capacity, ability, right and responsibility to learn about 

their options and make informed choices and decisions as partners with the people who 

work with them and their children. 
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Parent-Health Care Provider Relationship 

Although there is some discussion of system level attributes of family-centered care 

(Shelton et al., 1992; Ahmann, 1994; Allen & Petr, 1998), the majority of the discourse 

on family-centered care focuses on the individual care-giving level. The relationship 

between parents and health professionals is often described as central to the delivery of 

family-centered care, with much of the family-centered care literature devoted to 

describing this relationship and its importance. 

Finally, in some of the literature, the partnership between families and health care 

professionals is discussed at a system level, not just at the individual care giving level, 

although not commonly. Hostler (1999), for example, in her description of family-

centered care in a child rehabilitation setting emphasizes the importance of family 

members becoming full partners with health care professionals in the design, delivery and 

evaluation of rehabilitation services for children and youth with traumatic brain injury. 

The Association for the Care of Children's Health also describes family-centered care as 

facilitating parent-health care professional collaboration at all levels of health care, that 

is: care of an individual child; program development, implementation and evaluation; 

and policy formation (ACCH, 1990, cited in Ahmann, 1994). 

Support 

Although the notion of supporting families is discussed in the literature, what is meant by 

support is often not described. The Association for the Care of Children's Health's 

definition of family-centered care, which is widely cited in the North American literature, 

describes 9 key elements of family-centered care, of which two describe kinds of support. 

These are: family-centered care encourages and facilitates family to family support and 

networking; and family-centered care means implementing comprehensive policies and 

programs that provide emotional and financial support to meet the needs of families 

(ACCH, 1990, cited in Ahmann, 1994). There are inconsistencies in the literature with 

respect to whether families are being supported in a way to meet their expressed needs in 
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an enabling way, or being supported in a way to meet needs identified by health 

professionals. 

III. Problems in the Literature 

Introduction 

Despite the amount written about client and family-centered care, and the length of time 

that it has been a topic of discussion, there are three major problems identified in the 

literature that have serious implications for practice. These are: confusion around the 

concept of client-centered care; confusion about implementation or 'how to do it' 

(MacKean & Scott, 1996); and the lack of a client perspective reflected in the literature. 

These gaps in knowledge are discussed more fully in the remainder of this section. 

Confusion around the concept 

As was discussed in the previous section, there are some common elements of client-

centered care and family-centered care described in the literature. There is relatively 

little consensus, however, with respect to the conceptualization and defining features of 

client-centered care. What some authors describe as central features of the concept will 

be absent in other descriptions. There is also no agreement on priority of the various 

elements, and at times they appear to contradict each other (Allen & Petr ,1998). 

The majority of the literature lacks a research base and is atheoretical. There is some 

discussion beginning in the literature about the lack of theoretical understanding of the 

concept of client-centered care. Hutchfield (1998), for example, speaks of the lack of 

clarity related to the consequences of family-centered care, and Lambert et al. (1997) 

believe that patient-centered care still lacks an overarching integrative theory that 

explains how biological and psychosocial factors can simultaneously affect health. 

Family-centered care practice is ahead of theory (Lawlor & Mattingly, 1998). By 

looking at what works in practice and trying to figure out why, perhaps meaningful 

practice models can be developed that will help with implementation. Everyone is trying 
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to do it, some with more success than others, but we really don't know what it is that we 

are trying to do or how to go about doing it. 

Many different terms are used to describe overlapping concepts (e.g., client focused care, 

client-centered care, patient-centered care, patient focused care, holistic care). This is 

also true in the child health sector, where the terms used include: family focused care, 

family oriented care, family-centered care, and family-centered service. In some places 

there is an attempt to make a clear distinction between these different models of care, and 

yet in other places authors use the terms interchangeably. The use of the terms patient 

focused care and patient-centered care in the adult sector, and family focused care and 

family-centered care in the child sector, illustrate this confusion well. 

Also, some of the concepts that are central to the concept of family-centered care are in 

themselves poorly understood. Darbyshire (1995), for example, suggests that the concept 

of partnership is one of pediatric nursing's most amorphous and ill-described concepts. 

Because partnership between families and health professionals is often described as one 

of the cornerstones of family-centered care, it is not surprising that the concept of family-

centered care is also unclear. There is also confusion as to what is meant by the term 

family. The traditional nuclear family of two parents and children is the operational 

definition that is implied in most of the literature. The term family is rarely explicitly 

defined, although the traditional nuclear family of two parents and children is implicit. 

Different conceptualizations about client and family-centered care are particularly 

apparent in the literature across disciplines, as well as across countries. Although there 

are differences in the conceptualization within the nursing literature, for example; these 

differences widen when comparing the health care administration literature to the nursing 

literature (Auton, 1994; Chimner & Easterling, 1993; Darbyshire, 1995; Lathrop, 1993; 

Robinson, 1991). There are also differences between the U.K. literature and the U.S. 

literature, and these are particularly apparent in the child health nursing literature. 
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To conclude, the lack of consensus around the meaning of family-centered care has been 

discussed in the literature for close to a decade (Allen & Petr, 1998; Bradley, 1996; 

Bridgeman, 1999; Darbyshire, 1995; Hutchfield, 1998; Lawlor & Mattingly, 1998; 

Nethercott, 1993; Turrill, 1999). As the statements in Table 1 illustrate, confusion 

centers on both the meaning of the concept and how to put it into practice. 

Table 1. Confusion about family-centered care 

Statements illustrating the confusion in the literature about family-centered care 

Family-centered care remains poorly defined and easily confused with earlier concepts 

underlying child health care (Nethercott, 1993). 

Although family-centered care seems to be a central element of pediatric nursing, there is no 

consensus about its meaning (Hutchfield, 1998). 

Administration documents often promote family-centered care as the philosophy, which should 

underpin the care of sick children, and yet offer little insight into what the term actually means 

(Hutchfield, 1998). 

Our understanding of family-centered care lags far behind our attempts to implement responsive 

and efficacious services (Lawlor & Mattingly, 1998). 

The interpretation of family-centered care differs from NICU to NICU, indeed sometimes from 

nurse to nurse. Many believe that it is simply about encouraging parental involvement in the 

physical care of their baby (Smith, 1999). 

Family-centered care is a nebulous and ill-defined concept (Bridgeman, 1999). 

Confusion around implementation 

There is much discussion about the frustration that health care professionals have 

experienced in actually trying to practice family or client-centered care. Yet there is 

comparatively little written about why the difficulties around implementation exist. In 

the adult literature, there is little discussion about the kinds of barriers to implementation 
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of client-centered care that health care organizations and the health professionals working 

within them encountered. One article that did address this, identified the following 

barriers: organizational inertia, resource constraints, professional dominance, resistance 

from both providers and patients, and conflicting interpretations of the concept. (Lambert 

et al., 1997). Under organizational inertia, Lambert et al. (1997) note that there has been 

a tendency to value specialized, technical care over compassionate human contact. As 

discussed in the previous section, the last point is the single barrier that is discussed in 

much of the literature. This lack of clarity about the concept makes implementation 

difficult. Patient-centered care, for example, is often confused with patient focused care 

and applied as a theory of hospital re-design; or it is mixed with Total Quality 

Management and Continuous Quality Improvement initiatives, losing patients' views in a 

frenzy of cost cutting, downsizing and reengineering (Lambert et al.,1997). 

There is comparatively more discussion in the child health literature around the 

difficulties organizations and providers have faced in trying to implement family-

centered care. This may be partly because family-centered care is increasingly 

considered to be 'best practice' in child health care (Bruce & Ritchie, 1997). Yet recent 

research indicates a discrepancy between philosophy and practice (Bridgeman, 1999; 

Bruce & Ritchie, 1997; Hutchfield, 1998; King, Law, King & Rosenbaum, 1998; 

Letourneau & Elliott 1996; Patterson, Garwick, Bennett & Blum, 1997). Dunst & 

Trivette (1996) note that although it has become quite common for health care providers 

to talk about providing family-centered care, the gap between what they say and what 

they do will need to be narrowed before family-centered care becomes increasingly 

realized. Shelton (1999), commenting from a U.S. perspective, states that since the 

articulation of the principles of family-centered care in 1987 by the Association for the 

Care of Children's Health (ACCH), it has become clear the more difficult challenge has 

been how to make these principles of practice a reality. So why is there this gap between 

philosophy and practice, or why is family-centered care so difficult to do? Some of the 

barriers to implementation of family-centered care that have been identified in the child 

health literature are outlined in Table 2. 
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Table 2. Some barriers to the implementation of family-centered care identified 

in the child health care literature 

Some Barriers to the Implementation of Family-Centered Care 

There is no clear definition or conceptualization of family-centered care. 

Relatively little attention has been paid to the skills, supports and resources that health care 

providers require if they are to implement family-centered care. 

Clear standards or guidelines that could guide professional behaviour have not been fully 

developed. For example, there is a lack of specific guidelines explaining how to involve the 

family members more centrally in the care of their child (e.g., what should collaboration look life; 

how should it be negotiated; etc.) 

There is often no mandate to change, and a lack of a strong commitment to family-centered care 

at the organizational level. 

Efforts have tended to center primarily on specific health services, rather than considering the full 

range of services needed by the child and family. 

Efforts have tended to emphasize formal services and often ignored the support provided by 

informal networks; and the expertise of families has not been used. 

Family-centered care models underestimate the significance of the changes being asked of 

practitioners as well as family members. The assumptions inherent in the medical model, which 

shape current institutional structures of practice and strongly held beliefs/cultural assumptions 

about how health care is to be delivered, are in direct conflict with the conditions necessary to 

promote the practice of family-centered care. 

The helping model traditionally employed by health care professionals is not an empowering one. 

Note. From: Ahmann, 1998; Allen & Petr, 1998; Bradley, 1996; Bridgeman, 1999; Darbyshire, 1995; 
Dunst and Trivette, 1996; Friesen and Koroloff, cited in Viscardis, 2000; Feldman, Ploof & Cohen. 1999; 
Garwick et al., 1998; Hutchfield, 1998; Johnson, 1999; Lawlor & Mattingly, 1998; Letourneau & Elliott 
1996; Nethercott, 1993; Petr & Allen, 1997; Turrill, 1999 and Viscardis, 2000. 
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Johnson (1999) and Hutchfield (1998) have recently begun discussion of the antecedents 

of family-centered care, or the things that are required before family-centered care can 

become a reality in practice. Many of these are trying to address the systemic barriers to 

the practice of family-centered care outlined above. These antecedents are listed below 

in Table 3. 
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Table 3. Some antecedents of family-centered care identified in the child health 

care literature 

Some Antecedents of family-centered care 

In academic medical centers, education programs must be preparing medical, nursing and other 

allied health professional students for family centered practice. 

Health professionals must be prepared to work collaboratively with families, and they need to 

have the time to do this. 

Health professionals must be sufficiently skilled and experienced so that they can confidently 

support, teach, and empower families. 

The organization's vision, mission and philosophy must reflect the principles of family-centered 

care, and these must be clearly communicated throughout the organization and to the community. 

Commitment for family-centered care must come from the very top of the organization, and 

human resources policies and personnel need to support this commitment. 

Patients and families must serve as advisors to the organization, and be involved in a number of 

areas including the orientation and education of employees, the organizations' quality 

improvement initiatives, and the design planning process. 

Organization polices, programs and staff practices need to reflect the view that families are 

important allies in patient care. 

The climate of the organization should make families and children feel welcome, and enable them 

to stay with their child if they wish. 

Systems need to be in place to ensure that families have access to complete, unbiased and useful 

information including their child's medical record. 

Note. From: Hutchfield. 1998 and Johnson. 1999 

It has been suggested that further research is required to translate family-centered care 

frameworks, such as that developed by Shelton et al. (1992) into 'specific kinds of 
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practice'. Also, others have expressed a need for more research with a focus on 

identifying why it appears to be difficult to implement family-centered care in the acute 

setting. Hutchfield (1998), writing from a U.K. perspective, questions whether part of 

this difficulty is because the framework was developed for one setting (i.e., children with 

special needs) and is not readily transferable to another setting (i.e., acute care). She calls 

for further research into the implementation of family-centered care, stating that it is clear 

from the literature and her fieldwork that cooperation, collaboration and negotiated care 

are often not a reality in hospital-based care to sick kids and their families; and that this 

implies that there may be problems implementing some aspects of family-centered care 

(Hutchfield, 1998). Yet in contrast to the amount that is written in the literature about the 

confusion around the concept of client-centered care, there is very little in the literature 

about the broader system and societal contexts that affect its implementation. The 

antecedents identified in the literature won't become reality without a major 

philosophical shift in the health care system. 

Lack of a client perspective 

The final problem discussed in this section is the comparative lack of a client perspective 

in the literature about what family, client or patient-centered care is. The majority of the 

literature is health professional opinion about what they think client-centered care is, and 

comparatively very few commentaries from a client perspective or research that looks at 

client-identified perspectives and needs. This problem is acknowledged in the literature, 

and more so in the child health literature. Diehl, Moffitt & Wade (1991), for example, 

state that although the importance of family-centered care, particularly for children with 

medically complex needs, is recognized in the literature, little is actually reported in the 

literature on parents' perception of their own needs. Rather, services to families are 

usually implemented based on what professionals perceive families' needs to be. Taylor 

(1998) feels it is ironic that today, when parent participation is widely accepted, there is 

still so little room for discussion with families as to what that their participation might 

entail. Health care organizations and the health care providers who work within them are 

still keen to make the rules and have the families comply. For example, the current 
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tendency in many pediatric acute care settings, where there is often an acute shortage of 

children's nurses, is to expect parents to stay with their hospitalized child and do a lot of 

their child's nursing care. Yet there are often rules that limit parents' access to their child 

at certain times (e.g., during induction, in the recovery room, at certain times in ICU, 

during certain procedures) as well as access to some kinds of information (e.g., the 

child's medical record). How a family wants to be involved with their child's care when 

they are hospitalized needs to be a family choice that is supported by health care 

professionals. 

There is family-centered care literature that is jointly authored by clients and health 

professionals, implying that there is some agreement between clients and health 

professionals on what family-centered care entails (Leff & Waliser, 1992). Yet this 

literature is rare, and as well as illustrating some shared perspectives, it also reveals the 

different perspectives that clients and health professionals bring to this discourse. In 

preliminary research looking at the needs of families compared to what services were 

being provided, Rosenbaum, King and Cadman (1992) have found that there is an 

apparent discrepancy between what parents perceive to be the most important 

components of care and what professionals deliver most frequently. For example, 

accessible/available care, continuity and consistency and family-centered care were 

highly rated by parents, and yet the services provided were more likely to be evaluation 

of disability, advice on development, and/or a team approach. The services being 

provided were not as highly valued by parents. The broader health care literature 

indicates that clients and health professionals can have very different perspectives on 

quality of care and quality of life issues (Barr, 1995; Moore & Komras, 1993), both of 

which have relevance to client-centered care. 

IV. Situating the Researcher 

It is being argued that the postulate of value-free research, of neutrality and indifference 

towards the research subjects should be replaced by something that Parr (1998) refers to 

as conscious partiality, which is achieved through partial identification with the research 
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subjects. This notion of conscious partiality necessitates situating the researcher in the 

research process. That is my intent here. 

My interest in this research is both personal and professional, and these are very 

intertwined. My life has always been affected by illness and the health care system. I 

grew up in a family where my mother had a serious chronic illness, and was frequently in 

hospital. My mom was diagnosed in the late 1940's with juvenile rheumatoid arthritis, 

and spent a total of more than a year in a children's hospital in her pre-adolescent and 

adolescent years. She went on to marry my father and had two children, my sister and I, 

before she turned 25 years old. My sister was born 21 months after me, something that 

was "not recommended" according to my mother's physicians. Having two children so 

close together contributed to a serious flare-up of my mother's arthritis, and my sister and 

I spent much time in the care of friends and relatives while my mom was hospitalized. 

I grew up wanting to work in health care; partly I think to help people like my mother, 

and decided to go into physiotherapy. Early on in my training I realized that although I 

enjoyed working with my patients, I felt very uncomfortable in hospitals. I developed an 

interest in orthopedics and sports medicine, partly so I could avoid working in an in

patient setting. I left full-time practice after 4 years and returned to school. I found the 

day-in, day- out routine of churning patients through as if they were on a conveyor belt 

not very satisfying. I did not have the time to spend with patients that I thought was 

required, and consequently felt that I was not doing a very good job helping people 

recover from their injuries. I also ran into difficulties with the hierarchical nature of the 

health care system, and my seeming lack of ability to speak out on behalf of my patients. 

I made the decision that I did not want to work in health care ever again. 

After getting a masters in public administration, however, I was drawn back yet again to 

the health care system. I was interested in health care reform, and making the system a 

better place for both direct health care providers and for patients. To this end, in 1986 I 

took a job with a provincial health department, thinking that this was the place from 

which to work toward health care reform. In the place and time I was at, this was not the 
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case. I decided that I needed to move closer to where health care was actually being 

provided to effect change, and went to work as a health care planner for a regional health 

care planning and advisory body. While working in this position I had two children, the 

second of which was born in 1991 with a series of serious and complex medical 

problems. I was abruptly thrown into a new role, being a direct and frequent user of 

health care services on behalf of my son. This has turned out to be my greatest education 

of all, with respect to learning about the health care system and how it worked. I have 

had many interactions with the health care and related systems with my child over these 

ten years. As a result of my experiences, and the experiences of other families I grew to 

know, my belief that the way health care and related services are delivered requires 

change grew even stronger. 

I was first introduced to the concept of family-centered care almost nine years ago, 

through my involvement sitting as a parent on a children's hospital parent advisory 

committee. Some literature from the Association of the Care of Children's Health was 

circulated to all of the parent advisory committee members. I read the material with 

interest and excitement, as it validated by personal desire for change and made me realize 

that I was not alone in my feelings that things weren't quite right. In my subsequent 

exploration of the area of family-centered care as a researcher, I realized that much of 

what is written in literature on client and family-centered care rang true to me both as a 

parent of a chronically il l child, and as a child of a chronically i l l parent. Through my 

attempts as a parent trying to talk to health care professionals about family-centered care, 

I have learned that family-centered care is difficult to describe both with respect to what 

it actually means and how to practice it. 

I went back to pursue additional post-graduate studies in health research. This decision 

was made in part because my son's medical problems meant that I required a lot of 

flexibility in my life and work. In the eight years since I have been interested in this 

topic as a researcher, there has been a proliferation of discussion in the adult health 

literature on client-centered care and the pediatric literature on family-centered care; yet 

the struggles I mention above with respect to describing it remain, and the changes in 
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practice have been incremental. As a health researcher, I came to this research with an 

interest in addressing the problems I had found in my review of the literature, as well as 

an interest in program evaluation. I wanted to be able to advance the evaluation of client-

centered care. In order to be able to evaluate whether client-centered care is being 

provided, however, there needs to be a clearer understanding of what client-centered care 

is, including what it looks like in practice. I believe that it is important to include both 

the client and the health care provider perspective in this conceptualization of client-

centered care, with a stronger emphasis on the former due to the lack of client perspective 

in the current client-centered care literature. Assuming that providing client-centered 

care will lead to specific outcomes, I also felt it was important to begin to identify what 

some of these outcomes might be. 

A l l of these experiences have contributed to the person that I am, the worldview that I 

carried into this research, and the lens through which I collected and analyzed the data. 

Because of the intensity of my experiences as a client of the health care system for the 

past 10 years, however, it is likely this perspective that has dominated throughout this 

research process. I went into this research feeling that my personal experiences could 

affect this research process in both positive and negative ways. These experiences, for 

example, had the potential to enable or to limit the research participants' voices. They 

also may have enabled me to be more sensitive to what was emerging from the data, or 

could have limited my ability to see certain things emerging. 

V. Study Purpose 

The purpose of this study was to begin to develop a substantive theory of client-centered 

care, which not only identifies the dimensions of client-centered care and how they relate 

to each other, but how these dimensions in turn relate to identified outcomes. It is my 

hope that this research will assist health care providers both in their efforts to understand 

and practice family-centered care, and to evaluate their practice. Finally, an important 

assumption going into this research was that health care system and broader societal 

change is possible. 
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Research Questions 

Grand Tour Question 

Can a substantive theory of client-focused care be developed? 

Sub-questions 

1. What are the outcomes, which are expected from client-focused care? 

2. What are the sub-objectives, which are instrumental to the attainment of these 

expected outcomes? 

3. What are the activities, which comprise client-focused care? How are these linked to 

the sub-objectives? 

4. How does client-focused care differ from other health care? 

5. Are there commonalities that define client-focused care for all stakeholders? What 

are the similarities and what are the differences between stakeholders' perspectives? 

The first sub-question relates to trying to identify some of the outcomes or results of 

client-focused care. Sub-questions numbers 2, 3 and 4 relate to clarifying the dimensions 

that comprise the concept of client-focused care. Sub-question number 5 is a related 

question asked in response to the apparent discrepancy between various stakeholders as 

to the meaning of client-focused care. It addresses the issue of whether a single theory of 

client-focused care can be developed for this empirical area. 
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CHAPTER TWO: THE RESEARCH DESIGN 

I. Selecting the Kind of Inquiry 

The nature of the research questions is well suited to naturalistic inquiry. Naturalistic 

inquiry is concerned with how the people being studied experience the world, discovering 

relationships and explanations; and understanding things as they naturally occur (Kuzel, 

1986). In a naturalistic paradigm, reality is assumed to be multiple and constructed 

(Sandelowski, 1993). This research problem demonstrated a number of the characteristics 

of a qualitative research problem as described by Creswell (1994). First, the concept is 

immature because of a lack of previous research on client-centered care. As was 

discussed earlier, although there is a lot written in the literature on client, patient and 

family-centered care, there has been comparatively little research done in this area. 

Rather, the majority of the literature is either attempting to describe client-centered care 

from the perspective of the author, or a review of other literature. 

Second, the nature of client-centered care, because of its integral link to the context in 

which it occurs, is not well suited to quantitative measures. People's health care 

experiences often involve interactions with a number of health care providers, for issues 

that are complex and emotion-laden, in settings that may invoke a variety of feelings, 

within a society that has certain values and expectations about health care. It is in this 

type of situation, where context is critical, that naturalistic inquiry is most appropriate 

(Denzin & Lincoln, 1994). 

Third, the nature of client-centered care fits well with the insistence in qualitative 

research that interpretations include the perspectives and voices of the people studied 

(Denzin and Lincoln, 1994). Ultimately, client-centered care is very much about human 

experiences, in that health care is primarily about people providing and receiving care. In 

the study of such human experiences it is essential to know how people describe their 

situations (Marshall & Rossman, 1992), and naturalistic inquiry allows for this kind of 

description. 
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II. Methods 

There are a wide variety of study designs that fall within naturalistic inquiry. Tesch 

(1990) classifies different types of qualitative research based on whether the research 

interest is in the characteristics of language, the discovery of regularities, the 

comprehension of meaning of text/action, or reflection. This research is best described 

under the discovery of regularities. Tesch (1990) further breaks down the category of 

discovery of regularities into two sub-categories: 1. identification (and categorization) of 

elements and exploration of their connections; and 2. the discerning of patterns. This 

research fits best under the first sub-category, as I am defining the concepts that make up 

client-centered care theory and exploring how these concepts are related. Grounded 

theory, which is one of five research types that fall under this first sub-category 

(Tesch, 1990), was selected as the most appropriate qualitative research tradition to follow 

in addressing the research questions. A grounded theory is one that is inductively derived 

from the study of the phenomenon it represents. Given that attempts to practice client-

centered care are ahead of theory (Lawlor & Mattingly, 1998); it makes sense to 

formulate substantive theory through talking to people who have experience with the 

health care system. In the grounded theory tradition theory is discovered, developed and 

provisionally verified through systematic data collection and qualitative analysis of data 

pertaining to that phenomenon (Strauss & Corbin, 1990). 

The focus 

This was exploratory research, in that neither substantive nor formal client-centered care 

theory had been developed. The scope of the research was quite narrow in order to be 

able to proceed with the analysis to sufficient depth to allow for the possible development 

of substantive client-centered care theory. The focus for this research was a client 

population served by a regional health authority in Canada, specifically families whose 

children had a diagnosis of Down Syndrome or somewhere on the autism spectrum, 

and/or whose children are or had been involved recently in a preschool assessment and 

therapy or infant therapy program through preschool treatment services at the children's 

hospital. 
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These children's parents, and the health care providers working with these children, were 

selected for the focus of this research for the following reasons: 

• an expectation that the health care providers involved in a pediatric setting would 

be a particularly rich information source because of the comparatively longer 

tradition of attempting to implement client-centered care in the child health care 

environment; 

• a personal interest in the delivery of client-centered care in the context of a child 

health care delivery system; 

• an expectation that parents of children with these chronic conditions, because of 

their experience obtaining and/or trying to obtain health care and related services 

for their children, will be particularly rich information sources; 

• a desire to stay away from those areas in the Children's hospital where my own 

child had received care; and, 

• an interest expressed by the health care professionals working in the 

developmental and preschool treatment services areas in this research. 

Recruitment 

Kuzel (1992) states that the initial boundary of a research problem may be thought of as a 

sampling frame, and it may be defined further by considering what to sample (i.e., events, 

places, persons, artifacts, activities and/or time). Because one of the research questions 

was to determine the commonalities that define client-centered care for all stakeholders, 

the sampling frame included parents and direct health care providers who are involved 

with the developmental clinic and/or preschool treatment services. The children 

themselves were not participants in this study because it was thought that the majority of 

the children would not be at a developmental stage that would enable them to provide 

meaningful input. 
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Qualitative inquiry typically focuses in depth on relatively small samples, selected 

purposefully. Specifically, information-rich cases are selected for in-depth study, with 

the size of the sample and the specific cases selected dependent on the study purpose 

(Patton, 1990). The two kinds of purposive sampling used in this study were maximum 

variation sampling and theoretical sampling. In maximum variation sampling, study 

participants are selected to maximize variation on dimensions of interest (Patton, 1990). 

The use of maximum variation sampling enabled the documentation of any diverse 

variations that emerged, as well as the identification of common patterns that emerged 

across variations. This kind of sampling supports the grounded theory tradition, where it 

is important that multiple perspectives are sought during the research inquiry (Strauss & 

Corbin, 1994). 

The parent and child characteristics on which maximum variation were sought included 

the child's diagnosis, the child's age, and the extent of the child and family's involvement 

with the health care system. As well, knowing that mothers would likely express more 

interest in participating than fathers, I made an extra effort to accommodate any 

interested fathers. I also was interested in obtaining input from parents who represented a 

range of socio-economic statuses, and ideally a range of cultural backgrounds. When 

parents contacted me to express an interest in participating in the research, I collected 

information pertaining to these areas so that I could select my participants accordingly. 

With respect to the health care professionals, the main characteristic that I was interested 

in with respect to maximum variation was the type of health care professional. I wanted 

to obtain input from as many different kinds of health professionals as possible (e.g., 

physiotherapists, occupational therapists, psychologists, developmental pediatricians, 

nurses, social workers, speech language pathologists). 

Theoretical sampling is way of collecting data to generate theory whereby the analyst 

jointly collects and analyses the data, deciding what data to collect next in order to 

develop the theory or model (Glaser & Strauss, 1967). After conducting each focus 

group or individual interview some preliminary analysis was done of the data, and then 
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used to guide the sequencing of questions, the wording of questions and sub-questions, 

the areas probed, and to a lesser extent the selection of future participants. This process 

was facilitated through the use of notes- written during and immediately after the focus 

group and individual interviews, as well as debriefing with the focus group moderator. 

This enabled me to answer questions that arose during the preliminary analysis, and to 

address gaps that presented themselves in the emerging theory. 

Potential parent research participants were recruited in a number of ways. First, an 

information package was developed which included a letter signed by the head of 

developmental pediatrics at this children's hospital (see Appendix B), an open letter to 

parents explaining the research and inviting their participation (see Appendix C), and a 

copy of the consent form (see Appendix D). The letter asked parents to contact the 

researcher directly if they were interested in participating in a focus group and/or 

individual interview about their experiences obtaining health care and related services for 

their child. It also explained that no one at the hospital would know whether they 

volunteered to participate in this research or not. This package was sent out to all parents 

(n=106) whose children had been involved over the past year in preschool treatment 

services in one of three programs that had been identified for inclusion in this study. Ten 

copies of this package were also sent to each of the 11 pediatricians involved with the 

developmental clinic at this children's hospital. A letter accompanying the package 

asked these pediatricians to distribute this information package to eligible parents (i.e., 

parents who met the study's inclusion criteria) throughout a 6-week period. 

I attended two parent group meetings of the pre-school treatment services programs to 

explain the research and invited their participation, and passed around information 

packages for parents to take if they wished. Families whose children had been diagnosed 

with either Down syndrome or autism were also recruited through family support 

organizations. Specifically, I attended a meeting of each of the support organizations to 

l\_Note taking was facilitated through the use of a note sheet (see Appendix A) that I developed to 
summarize major points that came up during the focus goup and individual interviews. 
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talk to parents in attendance directly about this research and to invite their participation. I 

also placed an ad in each parent organization's newsletter, which briefly explained the 

purpose of this research and invited parents' participation. An open letter to parents 

inviting their participation in this research was also send home with children who were 

attending a specialized pre-school program for children with Down Syndrome. 

Health care providers were recruited through a letter from the researcher. Health care 

providers working in the developmental clinic received a follow-up voice-mail message 

from their manager requesting that they contact the researcher if they were interested in 

participating in a scheduled focus group interview. Health care providers working in pre

school treatment services received a follow-up phone call from the secretary asking for 

their participation at a scheduled focus group. Developmental pediatricians were invited 

to participate in a focus group scheduled for one of their regular departmental meeting 

sessions. The option of participating in an individual interview was also provided to all 

health care providers. A copy of the consent form and a summary of the questions to be 

discussed in the focus groups were sent to all confirmed participants. 

A more in-depth description of both the parent and health care provider research 

participants is included in Chapter 3, section JJ. 

Data collection and management 

Focus Groups 

Both focus groups and individual interviews were conducted with parents and direct 

health care providers, with focus groups being the data collection method of choice. The 

factor that most distinguishes focus groups from individual interviews is the presence of 

group interaction in response to the researcher's questions. Focus group interviews were 

selected as the preferred method of data collection in this research for the following 

reasons: focus groups can provide comparisons that lead people to talk about a wider 

range of experiences and opinions than may occur in individual interviews (Morgan, 
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1993); a broader spectrum of respondents' opinions are solicited (Frey & Fontana, 1993); 

and, the group interaction in a focus group can provide challenges to over-idealized 

statements, leading to more accurate accounts of what people actually believe and do 

(Morgan, 1993). 

Focus group composition was determined using two broad types of group definition 

characteristics, break characteristics and control characteristics. Break characteristics are 

those that differentiate groups from each other. They define how various subsets of 

people, with potentially contrasting views or experiences concerning the issues under 

investigation, are differentiated (Knodel, 1993). Three initial break characteristics were 

identified based on a preliminary review of the literature done prior to the start of the 

research: the relationship of the stakeholder to the health care process (i.e., direct care 

provider or parent); the type of direct care provider (i.e., physician or other health care 

professional); and the child's involvement with the health care system (i.e., diagnosis of 

autism, diagnosis of Down Syndrome, and/or involvement with developmental services 

or one of three selected preschool treatment services programs). An additional break 

characteristic, age of the child, was identified after discussions with key informants. It 

was felt that parents who had younger children might have had quite different 

experiences with the health care system in comparison to parents who had older children. 

It was thought that it might facilitate discussion to bring parents together that had 

children of similar ages. The break point identified for age was infant and pre-school vs. 

school-age children. 

Control characteristics are those that are common to a particular group or series of groups 

(Knodel, 1993). In this study, all of the group participants were drawn from the 

particular client population previously outlined, or were direct health care providers who 

worked with these children and families. This can be thought of as a uniform control 

characteristic. Within this substantive area, the only common composition control 

characteristics set for the initial focus groups was gender. That is, where possible, both 

mothers and fathers were included in each group. No new break and control 

characteristics were identified as the study proceeded. 
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In order to answer the research questions posed, and in particular the fifth sub-question 

around whether different stakeholders had different perspectives, a minimum of one 

focus group was held with each of the groups of individuals listed in Table 4. 

Table 4. Stakeholder groups involved as focus group participants 

Client Focus Groups Health Care Provider Focus Groups 

parents of children who have been health care professionals other than physicians 
diagnosed with autism or somewhere along (i.e., nurses, occupational therapists, physical 
the PDD spectrum therapists, psychologists, social workers, 

speech language pathologists) 

parents of children who have been developmental pediatricians 
diagnosed with Down Syndrome 

Parents of children who are/have been 
recently involved with the pre-school 
treatment program 

parents of children who are/have been 
recently involved with the infant therapy 
program 

For convenience, and because it was felt that health care providers who worked together 

on a team might be more comfortable participating as a group, health care provider focus 

groups were held with each of the program teams, with the exception of the 

developmental pediatricians with whom a separate group was held. This was a pre-

identified break characteristic. Five focus groups were held with health care providers: 

one with the developmental services team, one with each of the pre-school services three 

program teams, and one with the developmental pediatricians. 

Seven parent focus groups were conducted, and all but one of them were conducted in 

meeting rooms at the children's hospital. One of the parent focus groups was held at one 

of the participant's house, to accommodate their child-care requirements. The parent 
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focus groups were conducted between December 1998 and March 1999, and the health 

care provider groups were conducted between June and September 1999. The parent 

focus groups ranged in size from 2 to 7 participants, and ranged in length from 1.5 to 3 

hours. The health care provider focus groups ranged in size from 2 to 4 participants, and 

ranged in length from 1 to 1.5 hours. 

A key to focus group success is a well-trained moderator who can skillfully guide 

discussion (Krueger, 1988). Given that the researcher did not have a lot of experience as 

a moderator, and because the moderator can have a considerable impact on the quality of 

the data obtained from the focus group, an experienced moderator was brought in to 

guide the focus groups. The researcher played the role of assistant moderator which as 

described by Krueger (1988) included: taking comprehensive notes, operating the tape 

recorder, handling environmental conditions and logistics, responding to unexpected 

interruptions, noting participants' body language, and asking the occasional question or 

probing the a participant's response in more depth. 

Input from focus group participants, regarding how they felt the focus group discussion 

had gone, was sought at the end of each session. This input was used to make any needed 

adjustments to how the groups were conducted with respect to such factors as how the 

questions were asked and the moderating strategies used. 

Interviews 

It was recognized that some potential informants may not have felt comfortable 

participating in a focus group, and consequently experiences and perspectives would not 

have been shared as openly or may not have been shared at all. The option to participate 

in an individual interview was offered to any potential informant who was interested in 

participating in the research, but felt that they would not feel comfortable in a focus 

group setting. This same option was presented to parents and health care providers who 

were interested in participating in the research, but due to scheduling problems could not 



40 

attend set focus groups. This flexibility with respect to the data collection methodology 

helped to ensure that more voices were heard. 

The questions asked in the individual interviews were the same as the questions asked in 

the focus groups. The primary difference between the individual and focus group 

interviews, was that the former tended to be less structured and more conversational in 

nature. This, in combination with the greater time available per participant, allowed for a 

more in-depth exploration of the issues raised. 

Individual interviews were conducted with parents between December 1998 and March 

1999. Of the five individual interviews conducted with parents: one was conducted in the 

interviewer's house, two were conducted in coffee shops, and two were conducted in the 

participants' homes. One individual interview was conducted with a health care provider 

in May 1999. This interview took place in the health provider's office. In January 2000 

an experienced interviewer conducted an interview of the researcher, in order to bring the 

researcher's perspective as a parent directly into the research data. This interview was 

conducted in the interviewer's home. These interviews ranged in length from 45 minutes 

to 2.5 hours. 

Question development and pilot testing 

Preliminary focus group questions were developed and then reviewed by a number of key 

informants, all of who were familiar with the purpose of the study and the type of 

participants involved. The key informants were asked to pay particular attention to the 

question sequence and potential probes. Initially, a key informant who had considerable 

experience designing focus groups was asked to review the focus group questions. Minor 

revisions were made to the questions based on this feedback. Three parents of children, 

two with a diagnosis of autism and one with a diagnosis of Down syndrome, then 

reviewed and provided feedback on these revised questions. Two health care providers, 

one clinical nurse specialist and one developmental pediatrician, also reviewed and 

provided feedback on the questions. Further minor revisions were made to the questions, 
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and more significant revisions made to the sub-questions and suggested probes, based on 

this key informant input. These revised questions were then pilot-tested prior to each of 

the two series of data collection. Prior to the start of the parent focus groups and 

interviews, a pilot focus group was held with 4 parents known to the researcher who had 

children with a variety of chronic health problems, but not autism or Down syndrome. 

Following this pilot group, further minor revisions were made to the questions and 

probes. Four broad questions were asked in all of the focus group and individual 

interviews (refer to Table 5). These varied slightly between parents and health care 

providers, and between allied health professionals and developmental pediatricians, as is 

explained below. 

Prior to the start of the health care provider focus groups, a pilot focus group was held 

with four health care providers, three who had recently retired from direct patient care, 

and one who was still actively involved with families. Although the intention had been to 

ask the very same questions that had been asked of parents to health care providers, this 

changed after the pilot focus group. In consultation with the pilot focus group moderator 

it was decided to adjust the way that the questions were asked, given the difficulty these 

health care providers had describing specific examples of good and bad experiences 

working with children and families in the health care system, and because of the time 

constraints that were imposed in the health care provider focus groups. In the focus 

group with the developmental pediatricians, the original piloted questions were asked, 

because a key informant had suggested that pediatricians would be able to and would feel 

comfortable describing individual families or situations in depth. 
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Table 5. Focus group and individual interview questions 

Question 
number 

Parent questions* Developmental 
pediatrician 
questions 

Allied health 
professional 
questions 

1. Describe an experience 
you had with your child 
at the hospital or with 
the health care system 
that you would say was 
generally good. 

Describe a good 
experience(s) that 
you have had with a 
child and family, an 
experience where 
things worked well. 

What are the factors 
that contribute to 
positive experiences 
with the health care 
system for children 
and families? Can 
you give an example? 

Describe an experience 
with you had with your 
child at the hospital or 
with the health care 
system that you would 
say was generally not 
good. 

Based on your 
experiences, if you 
could change one thing 
about the way health 
care is provided to 
children and families, 
what would it be? 

Is there anything you 
have seen or read that 
has influenced your 
thinking about how 
health care should be 
provided to children 
and families? If so, 
could you tell me about 
it. 

Describe a negative 
or uncomfortable 
experience(s) that 
you have had with a 
child and family, an 
experience where 
things did not work 
well. 

Based on your 
experiences, and on 
your present 
understanding of the 
health care system, is 
there anything that 
you would like to 
change about the way 
health care is 
provided to children 
and families? 

Is there anything you 
have seen or read, or 
anything in your past 
life experience, that 
has influenced your 
thinking about how 
health care should be 
provided to children 
and families? 

What are the factors 
that contribute to 
negative experiences 
with the health care 
system for children 
and families? Can 
you give an example? 

Based on your 
experiences, and on 
your present 
understanding of the 
health care system, is 
there anything that 
you would like to 
change about the way 
health care is provided 
to children and 
families? 

> 

Is there anything you 
have seen or read, or 
anything in your past 
life experience, that 
has influenced your 
thinking about how 
health care should be 
provided to children 
and families? 

a. The complete parent interview guide, including the opening remarks by the moderator or interviewer as 
well as the questions, sub-questions and probes, is included in Appendix E. 
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Four broad questions were asked in all of the focus groups and interviews. What differed 

between groups was the order in which the questions were asked and the specific sub-

questions and probes used to get additional detail around responses. As is customary in 

qualitative methodology, the question wording and sequence and the probes were 

continually evaluated and minor changes made as the data collection proceeded. If a 

particular sub-question or way of probing was not working well, it was changed. One 

thing that did change as the interviewing proceeded, was the order in which the questions 

were asked. In some groups with parents it seemed difficult for them to talk about 

positive experiences with the health care system first, as they kept bringing up negative 

experiences in the middle of their positive stories. So the question sequence was changed 

and negative experiences asked about first. This seemed to work well for some groups, 

but other groups seemed uncomfortable starting off with sharing negative experiences; 

they kept bringing up positive experiences. In the end, it was decided that the best way to 

proceed was to ask each group or interviewee their preference. This approach seemed to 

work well, with some groups preferring to talk about good experiences first and others 

bad. 

In the interview of the researcher, the same 4 broad questions asked of all parents were 

asked in order to get her perspectives on client-centered care. In addition to these 

questions, the researcher was asked how she felt her personal experiences with her child 

in the health care system had affected this research. 

A summary question was asked at the end of the focus groups and interviews, when time 

permitted. That is, the assistant moderator or the interviewer read a summary of the 

responses to each of the four questions back to the participants, asking whether this 

summary accurately reflected the major issues discussed, and whether anything important 

was missing. 
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Data management and analysis 

The focus groups and individual interviews were audio taped with the informed consent 

of the participants. The taped interviews were then transcribed verbatim into a computer 

fde. NUD*IST, a qualitative data analysis software, was used to assist with the 

management and analysis of the data. 

The focus groups and interviews with parents were conducted and analyzed first, 

followed by the health care provider focus groups and interview. The client perspective 

was sought first. Because of the lack of the client perspective in the literature and the 

topic of the research, it was felt that the client perspective should take the lead in shaping 

the emerging theory. 

After completion of this first set of parent focus groups and interviews, the open coding 

phase of the analysis of the majority of this data was completed prior to beginning the 

health provider interviews. In this way, the preliminary findings emerging from the 

parent data were used to guide the sub-questioning and probes used in the health provider 

focus groups and interview. A l l of the parent and health provider focus groups and 

interviews had gone through substantive coding, with the broader categories identified, 

before the interview with the researcher was conducted. 

In grounded theory there is a defined role for previous knowledge. The literature review 

prior to the start of this study was sparse. This was intentional, so as to not have too clear 

a pre-defined picture of what client-centered care was already imbedded in my mind. In 

grounded theory, the researcher is considered to be a social being who creates and 

recreates social processes. Past experience, therefore, is data. No attempt was made to 

put aside ideas about the situation being studied. Rather I used my ideas to try and better 

understand the processes being observed (Baker, Wuest & Stem, 1992). Being able to 

recognize what is important in the data, and to be able to give it meaning is referred to as 

theoretical sensitivity (Strauss & Corbin, 1992). 
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Constant comparative method 

In grounded theory, data analysis is clearly interpretational and theory building, as the 

point of grounded theory construction is to produce concepts that fit the data. This is 

achieved through a process of analysis referred to by Glaser and Strauss as constant 

comparison (Tesch, 1990). Constant comparative analysis was used to look for 

statements and indices of behaviour that occurred over time in a variety of contexts. In 

this way, the key concepts comprising client-centered care were generated. The concepts 

were initially developed through a process called open coding. I developed as many 

codes as possible, as is recommended by Glaser (1978), with the goal being to fragment 

or open up the data. Initially, the codes proliferated quickly, but this process began to 

slow down as the data began to fit into the existing codes. Once this happened I moved 

onto what Glaser (1978) calls selective coding. Throughout the analysis, I was extremely 

careful about letting the concepts emerge and not forcing the data into categories too 

early, the importance of which is stressed by Glaser (1992). 

The parent data 

In my analysis of the parent data, this concern about not grouping the data into categories 

too early meant that I open-coded all of the parent focus group and interview transcripts 

using free nodes in NUD*IST, before I moved on to the next level of coding. At the end 

of the open coding of the parent data I had generated over 120 codes. I then grouped 

these codes into approximately 30 broader categories using the concept of semantic 

relationships as described by Spradley (1979). In this way the sub-categories and 

properties of the categories began to be described. I then put these broader categories 

into a matrix; that is, I placed all 30 categories along both the vertical and horizontal axis 

of the matrix. I then looked at the potential overlaps between each of these categories, 

and was able to combine a number of them. I used NUD*IST to facilitate this analysis, 

and through NUD*IST was able to further reduce the number of broad categories in the 

parent data to ten. 
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The health care provider data 

In my analysis of the health provider data, I followed the same general analytic steps 

described above for the parent data. I did not start with the categories I had developed 

from the parent data, nor did I try to fit the health provider data into these categories. I 

thought it was important to keep the data sets separate through the substantive level of 

coding, so that any differences between the parent and health care provider data would 

emerge. 

I was able to move more quickly, however, through the open coding phase, and into the 

description of the sub-categories and properties of the core categories that had emerged. 

My analysis was more integrated in that I moved back and forth between open and 

selective coding, and generated categories and their properties more quickly from the 

start. This was because I had become more comfortable with this analytic process, and 

my increased familiarity with NUD*IST enabled me to use it more effectively to 

facilitate the analysis. At the end of this process, the health provider data was grouped 

into eight broad categories, with defined sub-categories and properties. 

Pulling the two data sets together 

At this point in the analytic process, the empirical substance of client-centered care was 

quite well conceptualized. Using Glaser's (1978) terminology, the substantive coding of 

the data was complete, but I had not yet moved seriously onto the theoretical coding 

level. Theoretical coding means examining the substantive codes (i.e., broad categories) 

and conceptualizing how they might be related to each other (Glaser, 1978). I started the 

theoretical coding with the parent data, which resulted in more integration of categories, 

and then moved onto this level in the health care provider data. It became apparent that 

the two data sets had far more similarities than differences, so at this point I combined the 

two data sets and continued with the integration of the categories. At this stage of the 

analysis I was continually referring back to my memoing and journaling, in order to 
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integrate all of this material at a theoretical level. The findings, which are presented in 

Chapter 3, are reported as one data set. 

Document and Literature review 

The fourth question asked of focus groups participants, was whether they could 

recommend any documents, or other types of information (e.g., videos, films) pertaining 

to their experiences of either providing or receiving care in the health care system, that 

have been particularly meaningful to them. These documents were reviewed along with 

recent literature, and used to shape the theory emerging from the participant focus groups 

and interviews. 

A comprehensive review of the literature on client-centered care that had been conducted 

in 1996 as part of another project was used in the development of the research proposal 

for this study. Once the analysis of the data was nearing completion, and a model of 

client-centered care was emerging, the recent literature on client-centered care was 

returned to in order to assist in the interpretation of the research findings. This inductive 

use of the literature is common in naturalistic inquiry (Creswell, 1994). In this study, 

references to, and comparison with, the current literature on the topic of client-centered 

care and related topics is primarily incorporated into the Chapter 4 - Discussion. Some of 

the literature has also been incorporated into the background section of Chapter 1 and 

into Chapter 3. 

The medical and health care literature was reviewed for the years 1995 to 2000. The key 

words used and the databases searched are summarized in Table 6. 
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Table 6. Literature review from 1995-2000 on "client-centered care" 

Key Words Used Data Bases Searched 

Patient-focused care Medline 

Patient-centered service Cinahl 

Patient-focused service Healthstar 

Client-centered care Sociofile 

Client-centered care Psychlit 

Client-centered service 

Client-focused service 

Consumer-centered care 

Consumer-focused care 

Consumer-centered service 

Consumer-focused service 

Family-centered care 

Family-focused care 

Family-centered service 

Family-focused service 

Approximately 100 articles were selected to read based on a review of approximately 500 

titles and/or abstracts. Articles were selected using the following criteria: it was a new 

article (i.e., hadn't already read it) and the primary focus of the article was client-centered 

care. Preference was given to scholarly articles (i.e., original research or original 

literature reviews). Key articles that were referenced in these articles were also obtained, 

including key articles pertaining to important themes emerging in the evolving theory 
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(e.g., communication, caring, patient-health care professional relationships, 

coordination). 

III. Ethics 

Both the Calgary Regional Health Authority's Child Health Research Committee and the 

Conjoint Health Research Ethics Board at the University of Calgary's Faculty of 

Medicine provided ethical approval for this research project. Ethical considerations are 

always extremely important, and in qualitative research require considerable evaluation 

because of the level of intrusion into informants' private lives that often occurs (Creswell, 

1994). Ethical issues arise in the research design, data collection, analysis and the 

writing stages of a research process (Creswell, 1994; Yow, 1994). Table 7 summarizes 

the major ethical concerns that arose at each of these stages. Following this is a 

description of the processes that were used to address the ethical concerns at these four 

research stages. 



Table 7. The major ethical concerns that arose at each stage of the research 

Research Stage Major ethical concerns 

Research Design • Wil l the research advance knowledge? 

• Wil l the design be able to answer the 
research questions? 

• Does the researcher have the expertise to 
carry out a good quality study? 

• Has the proposed study population been 
over-studied? 

• Does the potential long-range good of this 
study outweigh any immediate harm to the 
participants? 

Data Collection • Informed consent 

• Anonymity & confidentiality 

• Relationships of unequal power 

• Participant distress 

Data Analysis • Anonymity & confidentiality 

• Research integrity & quality 

Writing & Reporting • Accurate representation of participants' 
meanings 

• Misuse of results 
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I considered ethical issues in the design phase of this research project by addressing the 5 

questions outlined in Table 7. In the data collection stage, ethical concerns involved 

informed consent, anonymity and confidentiality, participant distress, and ethics in 

relationships of unequal power. To address the issue of informed consent, potential 

informants were provided with complete and understandable information about this study 

and what their participation involved. A letter of introduction, signed by a developmental 

pediatric physician, and a brief description of the research was mailed or given to 

potential informants requesting that they phone the researcher directly if they were 

interested in participating in the study. Interested participants were provided with more 

information about the research, as well as copies of the research questions and the 

consent form. They were asked to review the information to determine whether they 

would be interested in participating in the research. If they agreed to participate, they 

were asked to sign a copy of the consent form (see Appendix D) at the focus group or 

individual interview. Efforts were made to ensure that consent was given freely, fully 

voluntary and un-coerced. Potential informants were told that neither the physician 

sending the letter, nor the physician handing out the information, would be told if they 

chose to participate in the study. No remuneration was provided to focus group 

participants. Informants were advised that they were free to decline to answer any 

questions with which they were uncomfortable, and/or to withdraw from the research at 

any time. Concerns with anonymity were addressed in the data collection phase by 

keeping all names out of the transcribed interviews, and by asking people not to use 

names in their stories. Lists of participants' names and phones numbers were kept 

separate from the transcripts. In the writing stage, attempts were made to minimize 

identifying information, with extra caution taken with quoted material. Neither 

confidentiality nor anonymity could be guaranteed, however, because much of the data 

collection occurred through focus groups. Focus group researchers cannot promise or 

ensure strict and absolute confidentiality, as they do not have control over what 

participants may disclose outside of the focus group (Smith, 1995). Anonymity is 

impossible within the group, as people are sitting face to face. Some attempt was made 

to address anonymity and confidentiality by asking participants not to share stories with 
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people's names, or other identifying information, attached to them outside of the focus 

group (see Appendix E). 

Participant distress is an important consideration in qualitative research, particularly 

when participants are being questioned on topics that may be sensitive in nature. There 

was potential for considerable participant distress in this research, particularly among 

parent participants. Participants were told at the outset that they should not feel obliged 

to share anything that they did not want to, and that they could stop the interview or 

withdraw from the focus group discussion at any time. No participants chose to do this. 

There were tears in the majority of the parent interviews and focus groups, at which point 

the discussion was stopped until the participant felt comfortable continuing. The 

moderators, in the way of tissues and compassion, provided immediate support at the 

interviews and focus groups. In the focus groups, the other parent participants provided 

support as well. Much sharing of practical information also took place among the parent 

participants. For example, if parents in the group were unaware of needed services, other 

parents in the group freely shared any information that they had. It was not uncommon 

after the focus group to have parents stay and chat, with some exchanging phone 

numbers. Parents were not rushed out, and refreshments were offered to those people 

choosing to stay. It was thought to be important to allow the participants the opportunity 

to debrief informally, both with each other and with the moderators, after the focus group 

had finished. 

In a focus group setting, there are also the issues of the sharing of information within a 

group and the possibility that the synergistic effect of the focus group may lead to over 

disclosure of personal information (Smith, 1995). This can result in participant distress. 

To minimize this problem, the participants were made aware at the start of the focus 

group that this may occur. Relationships of unequal power are inherent in in-depth 

interviews and focus groups, as power in these relationships is tipped in favour of the 

interviewer. The moderators and interviewer, for example, were careful about not giving 

participants the impression that they could help with problems, as this can encourage 

over-disclosure (Yow, 1994). 
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In the data analysis stage, ethical concerns once again involved anonymity and 

confidentiality, as well as research integrity and quality (Miles & Huberman, 1994). 

With respect to the former, an explanation of who would have access to the data was 

included in the consent form. The complete transcripts were seen only by the researchers 

named on the consent form, and by the transcribers. The transcribers were asked to sign 

a confidentiality agreement, asking them not to repeat the information that they 

transcribed. Peers reviewing sections of transcripts were also asked to sign a 

confidentiality agreement. Research integrity and quality was maximized through a 

number of processes that were following to increase the trustworthiness of the research 

findings. This is discussed in the next section. , 

In the writing stage, ethical concerns primarily involved the accurate representation of 

participants' meanings. While writing, I took this basic obligation to represent these 

meanings truthfully very seriously. In future reports on this research, other ethical 

concerns to be aware of are unconscious advocacy, and the possible misuse of results 

(Miles & Huberman, 1994). 

IV. Trustworthiness 

One of the basic assumptions underlying qualitative research is that there is not a single 

truth out there awaiting discovery, in terms of the phenomenon under study. Rather truth 

is multi-dimensional. Qualitative research is interpretive research (Creswell, 1994), 

meaning that the researcher is not separate from the research process and findings. 

Instead, the researcher acts as a kind of filter, analyzing the phenomenon under study and 

interpreting the meaning of the data collected; the role of the researcher being to describe 

and interpret the data collected as completely and truthfully as possible (Denzin, 1994). 

Because of the nature of qualitative research, it is difficult to assess scientific rigour using 

the same methods that are used in quantitative research. Trustworthiness is a term 

introduced by Lincoln and Guba (1985) to assess the rigor of a qualitative study, and is 

about having practiced good science rather than claiming to be right (Sandelowski, 1993). 
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Krefting (1991) defines 4 criteria by which trustworthiness in qualitative research can be 

evaluated: credibility, transferability, dependability and confirmability. There are a 

number of strategies that the qualitative researcher can use to increase the trustworthiness 

of his or her work. Table 8 provides a brief description of each of these four criteria, and 

outlines the strategies used to increase the trustworthiness of this research. A more 

detailed description of how each of the strategies was used in this research project 

follows the table. 

Table 8. Trustworthiness in qualitative research and the strategies used in this study 

Criteria Criteria Description Strategies used in this study 
to increase trustworthiness 

Credibility A study is credible when the 
descriptions and interpretations 
'ring true' to people who share the 
experiences being studied. 

Reflexivity 
Triangulation of data methods 
& sources 
Member checking 
Peer examination 

Transferability A study is transferable when the 
findings 'fit' into other similar 
contexts. 

Dense description of research 
methods 

Dependability 
A study is dependable if the Dense description of research 

methods 
Peer examination 
Triangulation 
Audit trail 

findings would be consistent if the 
research were replicated with the 
same subjects in a similar context. 

Confirmability 
A study is confirmable when the 
findings are a function of the 

Triangulation 
Reflexivity 
Audit trail informants and conditions of the 

research, and not of other biases, 
motivations and perspectives. 

Note. Adapted from Krefting (1991) 
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Reflexivity 

Reflexivity refers to trying to understand our own personal, political and intellectual 

autobiographies as researchers, and making explicit where we are situated in relation to 

our research respondents. Reflexivity also means acknowledging the critical role we play 

in creating, interpreting and theorizing research data (Mauthner & Doucet, 1998). 

Because I had a personal history of considerable involvement with the health care system 

with my child, I felt that reflexivity was a particularly important strategy to use to 

increase the trustworthiness of this research. I situated myself in the research process at 

the beginning, and at every stage have concentrated on being aware of how my own 

personal experiences were affecting the decisions I was making as a qualitative 

investigator. I used a number of strategies to do this. First, I selected a substantive area 

of focus within pediatrics that was unfamiliar to me as a parent, as my child had no 

significant developmental problems. Then, when doing the open coding of the parent 

data, I was very careful about not grouping the codes into broad themes too early in the 

process, so as not to force the data into any preconceived framework. I kept a journal 

that I used to write down key thoughts as they occurred throughout the data collection 

and analysis. I primarily used the journal to write down my thoughts about what I saw 

emerging from the data, but I also wrote about why I thought I was seeing certain issues 

emerge and how my personal experiences might be colouring my perceptions. For 

example, when I was writing up my findings, I noticed that many of the quotes that I was 

pulling out to illustrate points were from those parents who had like perceptions of their 

health care system experiences. When I realized that I was doing this, I went back and 

changed some quotes and continued to make a conscious effort to be balanced in the 

quotes I was selecting. I had a peer conduct an interview me so that my perspectives as a 

parent could be incorporated directly into the research. I also had this peer ask me 

questions about how I thought my experiences had affected the entire research process; 

the responses to which I have incorporated into this section on trustworthiness. Finally, I 

had informal discussions on a regular basis with peers about what I was seeing emerging 

from my data, talking about how I thought my own experiences were affecting my 

perceptions. 
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Triangulation 

I used both triangulation of data methods and data sources to increase the trustworthiness 

of this research. A fundamental aspect of the research design was the collection of 

primary data from two groups of stakeholders, parents and direct health care providers. 

Within these two groups, the use of maximum variation sampling also contributed to the 

triangulation of data sources. A third important data source were materials that health 

care providers and parents recommended as being influential in their thinking about how 

health care services should be provided to children and families. These documents were 

considered to be secondary data for the purpose of this research, and were used during the 

analysis to augment the primary data. The literature on client-centered care, particularly 

the literature pertinent to a pediatric setting, was also consulted in more depth towards the 

end of the analysis to assist in the validation of the emerging concepts. With respect to 

triangulation of data methods, both focus groups and one-on-one in-depth interviews 

were conducted. At the end of the interviews and focus groups, participants were invited 

to write down anything they had felt uncomfortable saying or had forgotten to say during 

the session, and were invited to request a phone-call from the researcher. Finally, 

participants were asked to complete a brief quantitative survey to provide some common 

demographic data that was used to describe the participants (refer to tables 9 and 10 in 

Chapter 3). 

Member checking 

Another strategy used to increase the trustworthiness of this research was member 

checking. Member checking is a technique that involves testing with informants the 

researcher's data, analytic categories, interpretations, and conclusions (Krefting, 1991). 

Member checking was done in a number of ways. First, at the end of most focus groups 

and interviews a summary of the interview was read back to the participants, and they 

were asked if it captured the essence of the discussion. Second, feedback was requested 

from the participants on a summary of the preliminary findings. Parent participants were 

sent a summary of the findings emerging from the parent data, and health care providers 
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reviewed findings from the health care provider data. One parent and eight health 

providers responded to the request for reviewing preliminary findings. Third, because 

only one parent participant responded to the findings that had been sent out, three parent 

key informants were also asked to review the emerging theory and respond to the 

following question: "Does this description of client- entered care ring true to you based 

on your experiences with the health care system?" A l l of the respondents agreed with the 

majority of the findings. The few suggestions made primarily pointed to areas that 

required more emphasis or explanation in the final write-up. Finally, preliminary 

findings were also presented on a few occasions to health care provider and parent 

audiences. Comments on these preliminary findings were documented and considered in 

the final analysis. 

Peer examination 

Peer examination involves discussions about the research process and findings with 

impartial colleagues who are experienced in qualitative methods (Krefting, 1991). Again, 

I used a number of strategies for peer examination. Early on in my analysis, a peer 

reviewed sections of two parent transcripts, and I compared her coding with mine to 

ensure that I wasn't missing anything important. My supervisor, who was an experienced 

qualitative researcher, reviewed all of the transcripts once all of the data had been 

collected and much of it analyzed. We discussed any discrepancies in our impressions 

about the major themes emerging from the data. Members of my supervisory committee 

provided peer advice, primarily early on in the project around research design issues, and 

then data collection. Early thoughts in the analysis were also discussed with them and 

feedback sought. Once I reached the theoretical coding stage of analysis, in-depth 

discussions with my supervisor facilitated the conceptualization of how the broad 

categories were related to each other. Finally, at many points in the research I discussed 

both methods and findings with multiple peers through the Qualitative Research Interest 

Group in the Department of Community Health Sciences at the University of Calgary. 

Glazer and Strauss (1967) stress the value of discussing theoretical ideas with other 

members of a research team in order to strengthen the emerging theory. 
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Dense description 

Dense description of findings is an important strategy for addressing the transferability of 

the research findings (Krefting, 1991). For this reason I have provided a lot of 

background information on the research participants, as well as the research context and 

setting. This has been partly accomplished through the generous use of quotes. It is this 

kind of dense description that enables readers to assess whether the research findings 

would be transferable to their setting. 

Dense description of research methods is one strategy for increasing the dependability of 

a study. It is because qualitative methods evolve throughout each research situation, and 

there are few shorthand descriptions such those as commonly used in quantitative studies 

(e.g., inter-rater reliability), that dense description of the methods is important (Krefting, 

1991). This would allow another researcher to replicate the study if they so desired. 

Dense description of methods is closely related to the concept of an audit trail. An audit 

trail was kept so that another researcher could assess exactly what steps were followed in 

the collection and analysis of the data, and determine whether decisions made along the 

way were clear and justifiable. The use of NUD*IST enabled the documentation of an 

audited trail of decisions made throughout the analysis through node memos. Each 

change in the coding structure was documented by NUD*IST in the appropriate node 

memo. The researcher also made notes about why certain coding decisions were made in 

these node memos. In summary, the use of all these strategies has contributed to 

increasing the credibility, dependability, transferability and confirmability of this study. 
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CHAPTER THREE: FINDINGS 

I. Introduction 

The findings from both the parent and the health care provider data are presented in this 

chapter. Section U outlines the population characteristics. A general description of the 

population being studied, that is the children and the kinds of services provided to them at 

the children's hospital, is outlined first. This is followed by a description of the research 

participants; the parents of these children and the health care providers who work in the 

developmental clinic and pre-school treatment services at the children's hospital. 

The findings from the data are presented in section HJ in the form of a substantive theory 

of family-centered care. This theory consists of five broad categories. Each of these 

categories are described in some depth, with some of the categories further broken down 

into sub-categories to enable more detailed description. The relationships between these 

sub-categories and categories, and their properties, are described throughout section HI, 

with a summary of the theory focusing on these relationships presented in section V . In 

section IV the major differences between the parent and health care provider data are 

summarized, including their priorities for system change. Quotes from the participants 

are used liberally both to emphasize the voices of the parents and the health care 

providers who participated in this research, and to illustrate how this emerging 

description of client-centered services is grounded in the participants' experiences. 

II. The Population Characteristics 

As was described in Chapter 2, the focus of this research was health care services for 

children who had a diagnosis of Down syndrome or somewhere on the autism spectrum, 

and/or had recently been involved in a preschool or infant therapy program at a children's 

hospital. The common characteristic of all of these children would be that they had been 

identified as having some kind of developmental delay requiring diagnosis and some 

early intervention services. 
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The child with Down syndrome is a child with a recognizable phenotype and limited 

intellectual endowment due to the presence of a supernumerary chromosome 21 

(Pueschel, 1992). At the participating children's hospital, there is a Down syndrome 

clinic that follows children from birth to six years of age. This clinic operates in an 

interdisciplinary fashion, with involvement from many health professionals including: 

nurses, occupational therapists, physical therapists, speech language pathologists, 

developmental pediatricians, audiologists and ophthalmologists. Because a high 

percentage of children with Down syndrome have other medical problems (Pueschel, 

1992), they often see specialties outside of the developmental clinic as well (e.g., 

cardiology, gastroenterology, endocrinology). This population of children and families, 

then, may be quite involved with the health care system over an extended period of time. 

Autism describes a spectrum of conditions that are neuro-biological in origin. These 

conditions are characterized by dysfunctions in social interaction and communication 

abilities, and unusual or restricted ranges of play and interests. These impairments are 

usually life long, resulting in some degree of social isolation and varying amounts of 

unusual behaviour, although this is quite variable from person to person. The current 

North American definition of autism is now viewed as one subcategory under the broader 

diagnostic umbrella known as pervasive developmental disorders (PDD) (Levine, Carey 

& Crocker, 1999). At the time of the data collection there was no designated clinic at the 

children's hospital for children with PDD, although the majority of these children are 

referred to the developmental clinic for diagnostic purposes. Once diagnosed, or during 

the diagnosis process, some of these children may receive services through preschool 

treatment services at the hospital. Children with PDD rarely have other chronic medical 

conditions that require referrals to other medical sub-specialists. This population of 

children and families then, once a diagnosis of PDD has been made, is generally less 

involved with the health care system than the population of children and families with 

Down syndrome. 

The children attending the preschool assessment and therapy or the infant therapy 

programs through preschool treatment services have a variety of diagnoses, some of them 
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unclear. These children generally present with mild to complex developmental, 

neurological and/or behavioral and emotional difficulties. The preschool assessment and 

therapy and the infant therapy programs strive to provide comprehensive and coordinated 

care for children with special needs and their families, with the goal being to promote the 

inclusion of children with special needs into family and community life. The extent of 

involvement that these children and families have with the health care system is variable, 

depending on any additional medical problems that the child may have. 

The research participants 

Parents 

A total of 37 parents participated in this research, 31 in focus group interviews and 6 in 

individual interviews. A summary of the demographic characteristics of these 

participants is presented in Table 9. Nineteen participants were parents of children who 

were diagnosed with PDD, 12 participants were parents of children with Down 

syndrome, and 6 participants were parents of children who at some time in the past year 

had been involved with pre-school treatment services' infant team. One of the focus 

groups of 7 parents whose children had been diagnosed with PDD all had children who 

had participated in a hospital-based pre-school treatment services' assessment and 

treatment program. A number of the children of parents who participated in other focus 

group or individual interviews had also participated in this program. 
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Table 9. Characteristics of parent participants (n=37) 

Child's Diagnosis Number 

Autism/PDD 19 

Down syndrome 12 

Involved with infant team 6 

Age of parent 

20-29 1 

30-39 22 

40-49 12 

Parent's sex 

Female 28 

Male 9 

Highest level of education completed by parent 

< high school 1 

high school 3 

> high school 32 

Languages spoken in home when growing upa 

English 33 

French 4 

Other 9 

Age of child(ren) 

< 2 yrs 5 

2-5 yrs 19 

> 5 yrs 8 

Note, Parents were asked to complete a brief survey at the beginning of the interview (see Appendix F), 
through which the information presented in this table was collected. 

a Some parent participants spoke more than one language while growing up. The other languages spoken 
included German, Spanish, Italian and Yiddish. 
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Health Care Providers 

The health care provider participants were all frontline providers who worked with 

children and families at the children's hospital. The exception was one developmental 

pediatrician who worked out of a community-based office, but who was affiliated with 

the hospital. A total of sixteen health care providers participated in this research, 15 in 

focus groups and one in an individual interview. A l l of these health care providers were 

women. A summary of the demographic characteristics of these participants is presented 

in table 10. Throughout this paper, I use the terms health care provider or health care 

professionals interchangeably to refer to these research participants. 
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Table 10. Characteristics of health care provider participants (n=16) 

Age of health care provider 

20-29 1 

30-39 6 

40-49 8 

50-59 1 

Kind of health care provider 

Developmental pediatrician 4 

Nurse 1 

Occupational therapist 2 

Physical Therapist 2 

Psychologist 1 

Social Worker 2 

Speech language pathologist 4 

Highest level of education completed 

Undergraduate degree 3 

Medical degree 4 

Graduate degree 9 

Languages spoken in home when growing upa 

English 15 

Other 4 

Note. Health care providers were asked to complete a brief survey at the beginning of the interview (see 
Appendix G), through which the information presented in this table was collected. 

a Some health care provider participants spoke more than one language while growing up. The other 
languages spoken included German, Italian, Finnish and Persian. 
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III. A Substantive Theory of Family-Centered Care 

Introduction 

The findings from the parent and health care provider data sets are described in this 

section as a substantive theory5 of family-centered care. The empirical area to which this 

substantive theory applies is health care services for children with developmental delays 

and their families. The five major categories comprising this substantive theory are: 

competent health care providers, competent parents; competent health care and related 

systems; societal and systemic context; and outcomes. Parents' and health care 

providers' expectations of themselves, each other, and the health care system are 

subsumed in these categories. Because more data was collected from parents than from 

health providers, the parent perspective dominates, particularly in the section on health 

care provider competence. The health care provider perspective is stronger at the 

systemic level. The similarities and differences between the parent and the health care 

provider perspectives are discussed throughout this section, with the major differences 

summarized in section IV. 

Parents' expectations 

A finding that emerged from the data, was that parents brought expectations of the health 

care system with them to their encounters and these expectations shaped their evaluation 

of their experiences. Parents had expectations of health care providers, as well as the 

health care and related systems. There seemed to be a number of factors influencing their 

expectations including: societal views on health care and how it should be delivered; the 

parent's personality; the type and complexity of the child's health problem; the amount of 

experience they had with the system; and the kinds of experiences they had had. There 

were both commonalties and differences in parents' expectations. Their evaluations of 

5 Substantive theory is one of two types of middle-range theory defined by Glaser and Strauss (1967). 
They describe a substantive theory as one that is developed for a substantive or empirical area of enquiry 
such as patient care. They contrast this with another type of middle-range theory, which they refer to as a 
formal theory, which is developed for a broader conceptual area of sociological inquiry (e.g., deviant 
behaviour). 
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their experiences with the health care system were shaped by these expectations. Good 

experiences were those that met or exceeded their expectations, and bad experiences were 

those that did not meet their expectations. Expectations were also to some extent 

situationally dependent, and they evolved over time. 

Many parents openly acknowledged that they had either higher or lower expectations 

than other parents, and realized that their expectations coloured how they evaluated their 

experiences with the health care system That parents do bring different expectations to 

their health care encounters was well illustrated in one of the focus groups, where there 

were two parents who had children with similar issues, but yet quite different 

expectations. Both of these parents were women, and both were highly educated. One 

parent, who described herself as having high expectations, described a number of 

negative experiences that she had had with the health care system. This was in contrast 

to the other parent who had announced at the start of the focus group that all of her 

experiences with the system had been very good. She went on to explain later on that she 

thought her lower expectations were partly due to her personality, describing herself as 

extremely laid back. Similarly, in this next quote, a father describes his expectations as 

being low. 

I'm serious. Like, I never expected a lot anyway. I'm a person 
that doesn 't expect a lot of things. I just go in and if I get 
something, I'm happy but...I was always happy with the care he 
had at the time. 

Expectations were situationally dependent. Some parents had differing expectations of 

different health professionals. For example, they had different expectations of doctors in 

comparison with nurses, and different expectations of general pediatricians in comparison 

with pediatric sub-specialists such as surgeons. Parents' differing expectations for 

doctors and nurses, appeared to be partly based on gender-defined roles. There seemed to 

be more of an expectation that nurses would be caring, although a number of parents had 

this expectation of all health professionals including physicians. Other parents had no 

expectation that physicians would be particularly caring, especially certain types of 
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physicians such as surgeons. In this next quote a father describes his expectations of 

physicians, speaking about heart surgeons. 

...because doctors...I do not call [them] health care providers or 
health care workers. They are not. They are highly skilled and 
highly trained technologists 

One area in which previous experiences with the health care system appeared to influence 

expectations was in parents' access to their child's medical records. Parents whose 

children had been cared for in the NICU at an adult hospital had ready access to their 

child's medical record, and this was not the case at the children's hospital. Some parents 

who had had this access were upset when they did not have access to this information 

when their child was at the children's hospital, as they had developed an expectation that 

the medical record would be readily available to them. Parents whose children had not 

been cared for in the NICU, and therefore did not have this expectation, were generally 

not concerned when they didn't have ready access to their child's medical record. There 

were exceptions to this. 

Parents' expectations did not stay static over time, but changed as the parents' experience 

with their child's illness and the health care and related systems increased. This was 

particularly apparent with parents whose children had more complex needs requiring 

more frequent and intense interactions with the health care system. It may be that 

parents' expectations were following an evolutionary process somewhat similar to the 

process of relationship development described by Thorne and Robinson (1989). That is, 

they started off with a naive trust in the health care system and what it could provide, 

and, as they gained experience they went through a stage of disenchantment where they 

didn't trust the system and attempted to do everything on their own, minimizing any 

contact with the system. Eventually, they came to a point where they described their 

expectations as being more realistic, and where they saw themselves working with the 

system to a certain extent. The findings from this research indicate that this was not a 

process that happened once, but rather was ongoing, with parents' expectations going 
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back and forth through these different stages. Thorne and Robinson's (1989) work is 

described in more detail in the Discussion chapter. 

Health care providers recognized that parents came with varying expectations, both of 

themselves and of the health care system generally. Some health professionals described 

parents as coming with "baggage" which they carried from previous bad experiences with 

the health care system; many felt that a parent's reaction to something was often 

primarily related to this baggage. It was described as important to try to find out what 

baggage parents were carrying into an appointment. 

Health care providers' expectations 

Health care providers also had expectations of themselves and of the health care system, 

although this did not emerge as strong a theme as it had in the parent data. Health care 

providers' expectations of themselves seemed to be strongly influenced by their training, 

as well as broader societal views on health care. This finding is supported in the 

literature (Hafferty, 1991; Lawlor & Mattingly, 1998). Health care providers are in a 

helping profession, and many health care providers described good experiences with 

children and families when they believed that they were providing something helpful. 

Difficult experiences were often described by health care providers as having really 

nothing to do with a family with whom they were trying to work per se. Rather, they 

were attributed to difficulties they encountered in trying to access services within 

complex systems on behalf of families. Health professionals experienced difficulties 

with the systems within which they worked, in that they often did not meet their 

expectations regarding what they felt the systems should be providing children and 

families. This would lead to a definition of an experience as bad. 

1. Competent health care providers 

This section describes the expectations that parents had of health care professionals, as 

well as that health care providers had of themselves. These expectations fell into two 
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sub-categories that I have termed technical competencies and relational competencies. I 

chose to use the term competency and it reinforces that relational skills are just as 

valuable a competency as technical skills. Both parents and health care providers expect 

health care providers to be both technically competent and relationally competent. These 

findings support Donabedian's (1989) work on quality of care, in which he defines two 

broad dimensions of quality, technical and interpersonal. I chose to use the term 

relational to describe what Donabedian (1989) refers to as the interpersonal component of 

quality health care, as it is the term used in much of the feminist literature to describe 

interpersonal skills that are generally undervalued in the workplace (Candib, 1995; 

Fletcher, 1999). Figure 1 summarizes the sub-categories and properties included under 

the category "competent health care providers". 
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Figure 1. Competent health care providers: Sub-categories and properties 

Diagnostic and treatment skills 
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Enabling 
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Technical competency 

Parents did expect health care providers to be technically competent, and health care 

providers also recognized that competence in their area of expertise was something that 

parents valued. Parents described good experiences with health professionals who were 

skilled and knowledgeable in the area in which they practiced. The kinds of technical 

competence described by parents were diagnostic and treatment skills, including the 

ability to make appropriate referrals, and current, non-stereotypical, knowledge about 

disabling conditions such as autism and Down syndrome. 

Diagnostic and treatment skills 

A particular kind of expertise that parents found very important was finding someone 

who would or could actually diagnose their child's problem, and then deal with it 

appropriately. This meant either treating the problem directly, if the health care provider 

possessed that expertise, or making a referral to someone who could. This was discussed 

across groups, but was really emphasized by parents of children with PDD. This is likely 

because in contrast to the majority of the other conditions (e.g., Down syndrome, 

Cerebral Palsy), PDD isn't diagnosed at birth or in infancy, and is often a drawn-out 

process. Also early diagnosis is related to early intervention, in that a diagnosis is 

required so that the child is eligible for intensive early intervention services. Parents felt 

that timely access to these services was critical, as this next quote illustrates. 

I guess the crux of the negative experience is inexperience from 
the professionals that you look up to...Uh, so basically the 
problem is the inexperience in recognizing there is a problem by 
GP's and even pediatricians, led to a delay in getting into 
intervention. 

In the following quote, a parent discusses a positive experience with a multi-disciplinary 

assessment through the developmental clinic at the children's hospital, because they 

knew what they were doing and did it well. 
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They were very professional. I think that the actual assessment is 
something that is done extremely well. I think that that's what 
they do. I think that's why they go to work. I think that's what 
motivates them, is to put that stamp on there. They know 
everything about assessment; they do it extremely well, and I was 
very pleased about how that was handled. 

Parents also talked often about the importance of diagnostic and treatment skills in the 

context of inpatient hospitals stays. They wanted the health care providers caring for 

their child to have expertise in caring for children; for example, inserting W s . In this 

next quote a parent is talking about a frustrating experience when their toddler with 

Down syndrome and complex respiratory problems was transferred from the children's 

hospital to a general hospital due to a bed shortage. 

...he got really dehydrated and they needed to start an IV, but 
nobody could start an IV on him because he was a kid and they 
were all used to dealing with adults, and he has really tiny veins 
and they collapse all of the time anyway...[so the next time when 
a transfer to this other hospital was proposed] my husband kind 
of blew a gasket and said: "I don't care if we sit here in 
Emergency for 3 days, we're not going back to [name] Hospital. 
They can't start IVs on him, they don't have the proper 
equipment, and they don't know how to deal with children. 

Health care providers also talked about how important it was that they be competent in 

their area of expertise; particularly the importance of providing appropriate advice and 

recommendations regarding available treatment options and next steps, including 

appropriate referrals. They also talked in general terms about the importance of being 

able to provide something positive to the child and family. They wanted to be able to 

help them. In this next quote, a therapist is talking about what she sees as her role in 

sharing her area of expertise with families. 
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To be there to field questions for them, help them with decisions 
on what is the best placement after [hospital-based preschool 
program] for their child. 

There was some tension evident in how best to provide advice to parents in a way that 

enabled them to make the decisions. 

Parents spoke extremely positively about health care professionals that made appropriate 

and helpful referrals to other health professionals or services, when they did not have the 

expertise themselves. They also expressed frustration with health care providers who did 

not do this. In the following quote a parent describes very positively an experience where 

her family doctor referred her child promptly to a specialist clinic. 

My family doctor didn't send me through a lot of hoops. She just 
got me into the developmental clinic directly. And she had no 
qualms about saying that this was beyond her; that she wanted 
me to get right to where we needed to send [child] to. So I give 
her a lot of credit.  

Current, non-stereotypical knowledge about disabling conditions 

Up-to-date information on disabling conditions such as Down syndrome and autism was 

a kind of technical knowledge that was described by parents as being extremely 

important, yet often lacking. Many parents talked about how health care providers 

treated their child based on ill-informed stereotypes. For example, a number of parents 

spoke of how health professionals made stereotypical assumptions about how much their 

children could understand and communicate, without even knowing them. In this next 

quote a parent talks about the assumptions made about her child with Down syndrome's 

ability to communicate, and how frustrating it was for this parent who knew her child had 

a stomach ache that nobody would believe her or her child. This child did eventually get 

diagnosed as having a serious gastrointestinal problem. 
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/ think it's because my kid has Down syndrome and, you know 
what, she's not really sure what pain is, [in a sarcastic tone of 
voice ] and she's telling me that she has a stomachache. One 
person told me, "She could actually have an ear ache or a head 
ache, or her sinuses could be bothering her, but you know what, 
she's just telling you it's a stomach ache because to every child 
under ten years old with Down syndrome, everything's a stomach 
ache." Actually, I had three different people tell me that. 

Many parents had mixed feelings about labeling their child with a particular diagnosis, 

because of this propensity to then stereotype and or discriminate against the child based 

on this diagnosis. This was talked about a lot by parents whose children were diagnosed 

with PDD. 

Parents spoke about the need for both health professional and broader public education to 

decrease both discrimination and stereotyping, as this next quote illustrates. 

And I hate to say it, but there's ...I guess we need more education 
or something. I mean, you think doctors are educated, but I even 
had one specialist tell me it didn't matter if he had glasses 
because he would never read anyway. He's already in school and 
he's already reading, so sorry, you know, but I mean you get told 
really stupid things. There's still a lot education issues...I had a 
doctor at THIS hospital refer to my son as mongoloid. 

The health care provider participants did not discuss this issue of stereotyping and 

discrimination directly. Rather, they talked about a lack of general lack of understanding 

about the complexity of developmental pediatrics in comparison with physical health 

problems. A number of health care providers did recognize the lack of knowledge in 

some areas. For example, the treatment of PDD is recognized as an area where 

knowledge about most effective treatment is changing rapidly. This next quote, from a 
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developmental pediatrician speaking about the importance of developing clinical practice 

guidelines for PDD, illustrates this. 

But the approach was similar, the importance of early 
identification was there, the instruments [assessment] to be used 
were well recognized...The involvement in a program early on, 
and the options available. If there was a body of knowledge that 
was there in a guideline, I think the population would get better 
service. 

Relational Competency 

Although parents valued technical competency, it was relational competency that 

dominated parents stories of their experiences with health care providers, as this next 

quote illustrates: 

You can have someone who's educated; hell, I've got nine years 
of university behind me; and what does that mean? You need 
that...whatever that is, caring and humanity or compassion, 
along with competency. 

Health care providers also recognized that parents valued relational competency. The 

kinds of relational competence discussed by both parents and health care providers were: 

caring; communicating with parents; and interacting with children. There were also a 

number of other relational competencies that emerged from the data, but that were not as 

central as these three. I have grouped them under the term "under relational 

competencies". These are described below. 

Caring 

When asked to explain in depth what it was that had made an experience with a particular 

health care provider either good or bad, parents described a number of competencies that 

they valued in health care providers. The skills described were whether the health care 

provider was: compassionate; respectful; and provided care in a personalized way. 
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Health care providers focused primarily on the importance of being empathetic and 

compassionate when dealing with parents. I used the term caring for this relational skill 

category, as this was a term many parents used. Also the theory of caring developed by 

Montgomery (1993) includes many of the same dimensions of caring that I describe 

below. 

Compassionate 

Parents described good experiences with health care professionals who had been nice, 

sensitive and/or compassionate. These stories, which often took place at the time of 

diagnoses and/or when receiving bad news, remained vividly etched into parents' 

memories, as this next quote illustrates: 

That really made a difference. That sort of turned everything 
around right at the start. And that...I still remember that. I can't 
drive past [name] Hospital without thinking of how nice some of 
those nurses were. And I still think about that, and that was eight 
years ago. 

Conversely, parents' stories of negative experiences with health care professionals often 

included descriptions of health care providers who were insensitive; again often at the 

time of diagnosis. This quote, from a mother who had just given birth to a baby who was 

diagnosed with Down syndrome, illustrates such an experience. 

He was very cold. He wasn't my pediatrician. He wasn't....I 
mean the nurses would have been better than him. I mean, you 
know, because he wasn't empathetic at all. He didn't know what 
to do. He just told me, I was in shock, I was just like totally in 
shock and he just kept going on about genetics or something...I 
don't know what...and then he just left. He just left. He just 
walked out and left me in this room by myself. You know like, I 
think eventually a nurse came in to see if I was still there because 
they couldn't find me in my room, you know, but... 
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Many health care providers also spoke about how important it was they have empathy 

and compassion for children and families, and that they be able to communicate this. 

They also recognized that they often become desensitized to providing diagnoses to 

families, as this next quote illustrates. 

...whether it's timing elements or whether it is we are becoming 
desensitized to what it would mean to receive that type of 
information, or the shock value. I think just the manner in which 
information is provided to the family can be extremely negative. 

In this next quote a health care provider is talking about how, in a team meeting with a 

family to discuss their child's diagnosis, what a parent needs most often is some sign of 

compassion but that this can be awkward as it is not perceived as being professional. 

... you know, this person needs a hug more than anything and who 
is going to be the one who is going to jump up and do it. You 
know? 

In this last quote a social worker talks about how important it is for all health care 

professionals to be able to offer comfort. This was being discussed in the context of the 

general tendency of health care providers to call the social worker when a parent breaks 

down and cries, rather than try to provide some comfort and support themselves. 

/ think as a health care professional and being a human being, 
that part of your role is to comfort and offer support. That's not 
specific to social work.  

Personalized 

A number of parents' stories of really positive experiences occurred with health 

professionals who interacted with them in a personalized way. More specifically, these 

parents described interactions in which: the unique strengths and weaknesses of their 

child and family were considered; health providers chose to share pertinent personal 

information with them; and they felt that they were being treated as unique human beings 
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rather than just another "case". In the following quote, a parent describes a very positive 

relationship with her child's pediatrician, because of the individualized care. 

She just seemed more willing, interested in finding out about us 
as people. Um, interested in, I don't know; I always got the sense 
that I was being treated as an individual with individual needs, 
and that [child] was an individual and that our family was 
unique, and that we weren't just one of many others... 

Parents also described situations with health care professionals, in their stories about 

negative experiences, where they felt that they were dealt with in a detached way; where 

health care providers distanced themselves from the people they were caring for. The 

quote below illustrates this. 

[I] don't know if they don't want to feel that dedication towards 
their patients because they don't want to get too close, because 
they don't want to get emotionally involved. I don't know what it 
is, but some of them are just brutes; quick and fast and they're out 
of there, you know. 

Some health care providers spoke about the importance of recognizing that each child 

and family is unique, and that the approach you take to working with a child and family 

needs to be unique as well. In this first quote a health care provider talks about how 

important it is to present information in a way that will work for each parent, and in the 

second quote another health care provider talks about how challenging it is to present 

information in a group environment for the same reason. 

Each parent ... you know, and couple being so different in how 
much, and how little, and what kind of information and trying to 
be sensitive to that to engage them in the process. 

I am finding it very challenging as a professional trying to 
present information that is helpful to parents in a group 
environment when they all have a variety of needs. 
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Respect and Trust 

Parents very much appreciated health care professionals who respected and trusted them. 

There was considerable overlap between trust and respect, in that parents often spoke of 

valuing health professionals who really trusted them as parents, and respected their 

opinion. This implied that it is difficult to trust someone you don't respect or respect 

someone that you can't trust. This overlap is reflected in this quote. 

And she trusts my judgment...which makes me feel good. It's like, 
well, no, you're not exaggerating. Well, if you say this happened, 
then it must have happened... 

In this next quote a parent is talking about the good relationship she had developed with a 

dietician because she respected the parents' desire to try some other feeding techniques 

before they resorted to having a gastronomy feeding tube surgically inserted into their 

child's stomach. 

She really listened to our concerns when I came in. She 
respected our choices and the path we wanted to take in order to 
make the decision for ourselves. We had been kind of forced into 
it by [a gastroenterologist]. There was all of these things I 
wanted to try. [Dietician] sat down and we had a meeting and I 
showed her what I wanted to do, and she respected that and she 
said, Okay... 

Both parents and health care professionals spoke about the importance of two-way trust 

and respect. Parents talked about how they could not trust and respect a health 

professional who did not trust and respect them; that, in order for a relationship to work, 

there needed to be mutual trust and respect. Parents also spoke about needing to be able 

to trust the person who was caring for their child, and that this trust included getting a 

sense from the health professional that not only were they competent, but they also really 

cared about their child. Health care providers spoke about the importance of mutual trust 

and respect in the development of good relationships with parents; that it takes a level of 
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trust before a parent will feel comfortable being open and sharing sensitive information, 

as these next two quotes illustrate. 

and I think we need to respect that there are some areas of 
their family and what is going on in their lives that really we 
don't need to know unless they want to share that with us. We 
can't push that, that we need to know. But trusting that...trusting 
that therapeutic relationship we build with them will help us help 
them. 

And then...and then it might relate to trust, just unspoken 
expectations or fears that the family may have.  

This finding is supported by the family-centered care literature. Mutual respect is 

described as one of the characteristics of a true collaborative relationship between 

families and health care professionals (Bishop, Woll & Arango, 1993; King, Rosenbaum 

& King, 1997). In this next quote a parent explains how important it is to her that health 

professionals respect her knowledge about her child. After a extremely negative 

experience receiving a diagnosis of autism for her child, where her opinion was neither 

sought nor respected, she refused to bring her child anywhere near the diagnosing 

hospital. This parent felt so strongly about the way she was treated that she sited this 

"lack of respect" as the single most important thing she would change about the health 

care system, as this next quote illustrates. 

Based on my experience, if I could change one thing it would be 
that they treated me with some respect. And, I found that until 
really recently and until I started to insist on it, and I don't care 
who you are and I don't care what education you have, you are 
the parent of that child, and you know that child best and if I ...I 
have been lucky in my life to have the education, to have the 
support, and to have all of that. And, if they treat me like dirt 
then how are they treating somebody who can't speak up for 
themselves. And that's what really scares me. If they treat me 
like that, if they treat you like that, they're treating everybody like 
that. That's the thing that I would change. 
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Parents used terms like patronizing, condescending, judgmental and sexist to describe 

negative experiences where health care providers did not treated them respectfully. One 

father described how a physician treated his wife in a sexist manner during an 

appointment to follow up on their baby's diagnosis of Down syndrome. This experience 

was described by these parents as the singularly most negative encounter that they had 

had with a health care professional. 

So we're in the [name] Clinic, and the first thing I notice about 
this person, even when we were in the hospital...he wouldn't make 
eye contact with my wife. Like, my wife would ask the question 
and he would answer me... 

In the quote below, a parent talks about how health care professionals can sometimes be 

judgmental with respect to deciding what parents could or could not handle. In this 

example, the parent is referring to a health care provider judging whether a parent can 

handle an in-home intensive behavioral therapy program for an autistic child. 

But what bothers me about that is they are deciding who has the 
right to this information and who doesn't. And whose child has 
the right to the best possible treatment modality.  

Communicating with parents 

Children are cared for in families, usually by one or two parents, although sometimes 

extended family is involved as well. Health care providers need to work with these 

caregivers if the child's quality of life is to be optimized. The caring skills just described 

are important to building collaborative relationships between parents and health care 

professionals. Good communication skills are also critical to this relationship, as 

communication is the process by which these caring skills, as well as the other skills 

described here, are transmitted to parents. Parents described good experiences with 

health care professionals who: were open to discussion and negotiation; communicated 

in an honest and direct manner; listened; sought and valued parents' input; and were 

informative. Health care providers recognized how important these communication skills 
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were as well, describing communication as an important contributing factor to families' 

experiences with the health care system. Open communication is described in both the 

family-centered care and the patient-health professional relationship literature, as a 

characteristic important to a true collaborative relationship between families and health 

care professionals (Ahmann, 1994; Bishop, Wall & Arango, 1993; Kawik, 1996; King et 

al., 1997; Roter, 2000; Thomsen, 1999). 

There are many factors that influence communication. Two factors that emerged from 

the parent data as influencing parents ability to communicate openly with health care 

providers were the kind of background information/knowledge that parents had been able 

to obtain about their child's problems, and a fear of speaking candidly. Fear of speaking 

candidly is discussed in the outcomes section in more depth. The importance of having 

the background information required to be able to ask appropriate questions and to 

understand what health professionals are saying stood out in a number of parents' stories 

of their experiences with the health care providers. This next quote illustrates this point. 

...but at that time we didn't really know what questions to ask, as 
well, so it was sort of a mutual thing... 

Listening 

The communication skill most frequently described in parents' stories was listening. 

Listening also overlaps with other skills. Parents' input cannot be sought without 

listening, for example. Also, negotiation requires a two-way flow of communication that 

involves listening. Many parents expressed a strong desire to have health professionals 

listen to their perspective on their child, and those professionals who did listen were 

appreciated. The next quote is from a parent who had developed a good working 

relationship with her child's pediatrician, in part because she listened well. 

She realizes that, you know, I have a fair amount of knowledge 
and that I certainly know [child] very well, and she's very good 
at listening and asking for my input on things.  
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Another parent spoke about her positive experiences at the children's hospital, because 

she was listened to. 

At the children's hospital they listen to you really well. They 
[believe] that mothers know best, mothers know their children, so 
you tell me what you feel we should do, or you tell me what you 
think is wrong...That was quite good, because I had never had 
that before; like I [had] never experienced that. 

It was more common for parents to talk about health care providers not listening. The 

following passage expresses one parent's frustration with physicians in a rural area who 

wouldn't listen to her concerns about her child who ended up being diagnosed with 

autism. 

So I was talking to my friend who was a nurse here in Calgary. I 
said: I don't know what to do, nobody's listening to me. There's 
something fairly wrong and nobody else sees it but me, and 
maybe I'm crazy but...you know. She said: why don't you see 
about getting him into the preschool assessment and treatment 
program here in Calgary. 

Another parent told about a very negative experience with a testing procedure in a clinic, 

where the staff just wouldn't listen to her perspective on how to change the process so 

that it would work for this particular child. 

/ practically had to go to the department head just to get them to 
change their testing procedure and just not give him toys first. 
Like, you know, this shouldn't have been a big deal, but...they 
didn't believe me and they weren't listening. They were just 
determined to do it their own way.  

Health care providers and parents spoke about how important it was for health care 

professionals to sometimes just listen to parents. Both realized that even if a health care 

provider could not solve a particular problem, it was important to be open to just listening 

to parents express their frustration. Some health care providers also realized the 
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importance of learning to listen if they were to get a better understanding of a family's 

beliefs and values. 

Something I would like to add on that...building that therapeutic 
alliance with families that involves listening to them and hearing 
what is important to that family and what that family's values and 
belief systems are. And even though they might be opposite to or 
not completely meshing with our personal values or beliefs, or 
our professional values and beliefs, we need to respect that. 

Health care providers talked about how important being listened to by other health care 

providers was in their own personal experiences with the health care system. Listening 

seemed to be an important two-way process, in that health care providers also described 

the importance of parents listening to them and following through with their suggestions. 

Open to discussion, negotiates 

Parents spoke about positive experiences with health care providers who were open to 

discussion around the assessment and treatment of their child's health problems, and who 

negotiated with them as equals. It seemed to be the norm, however, that health providers 

were often not open to discussion. In this next quote a parent talks about how health care 

providers wouldn't negotiate with her around the scheduling of some studies. 

Ya. I'm sure...like, in one week they booked my child for a pH 
and a sleep study. Like, it was just nuts. Like that was two weeks 
ago. I said to the doctor in Pulmonary: I can't do a sleep study 
in the same week that I have to do a pH probe, because I have to 
take her off her meds for ten days and that's ugly. But they did it 
anyway. So, like now the sleep study is inaccurate and we have 
to redo it. 

A number of parents expressed an interest in discussing alternative health care treatments 

with their children's pediatricians. In this quote a parent discusses how much she 



85 

appreciates that her child's pediatrician doesn't dismiss her queries around alternative 

methods, such as hyperbaric oxygen, for her child with cerebral palsy. 

...just very knowledgeable, and she's very open to discussing 
things with me. She's to me, very parent friendly. I can come in 
and talk to her about anything [including alternative therapies], 
and she doesn't give me this... Ughh,... why would you... 

The importance of being open for discussion and negotiating wasn't something that was 

recognized, or at least discussed, by many health care providers. A few health care 

providers, however, did realize how important it is to truly start where the parent is at, as 

this next quote illustrates. 

Yah, I didn't try to force her into my way of thinking. I just kind 
of took her where she was at... which takes a lot of time.  

Parents knowledge and perspectives sought and valued 

Parents' descriptions of their experiences with the health care system illustrated how 

much knowledge they had about their child. They provided numerous examples showing 

how their 'feelings that something isn't quite right' were usually accurate, although they 

may not have known what the exact problem was. They explained how important it was 

to them that health professionals accepted the kind of knowledge they had about their 

child and took their concerns and opinions seriously. This is related to both respect and 

listening. In this first quote a parent whose toddler had undiagnosed developmental 

delays describes one of the reasons they really appreciate their family physician. 

And she asks our opinions...like, when our child had bronchitis 
over Christmas, and she asked whether we should go and 
have...take a different type of steroid, and I said, "well, I think 
maybe we'll just keep on with the bronchodilator and see how it 
goes," because we had another appointment coming up or 
something...she'll ask my opinion on things... 
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This next quote is from a parent of a child who was diagnosed with autism; she is talking 

about one of the most positive experiences she had with a health professional. This 

experience was a telephone conversation with a nurse, prior to her child's diagnosis. The 

parent gave a number of reasons why she had really valued this encounter, one of them 

being that this nurse was interested in and actively sought out her opinion about what was 

going on with her child. 

Because she was so personal. Because she wanted to know what 
I had done so far, she wanted to know what I thought? She said 
"What do you think is wrong with [child]?" And, I told her. I 
said "I think he has autism, myself." Not that I know anything 
about autism; it's just that when you are looking at a differential 
diagnosis I have ruled out everything else. So I'm thinking it's 
something around there. ...she concurred with that. 

A number of health care providers recognized the importance of trying to understand 

parents' concerns and perspectives on issues, including being truly interested in 

validating parents' concerns about their child. 

And I think that to me, having parents involved I think is such a 
critical part of the therapeutic process, but also trying to find a 
sense of how to best facilitate that. So trying to be respectful of 
where they might be in the process of understanding and 
accepting the ... kind of the fact that their child does have special 
needs. 

In this next quote, a health care provider is responding to a question about whether 

families sometimes don't want to make the decision, and is so how she handles that. 

I think, again, it's finding the time to really sit down with them 
and talk about, you know what they already know about their 
child. Provide them with information options and help them 
narrow it down, because it is usually parents that are responding 
that way is that the ... they are kind of overwhelmed ... They are 
overwhelmed by the information. 
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Honest and direct 

Many of parents' positive stories involved a health professional who communicated in a 

direct and honest way. These health providers would readily answer parents' questions 

and would admit they did not know if they had no answer. Health professionals with 

these kinds of communication skills were highly valued. The quote below illustrates how 

a father appreciated direct communication. 

He was straightforward and you know what?...that's 
why.. .personally...at least I'll speak for my self...that's what I 
wanted. You know what, when it comes to your kid, you don't 
want them beating around the bush. You want them to tell you. 

In this next quote, the value placed on having health professionals say "I don't know" is 

illustrated. 

They should tell you the truth, which is: we don't know what to 
expect from your child, and you don't know either, and you're just 
going to have to wait and see. And that's really what you need to 
find out.  

Many health care providers described the importance of presenting information in an 

open and honest manner using meaningful language. Others talked about how it was 

equally important to plan how to best provide information, and that it be done sensitively. 

They gave examples of ensuring that information on the child's strengths was given as 

well as the child's weaknesses. In the quote below, a health care provider is explaining 

how important it is that the pediatrician giving the family a diagnosis is very clear about 

the diagnosis and the reason for the referral to a hospital-based pre-school treatment, so 

that families are very clear about why their child is attending a program. 
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Or your child is on the PDD spectrum, whatever she would have 
said to them. And this is a certainty and... you know, when we go 
to ... when we send you to [name] program then they may give 
you more information of exactly how involved your child is. And 
certainly, it is not whether your child is autistic or not but the 
family may not have picked up on that. You know, they [the 
pediatricians] need to be very black and white. 

Some health care providers talked about the barrier that rigid definition of professional 

roles played in their ability to communicate openly and honestly with families about 

diagnoses. They described situations, for example, where they were aware that a child 

was autistic but were not able to share this information with parents because it was not 

their role to provide the diagnosis, as these next quotes imply. 

...when professionals identify concerns about a child but aren't 
able to discuss it, for one reason or another, with the family. So 
the family is getting a sense, "There is obviously something going 
on here, obviously people are concerned, but they are not telling 
me"... 

I would also say a bigger system's issue around who...who's who 
in the zoo, you know, pediatricians, psychiatrists, and 
psychologists who do the diagnosis.  

Giving bad news 

Although parents wanted health care providers to be honest and direct when they were 

sharing information, they also wanted extra care taken around the sharing of bad news. 

This often occurred around diagnosis. Parents realized that receiving bad news could 

rarely be described as a positive experience. They had suggestions for health care 

providers, however, about how these experiences could be made less traumatic for 

parents. Garwick, Paterson, Bennett and Blum's (1995) study on how to break bad news 

to families about their child's chronic illness or disability support these suggestions. In 

their study, parents of children with Down syndrome and/or congenital heart disease 

emphasized the importance of both the quality of the information they received as well as 

the manner in which they were told. 
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Parent participants in my research talked about the importance of having someone with 

them when they were receiving bad news. The following quote is from a mother who is 

talking about how difficult it was to be told that her newborn baby likely had Down 

syndrome when she was all alone. 

[It was the [pediatrician on call [that told me]. My doctor wasn't 
there. This wasn't my pediatrician that I got after my son was 
born. My doctor wasn't around for the delivery; she was out of 
town, so we had various doctors, and um, I could never really 
figure this out because they just called me up to his room like this 
in the middle of a morning. ..I'd had a C-section, so I was on pain 
killers, and I was all by myself, and they didn't even ask if my 
husband was coming that day or if he was there or anything, and 
you know, my son was down in ICU and I didn't know whether 
they were going to tell me he died or what, you know. And, I was 
all by myself, and I had no family, no husband, nobody there, and 
he just told me, you know, he said, "We think your baby has 
Down's syndrome," and went on and on and on, and I'm like...and 
I'm sitting there all by myself, and like...you know, I didn't even 
have a chance, you know, and I just, like...getting devastating 
news is devastating enough, but... 

Parents spoke of the value of receiving some reassurance and hope from health care 

providers. When parents told these very negative stories about receiving no hope for 

their child at the time of a diagnosis in focus group interviews, there were generally many 

nods of agreement from the other parents sitting around the table. It seemed that these 

kinds of stories were the norm rather than the exception. That being said, the most 

negative stories more often, but not exclusively, came from parents whose children were 

older and had received their diagnosis more than five years prior to the interview. Many 

of the parents said that although they appreciated getting the information about their 

child's problem, they felt it was really important that health professionals not be overly 

pessimistic about the child's prognosis, particularly in areas such as autism and Down 

syndrome where knowledge about effective early intervention programs and ongoing 

treatment is increasing all of the time. This next quote illustrates one such negative 

experience. 
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I went into that room, and I thought my son had died. They told 
us that he would never go beyond 18 months in his ability; he told 
us that he would never be potty-trained; because at that point he 
wasn't. They said that he would never ride a bike; that I might as 
well institutionalize him, because he's going to have to live in a 
group home when he grows up. There were no positives at all in 
that meeting...So my worst experience was me sitting in that room 
downstairs and them telling me that there was no hope. 

This family did not bring their child back to this hospital for a number of years, and did 

not follow through on any of the recommendations made in the team conference for more 

than a year. The child being discussed is this quote is now integrated into a classroom in 

the public school system with a full time aide, and is able to participate in scouting and 

community sporting activities with no special help. A health care provider also described 

this same experience as negative. She explained that as the parents resisted the diagnosis, 

the team had become more negative in their prognosis in an attempt to get the parents to 

accept the seriousness of their child's problems. By the end of the team conference, 

however, it had become obvious that this strategy had not worked. 

A few health care providers questioned whether a team conference format was always the 

best way to discuss a diagnosis with families. They believe that this could be an 

overwhelming experience for some families, as this next quote illustrates. 

... and the pediatrician said, "your child has cerebral palsy". 
And the look on mom's [and on other family member's] face was 
that they had been sucker punched. And supposedly they had 
been told this...before they left ICU. But they hadn't retained 
it...and [other family member] worked as an aid in the health 
care system, so her perception of CP was severe. And the rest of 
us were like, "we shouldn't be here, this is intrusive; they need 
time or they need the social worker now to go through this, and 
the pediatrician to explain exactly what that means. 

Health care providers spoke eloquently about the difficulties they experienced sharing 

diagnoses and how fraught with difficulty this process was. Particularly challenging was 

communicating uncertainty, that is when the diagnosis and/or the prognosis was unclear. 
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This finding is supported by the medical literature on giving bad news (Ptacek, Ptacek & 

Ellison, 2001). Many health care providers also talked about how important it was to 

prepare the families for a diagnosis. 

I think that the doctors [need to provide] information to the 
families around the diagnostic process, why they are going 
through the things that they are going through, so the families are 
not so devastated by the information that the doctors give them. 

Informative 

The importance of information, which is one kind of instrumental support, came out very 

strongly in parents' stories about both their interactions with individual health care 

providers and with the health care system generally. With respect to health care 

providers, being informative was a competency that was valued by parents. This finding 

is supported by much of the existing patient satisfaction literature, as well as the patient 

and family-centered care literature (Ahmann, 1994; Ahmann, 1998; Allen & Petr, 1998; 

Baine, Rosenbaum & King, 1995; Diehl et al., 1991; Fowler, 1997; Kawik, 1996; 

Madigan, Donaghue & Carpenter, 1999; McNeil , 1992; O'Neill, Contole, Bryan, 

Schwartz & Minogue, 1997; Robb, 1998b; Viscardis, 2000; Wallace et al., 1999). The 

types of information that parents appreciated receiving from health care providers were: 

medical information and/or explanations about their child's condition; information about 

the systems and how to negotiate them on behalf of their child; information on how to 

work with their child in a meaningful and productive way; and, sound advice and 

recommendations. Some parents described having problems with biased and conflicting 

information. 

Health care providers described many of the difficulties inherent in sharing information 

with families, including the timing of information sharing and the general lack of 

information-sharing with clients in the health care system. 
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Medical information and explanations 

Many parents spoke about their desire to learn more about their child's health problems, 

and appreciated getting information from health care professionals about their child's 

condition. It seemed that when and how much of this kind of information was shared was 

very much controlled by health care providers. In this first quote a parent describes a 

good experience she had with a physician that she took her child to see who she described 

as not only being very knowledgeable, but also able to present information in a useful 

way. 

And he knew how to present it too. Like, he said, "I know you've 
been told not to bathe him a lot, but...here's why it's 
important...you know, do it..." [he explained the rationale behind 
it].  

In this next quote a parent speaks about how they would have appreciated being able to 

look at their child's health records. 

Again, the file is just sitting right there in the office. Whey 
couldn't she just go and take a photocopy. They can't do that. 
That's ridiculous. I'm his mother. I have just as much of a right 
to that information as anybody in the hospital does. I want those 
records, and give them to me. 

How to work with child 

Information from knowledgeable health professionals about how to work with their child 

in a way that was beneficial to their child, and yet respected the realities of their family's 

life, was highly valued. Many parents told stories indicating how appreciative they were 

of health professionals who were able to give them suggestions for helping their child at 

home or, in other cases, how they wanted that to happen. In this first quote, a parent of a 

child with Down syndrome describes a good experience with an early intervention 

worker. 
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She comes once a month and she watches our son, kind of 
assesses what he's doing physically, um...talks to us about 
how...exercises we can do with him to strengthen certain muscle 
groups. She tells us why it's important. He needs these muscle 
groups to crawl, to stand...and she gives us exercises, and things 
to work on. His spine coordination and things like that. 

Many parents described experiences, however, where health professionals seemed to lack 

any understanding of how much they were asking parents to do with their child at home. 

These expectations are discussed in more depth in the following section. 

Health care providers also talked about the importance of sharing useful information with 

parents about how to work with their child, as this next quote illustrates. 

So we were feeling that having some strategies that they can offer 
parents and not just handing them a program and saying you 
know, "Here's what you need to do." But, "How can I help you 
learn how to do it?" Because, you know, there is a real learning 
to that... 

Negotiating the system 

Another kind of information that parents spoke about as being extremely valuable was 

information on negotiating the system. Parents generally described this as what services 

are available and where, and what steps are required to access these services. In this first 

quote a father talks about how much they appreciated the candid advice on negotiating 

the system they received from a developmental pediatrician. 

But at least she was very realistic, and she told us if you can do it 
privately go out and do it now. Because 4 months to a three year 
old is a huge amount of time, and don't wait for us. 

The parents who seemed to experience the most difficulty getting to understand the 

different systems (e.g., health, education, social services), and how to access the services 

their child required were parents of children with PDD. The kinds of information that 
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parents talked about valuing in this context were: information about services for children 

with special needs and the kinds of things that will be funded; information about the 

various early intervention programs in the community and how to access them; the 

strengths and weaknesses of the different community based programs; and, the actual 

steps to follow to obtain what your child needs. Parents described the system of services 

as being complex and difficult to access. They really wanted help from professionals 

working in the health care system, particularly early on, in figuring it out. This next 

quote illustrates the importance parents place on getting information from the system on 

how to access needed services quickly. 

If you can't change the process [to make it less complex], that's 
not going to change right away, than tell us how we deal with it 
in this system.  

Challenges faced by health care providers 

The difficulties that health care providers experienced sharing information with families 

has been discussed already under communicating information about diagnoses, as this 

was identified as a particularly difficult type of information to share with families. 

Health care providers also faced challenges providing families with various kinds of 

information on a regular basis. The sense was that if useful information is to be provided 

to families, the health care provider needs to be able to develop a sense of where the 

family is at and what kind of information would be helpful to them at this time. In this 

next quote a health care provider describes the subtle challenges of providing information 

in a way that is helpful to parents. 

We want to provide enough information for parents so that they 
feel empowered around making decisions for care for their child. 
And the process of identifying what knowledge and information 
they already have, and providing them with some new and 
different information and taking ... a lot of it is a time thing. 
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Interacting with children 

Parents' descriptions of their good and bad experiences with health care providers often 

revolved around how their child was treated. The importance of how the child is treated 

is rarely discussed in the family-centered care literature, but is supported by a few studies 

of parents of children with chronic problems (Ahmann, 1998; Diehl et al., 1991; O'Neill 

et al., 1997; Viscardis, 2000). The importance of treating children in a developmentally 

appropriately way is also one of the original elements of family-centered care outlined by 

Shelton and colleagues (1992). Parents in this research spoke about how much they 

valued health care providers who recognized and treated their child as a person, 

specifically who: treated their child holistically; were truly interested in and liked their 

child; spoke to their child; and were considerate of their child's needs and distress. 

Although some health care providers recognized the importance of developing a positive 

relationship with the child, they did not talk about this nearly as often as the parents did. 

Their primary focus was on their interactions with parents. It is difficult to say why this 

occurred. It could have been because: these health care providers do spend so much of 

their time talking to, and working with, parents, as the children that they see are often 

very young (i.e., infants, toddlers and pre-schoolers); the children may often be difficult 

to interact with because of their developmental problems; and/or they don't realize the 

importance parents place on the health care providers' ability to interact positively with 

their child. 

Treating the child holistically 

Positive experiences tended to result when the whole child was looked at, and the family 

and community context was taken into consideration when making decisions. Some 

authors described family-centered care as a holistic approach to care (Allen & Petr, 1998; 

Dunst & Trivette, 1996; Hutchfield, 1998). There is overlap between this property and 

the other four properties described below in that a health care provider is more likely to 

be interested in a child, speak to a child, and to consider the child's needs and distress if 
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they are seeing the child as a person living in a family and a community, rather than a 

body system or disorder. 

Considering the whole child was often discussed as an issue by parents whose children 

had complex medical needs that involved a number of body systems. It was frustrating 

for these parents when physicians didn't look beyond the part of the body for which they 

were responsible. When a physician did do this, it seemed to be so far from the norm as 

to be considered remarkable. In this next quote a mother describes one of her best 

experiences with the health care system as one in which a physician looked at her whole 

child to try to solve a longstanding problem. 

This was a specialist who looked at the overall child and the 
overall problem. He's not even a gastro specialist. He's an 
asthma/allergy specialist, and I mean, he just picked up on it 
right away that, you know, this kid had a major problem and 
needed to see somebody immediately...I think that mostly taking 
the time and listening...and looking at the whole picture, 'cause, I 
had really gotten the impression that the others were only looking 
at one little piece, and then almost trying to pass the buck... "well, 
maybe it's this...maybe it's that." You know, whereas I think he 
just looked overall at the whole [child].  

In this next quote, I as a parent am describing a very similar issue from a parent 

perspective. 

When you go to a specialty appointment..! guess I kind of expect 
them to be aware of some of these other issues [other medical 
problems child has], and to be at least interested in how the 
different problems that he has might relate to each other to cause, 
to contribute to how he's feeling or his quality of life at a certain 
point in time. And, so far, in my experiences, that doesn't seem to 
happen very often. The sub-specialists are so focused on their 
own section of the body that they don't seem to try and look 
beyond that at all, or are interested in that. And I think that's 
often problematic.  



97 

This lack of a holistic perspective described by a number of parents, is likely partly a 

result of medicine becoming more and more specialized. The various sub-specialists, 

because they are so narrowly focused, tend to lose sight of the whole body, let alone the 

whole person (Candib, 1995). 

Interested in and/or liked child 

Parents described positive experiences with health care professionals who were good at 

working with children; and more specifically, very much appreciated those professionals 

who showed a sincere interest in and/or truly liked their child. Parents recognized that 

sometimes their children were difficult to like because of their behavioural issues. They 

did, however, very much appreciate health care providers who made an effort. In the 

following quote, a mother who had two children with PDD expresses why she really 

liked their family doctor. 

The doctor has always been great. I've always felt comfortable 
with her...She thinks my kids are important, and that's very 
important to me, for someone to realize that they're important. 

This appreciation of having health care providers take an interest in and/or like their child 

extended to anyone having any kind of interaction with their family. This next quote, for 

example, illustrates a family's really good experience with the people who delivered 

oxygen to their house for their child. 

...and they loved seeing my child, you know, they always knew 
who he was and they talked to him. You know, it wasn't just that 
they were bringing this machine to your house, they knew it was 
helping my child and they wanted to see how he was doing, and 
you know... 

In some health care providers' descriptions of their interactions with families, they talked 

about the importance of a strategy that they called "mutual engagement". Although the 

majority of their descriptions of mutual engagement focused on the parents, health care 
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providers did also speak about the importance of developing a rapport with the child as 

part of this process. Some health providers recognized how important it was to parents 

that they develop a connection with their child. Others emphasized the importance of 

developing a connection with the child during the assessment process so that the parents 

can have confidence that the assessment is reflective of their child's best performance. 

Some health care providers implied how difficult it was to like some of the children 

because of their challenging behaviours, as this next quote illustrates. 

Especially when they have very, very difficult children that aren't 
actually very likeable children some of them, you know... But the 
parents really make up for that because they are such upbeat, 
great people, and they have 3 or 4 other wonderful kids. They are 
just doing so, you're just so amazed at their energy and uh, their 
ability to keep going to the next teacher, the next government 
person, the next whatever. 

Spoke to the child 

A few parents told moving stories about how wonderful it was to encounter a health 

professional who actually spoke to their child and treated them like a real person (e.g., 

asking the child to describe their pain, asked the child to talk about how they were 

feeling, explaining a test or procedure to their child). These stories most frequently came 

from parents who had school-age children, particularly parents of children with Down 

syndrome. It seemed that many health professionals treated children with Down 

syndrome in stereotypical ways, with their views based on outdated information about the 

capabilities of Down syndrome children. This is discussed in more depth elsewhere, as 

this is also one of the factors influencing how children are treated in the health care 

system. Many health care professionals seemed to assume that the child could not 

understand or communicate, which bothered parents whose children were quite able to 

understand and/or speak. 

Some parents felt that because of decreased staff, health professionals often seemed to 

have no time to communicate with their child. This was perceived to be a negative thing. 



99 

When health professionals did take the time to acknowledge and communicate 

appropriately with their child, parents described these interactions very positively. In this 

next quote a parent is talking about an extremely positive experience she had with a sub-

specialist who actually took the time to speak with her child, and by doing so was able to 

come up with a diagnosis for a problem that had been bothering the child for more than 

two years. 

but um, the thing that impressed me about her the most, is she 
spoke to my child. She said, "Where does it hurt? Tell me when it 
hurts." Now, my child has quite good speech, and she is very able 
to tell you. And then she said to her at the very end, "It's up and 
down. Up and down." And then Dr. (name) said, "Oh ya?" and 
my child says, "Sore throat's up and down." And then like within 
a week..."Oh my God, her esophagus is like hamburger." 
And.and I just thought.I want her back. Because she talked to my 
child. You know, she said, after she brought her out of surgery, 
"That must really hurt." And my child is like, "Ya!" And that's 
what impressed me the most about her, is she actually talked to 
my child. 

Considering the child's needs and distress 

Parents spoke about how important it was for health professionals to consider their 

child's needs and distress. Experiences were identified as being good when health 

professionals knew how to work with children, were sensitive to their distress, and were 

able to make their child feel at ease and gain their trust. Experiences were identified as 

being bad when health professionals shouted at child, and/or were seemingly oblivious to 

a child's distress or needs. For example, this next quote talks about a health care 

professional not being responsive to the immediate distress of a child, when she refused 

to take off her white lab coat. 



We had been to see this [type of] specialist, and [child's] been in 
and out of hospital and seen a lot of doctors and had asthma 
problems and whatever, and so I sat down in the chair and put 
him in my lap and she told me I couldn't do that. I had to put him 
in the chair by himself, and so I thought, ok, it was something to 
do with the height of the machine or something. So, I did that, 
and she had a white lab coat on and he freaked and he wouldn't 
be quiet and he wouldn't sit still, and this really upset me, and I 
said, "You know, it's your white lab coat. He thinks you're going 
to take blood from him or something." And she had like a 
business suit on underneath, and she wasn't drawing blood from 
him, she was looking at his [part of child's body] . So I said, 
"Could you please take your lab coat off?" "No." She just said 

flatly to my face, "No." And I was so shocked, I didn't say 
anything for a minute. And then she said, "Can't you make him 
sit still?" And I was like, "He's two, No. And I picked him up and 
I left. I said, "I'm out of here." 

Sometimes it was the longer term planning taking into consideration a child's 

psychological health that was considered important. This next quote is an example of 

how children's emotional and psychological needs are often not taken into consideration 

when planning procedures. 

And [sub-specialist] right now is pushing that surgery. I said, 
"Well, you're going to have to give her ten months, because you 
know what, she had three last summer, and then she had new 
tubes in September...You don't know what I had to do to get her 
in here in September after being in here pretty much half of June, 
all of July and then being in Edmonton in August...they're making 
me feel like I'm a neglectful parent now. Like, I said, "Is she 
going to get cancer in the next eight months?" "Oh, we can't say 
that for sure." "Well, do I not have eight more months on this 
medication that you gladly left her on for two years? 

In this next quote I am speaking as a parent about the importance of treating children with 

respect and dignity through procedures, and how this has become increasingly important 

as my son has gotten older. 
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But equally as important now, is how they treat Sam, how they 
talk to him, how they deal with him around procedures that need 
to be done when he's an inpatient, whether they give him choices, 
whether they talk to him about what's going on, whether they 
treat him like a human being. Those are the kinds of things that 
become more and more important ...how they deal with him... 
And as he gets older that really influences whether you describe 
an experience as being good or bad. 

This humanization thread gets picked up in this next example as well. Many parents 

described how they felt their children were not treated very well in a preschool program 

that focused on diagnosis, in that they felt that their children were treated in a 

dehumanizing fashion. They described health professionals as talking over their child's 

head and treating them in a clinically detached manner, so as not to bias their testing. 

This next quote illustrates this sentiment. 

/ mean he was like a laboratory rat. I only found out that there 
was something wrong with him 3 weeks before this and suddenly 
he's part of some kind of macabre experiment. I mean I just felt 
like no sort of sensitivity to the parents' feeling in this; ...they 
were talking in the 3rd person about the child, and it was just 
kind of a cold and analytical environment. 

This perspective is supported by discussion starting in the literature about the relative 

powerlessness of children and youth in the health care system (Bricher, 2000). 

Other relational competencies 

There were a number of other relational competencies described by parents and health 

care providers. These are described below. A term used by some parents when they 

were referring to these kinds of competencies was the health professionals' "practice 

style". These included: working with children and families in an enabling way; being 

proactive and advocating in the child and family's best interest; being accommodating; 

and providing appropriate support. Carol Montgomery's (1993) theory of caring, which 
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is widely cited in the nursing literature, refers to a number of these skills as behavioural 

qualities of caring. 

Enabling 

Many parents described positive experiences when health care professionals built on their 

child's and family's strengths, and made an effort to help them become more competent 

in understanding and dealing with their child's problems; that is health care providers 

who worked with them in an enabling way. Much of the family-centered care literature 

describes family-centered care as being enabling of families, providing families with the 

option of making informed choices, and building on families' strengths (Allen & Petr, 

1998; Appleton et al., 1997; Dunst & Trivette, 1996; Sloper, 1999; Turrill, 1999; 

Viscardis, 2000). The following quote is from a parent describing one of the reasons why 

she likes the enabling practice style of her child's pediatrician. 

You know, if there's something we're maybe hedging a bit on, 
she'll kindly guide us through the process of making the decisions 
that we need to make. 

In the following quote a mother describes how a health care professional in a hospital-

based program helped her feel more competent in dealing with one of her child's 

behaviours. 

She helped me...you know, my son had this problem with leaving. 
Um, where he couldn't...he didn't want to come in, so you 
dragged him in kicking and screaming and got his coat off, 
kicking and screaming, and then he would do that for 20 minutes 
and then finally he would realize that he could be having fun, and 
then he didn't want to leave, and so she helped me with all those 
issues...being able to walk away and say: I'm leaving. You can 
come if you want to, or not; and be able to walk about and know 
that my child was safe. So, she gave me a sense of, of security... 

Negative experiences were often characterized by interactions with health care 

professionals who were disabling and/or judgmental in their dealings with families. In 
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this next quote a parent describes with some frustration how she felt that health care 

providers were judging her in a negative way because of her choice to continue working 

outside of the home after her child had been diagnosed with autism. 

And, I also found a lot of judgmental behaviour towards working 
mothers, I mean mothers who work outside of the home; like in 
other words you should devote 24 hours a day to implementing 
the things we are teaching you [because that's why you're 
here]... 

Proactive, advocating 

Parents described good experiences with health care professionals who were proactive 

with respect to getting, or helping parents obtain, the care or treatment their child 

required, and who would advocate in the child and family's best interest. Parents often 

used the phrase "going above and beyond" to describe this kind of behaviour by health 

professionals. In the quote below, a parent explains why her experiences with "her 

pediatrician" have been so positive. 

/ have to say that my pediatrician is excellent too...and if I go in 
and say, you know-l think there's something going on here, she '11 
bend over backwards to check everything out. I could phone on 
that particular day and say: now should I be concerned about 
this or not, and she 11 say, bring him in. And, um, even if she's 
totally booked, she tells me to bring him in that day, and she'll 
make room for him. She is really good there. She fights for me. 
She came with me to all my fights to back me up. 

In the quote below, a parent positively describes an encounter where health care 

providers were proactive in addressing a family's needs. This experience occurred 

shortly after she had a 2nd child diagnosed with special needs. 
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And this is where I think the system improved, because Dr. 
[name] and Dr. [name] made a decision all on their own, that 
maybe we needed as a family a pediatrician; and suggested that 
and arranged for him to be there. I was shocked! I didn't have to 
fight for that, ask for that, suggest that politely, go over anybody's 
head. They made a decision on their own and they followed 
through. I was shocked. 

Health care providers recognized that their willingness and ability to advocate for 

families both within the health care system, and between systems, was needed and highly 

valued by many families. Many health care providers also spoke about how important it 

was for them to be willing to "go that extra mile" for a particular child and family on 

occasion. Montgomery (1993) in her theory of caring calls this commitment. In this next 

quote a pediatrician is explaining why she feels that it's important to be able to provide 

that kind of extra support to families. 

So, I guess my message is that if families feel that that's helpful, 
then I as a provider have to keep up my end of the bargain which 
is to actually do it [i.e., go to the school to meet with a child's 
teacher].. .difficult for us to actually go out to individual schools 
and offer this kind of very specialized care, but I feel very 
strongly that it will make a huge difference for this young woman 
down the road. 

Some health care providers, when speaking of their own personal experiences with the 

health care system also talked about good experiences where a health care professional 

went "that extra mile" for their own family member. 

Accommodating 

Parents described good experiences with health care professionals who were 

accommodating or responsive to their needs. There is considerable overlap in this data 

between having a particular health care provider being accommodating, and 

responsiveness at a system level. How accommodating a health care provider could be 

was often influenced by inflexibility at the system level. Some parents recognized these 
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broader system constraints and really valued health providers who were able to work 

around the system and be responsive to their needs. In the following quote a parent talks 

about a good experience with inpatient hospital staff who were accommodating to her 

needs. 

A couple of times they let me take him [home]...just because we 
were so exhausted and he was really missing being home...a 
couple times they just let me take him home on the oxygen and 
bring him back. Like even just for one night. We would just go 
home. They'd say "Be back before 6:00 am." I'd say, "Ok." So, 
we'd go home. He'd have a night at home. He'd feel better, and 
then we would come back. You know, just, I guess really 
understanding of how hard it is for families...how hard it is to be 
here for such a long time. 

In contrast, parents often described negative experiences with health care providers who 

were not at all accommodating or responsive in dealing with patients or clients. In the 

following quote, a parent describes her experiences in hospital shortly after the caesarian 

birth of her premature twins. 

[The doctor draws the] curtain back, and says: How are you 
feeling? and he's got two women around him with clipboards, and 
I said not bad ( I was feeling much better than I was two days 
ago). And he says we need your bed, you have to go home. And, 
I just kind of looked at him and I lost it; I just completely lost it. I 
just started pumping, [and] I didn't know where to get a breast 
pump. My kids are still hovering on the brink of life or death. 
And they're sending me home. I can't even walk... so I mean I 
cried for two hours... 

Health care providers talked about the importance of being accommodating as well, by 

recognizing that each child and family is unique so the approach that you take to working 

with them must be as well. Some health providers also spoke about trying to be 

responsive to families' needs by being willing to negotiate with parents about which 

particular option would work best for a particular child and family, as this next quote 

illustrates. 
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Like, let's not be rigid and say, well this is the way it is and I am 
going to change my opinion about what this family is going 
through and why I think they are not following through the goals 
and whatnot. 

Supportive 

Another aspect of a health care provider's character that parents valued was their ability 

to be supportive and/or helpful. Parents described this as health care providers checking 

in with them frequently or following up appropriately, as well as providing resources or 

something that was helpful. One parent, for example, talked very positively about her 

experiences with public health nurses after the birth of each of her children. 

But the public health nurses were wonderful in every case, they 
were fantastic, very supportive and they checked in on me every 
day.  

When parents did receive support from a particular health care provider these often 

featured strongly in parents' descriptions of positive experiences with the health care 

system. Many parents' stories of positive experiences with the health care system at 

diagnosis featured health providers who were extremely supportive, many of who seemed 

to go beyond what was required by their jobs as perceived by parents. The importance of 

support was also reflected in parents' stories about their interactions with health care 

professionals that were less positive. 

/ sought out [a private early intervention program in the 
community] at that time too. I didn't push to get into [a hospital 
program]. Because my feeling about the hospital was that they 
know what they're doing, but [I wasn't] getting a whole lot of 
good feelings from them there, in terms of support or emotional 
support; so I was looking to the private sector for help. 

Health care providers also talked about the importance of supporting families in a variety 

of ways, both emotionally and practically. There was recognition that some families may 

need more support than others at different times. In the context of building trusting 
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relationships with families, one health care provider described the importance of 

providing different kinds of support to the family before what might be perceived by 

health care providers as the more important issues to do with the child can be addressed, 

as this next quote illustrates. 

[It is important to] build that trusting relationship. So looking at 
is it information or is it more kind of instrumental issues that we 
need to address and support the family around before we get to 
some of the other ... what might be perceived as the more 
pressing or more important issues. 

2. Competent parents 

Almost every parent who participated in this research described feeling overwhelmed at 

times with the expectations they felt had been placed on them by health professionals and 

the health care system. Parents felt that they need to develop competencies in the 

following areas: providing care and therapies for their child at home; finding appropriate 

services for their child; obtaining needed information about their child's condition and/or 

services; and transmitting important medical information about their child to sub-

specialists. Figure 2 summarizes the properties under this category, competent parents. 

Figure 2. Competent Parents: Properties 

Competent Parents 

Transmitting important medical information about 
their child to sub-specialists 

Obtaining needed information about their child's 
condition and/or services 

hiding appropriate services for their child 

roviding care and therapies for their child at home 
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Although many parents very much wanted to play a significant role in helping their child, 

and in much of the decision-making around their child's care, they wanted to work with 

health professionals in these areas. Instead, many parents expressed feeling abandoned 

by health care providers and the health care system. The partnership between parents and 

health care providers that is described in much of the literature as being central to the 

concept of family-centered care (Ahmann, 1994; Feldman, Ploof & Cohen, 1999; 

Hostler, 1999; Allen & Petr, 1998; Dunst & Trivette, 1996; Hutchfield, 1998; King et al., 

1997; Law et al., 1998; McKlindon & Barnsteiner, 1999; Shelton et al., 1992; Thomsen, 

1999; Viscardis, 2000) was something that these parents desired but often did not 

experience. 

This sense of abandonment was particularly common to parents whose children were 

diagnosed with PDD, with the general perception being that the health care system did 

very little for their children other than provide a diagnosis. There was a sense of betrayal, 

because the social contract that is implicit in the medical model had been broken. That is, 

their child had been diagnosed as having a neuro-biological problem but there seemed to 

be a little interest on the part of the health care system in trying to treat the problem. The 

reality that many of these parents faced was that they were given a diagnosis, which was 

usually shocking, and they were faced with immediately trying to sort through a variety 

of early intervention options and make some tough decisions with little information. 

These next quotes illustrate this kind of experience. 

At that time I was like - you just got your diagnosis, you're told 
you have to take your child to these places where they will 
administer this therapy and you're bombarded with everything 
else and you're thinking, "I don't think I can make a decision," 
because the thing is, I don't know where my head is right now 
and... 

And I told them, I feel like you guys have given me this 
devastating news that my child has a lifelong disability and sent 
me afloat in an ocean and said, okay here it is, now go do 
something about it. And, I said you guys are the professionals... 



109 

Many parents also spoke generally about how difficult it was to advocate for their child's 

needs. Trying to figure out such things as what kinds of services were available for their 

child, who to contact about each of these services, and what information they needed to 

improve their chances of obtaining funding for services their child needed, took an 

extraordinary amount of time and energy. Over time this became exhausting for parents, 

who described this work as "fighting" or "struggling" to obtain services for their children. 

Parents described feeling overwhelmed with trying to advocate for their child with 

special needs, and yet still have time for the rest of their family, as this next quote 

illustrates. 

When it comes down to advocacy, when you talked about 
advocating for your child, you can only do that to a point, and I 
think that is something that hopefully will develop and be 
explored more in the future. But how much energy can you have 
left [to advocate] for your child when you are trying to care for 
this child? You run out of energy to be a wife and a mother [to 
other children] and a person. Um, like, you can only do so much 
before you do run out of energy. I know. I have. 

When talking about advocating for their children, many parents made a point of talking 

about how they felt that children with parents who were stronger advocates ended up 

getting better services and consequently doing better than children whose parents were 

not strong advocates. They spoke about how this wasn't right in a universal system that 

was supposed to be providing services regardless of people's means. Parents wondered, 

for example, how recent immigrants who were unable to speak English would fare in this 

system where parental advocacy was so heavily relied upon. 

If you are a good advocate for your child, and we are all good 
advocates, let's face it, because that's why we're all here. We're 
doing great; our kids are doing great; we're getting the best of 
everything. And we are making sure they do, but we're such a 
small percentage... 

Parents whose children had some physical medical problems, and were being followed 

quite closely by the health care system, also explained feeling overwhelmed at times by 
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the expectations they felt were being placed on them. In this first quote a parent is trying 

to describe why she ended up in tears after each of her child's appointment with a 

dietician. 

She wanted a very detailed food record, and I didn't have a scale, 
so I'd approximate. The food that I was offering wasn't good 
enough, or... and she would just sit there with a lot of silence. 
...body language...The thing was, I probably needed some 
[positive reinforcement]. 

Another parent, whose child had Down syndrome and many associated medical 

problems, described how stressed she was at the amount the various sub-specialists 

involved in her child's care seemed to rely on her for accurate medical information. 

Yup, it's basically incumbent on the parents. And they'll tell you 
that...like, right at the hospital. "I don't have time to go through 
this [chart], give me the long and short of what she's got. I think 
the two negative things I had were, [well] part of it was relying 
on the parent, ...I mean I can't tell a surgeon that [child] doesn't 
have the thing [certain vein coming off the heart] he needs, unless 
he shows me a diagram like they did the third time and say, "This 
is what he's missing." I didn't know that. 

In summary then, parents wanted to work with health care professionals, but felt that 

often they were left handling things on their own. They often felt overwhelmed with the 

expectations placed on them, as they felt that their child's future was left entirely in their 

hands. It appeared that even if parents were able to gather considerable information 

about their child's problems, as well as information about available services and who 

funded what, that they were not listened to. That is, they were left trying to play the role 

of a case manager in a system where they had little power. This caused parents a lot of 

stress, a point that is discussed under outcomes. 

Some health care providers talked about their expectations of parents, and/or the 

competencies that they preferred parents to have. For example, one health professional 
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talked about the benefits of working with families where the parent(s) was clearly able to 

articulate what they saw were their child's needs, and being able to balance that with their 

child's strengths. A number of health care providers described appreciating working with 

parents who were willing to take some initiative and follow up on suggestions they had 

made. The developmental pediatricians described many positive experiences working 

with parents who were strong advocates for their children. They appreciated it when 

families were able to become really engaged in obtaining appropriate services for their 

child, as these next quotes illustrate. 

This was a very educated family, a very motivated family, and I 
think one of the things that was so positive was that even though 
they had absolutely no background, they were able to be engaged 
in a discussion around a pretty difficult medical area pretty 
quickly. And in fact, became so engaged, were able to access all 
kinds of information and I still get fairly regular faxes from this 
family, appropriately... They were able to do a lot of the vetting 
and investigating of the different programs we discussed, some of 
the different options. They went out and met with some families, 
and they could carry a great deal of this themselves, far more 
than many families could have. So, in fact, I could give them 
suggestions and leads and they could go with that. 

Developmental pediatricians also talked about how pleasant it was to work with parents 

who provided positive feedback to them. This supports the perspective that parent-health 

professional relationships have a reciprocal component. 

...those families, though, in my experience have become really 
seasoned advocates for their kids know that part of what makes 
us tick as health care providers is [getting that] positive 
feedback. Because I would say that everybody who I care for in a 
long-term relationship, chronic diagnosis, knows that. 

They also appreciated getting clear requests from parents about what they needed from 

them, as this next quote illustrates. 
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And they're telling you, when they're asking you for a letter 
they're not asking you for a 20-pager. It's not vague, I hate that. 
They say look, or they might even write it out in point form, you 
know and say this is what we need specifically to be said those 
ways, and this is how the wording has to be for this grant, or 
blah, blah, blah. Because you 're not going to write it unless you 
believe it, if it's true; but it's such a relief as a professional to 
have it kind of organized for you. Instead of: "could you write this 
letter, could you write that letter". We're always getting requests 
like that. And often from people who rarely come to see you, and 
are the most demanding. 

Most health care providers did not seem to recognize that they held the balance of power 

in the relationships that they had with parents, or that an imbalance of power might act as 

a barrier to parents communicating in an open and direct manner. 

3. Competent health care and related systems 

As was discussed in the first section, parents' expectations are influenced by a number of 

factors, and are not static. Their expectations are shaped by systemic issues, and do get 

modified over time as a result of their experiences with the health care system. Health 

care providers also had expectations of the health care and related systems, with respect 

to the way they should serve children and families. They described how these systems 

affected their ability to provide care to children and their families. The primary 

expectations that both parents and health care providers had of the health care and related 

systems were that they: were accessible to children and families; provided care in a 

coordinated way; provided families with information and support; had adequate resources 

to provided needed services; and, were flexible and responsive to the needs of children 

and families. Although the majority of the literature on family-centered care ignores the 

system-level attributes, the literature that does address this also focuses on the importance 

of systems being accessible, coordinated, supportive and flexible (Allen & Petr, 1998; 

Cooley & McAllister, 1999; Shelton et al., 1992; McKlindon & Barnsteiner, 1999; 

O'Neill et al., 1997; Viscardis, 2000). Figure 3 outlines the sub-categories and 

properties under this category. 
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Figure 3. Competent health care and related systems: Subcategories and properties 

Accessible 
Waiting Times 
Fairness 
Expertise 

Competent health care 
and related systems 

—Coordinated 
Continuity of care 
Care coordination 

\ Good communication between professionals 

\ \ y Informative 

\ \ Supportive 

\ Responsive 

uther system-level issues 

Accessible 

It was important to parents that they were able to access needed services for their child. 

These included both diagnostic and treatment services, with the importance of access to 

expertise being stressed. That is, parents wanted to be able to get their children in to see 

the appropriate expert who could provide an accurate diagnosis, and then access services 

that had the necessary expertise to address their child's problems, whether these be 

physical health problems, mental health problems, or both. Parents also described their 

need for access to information and support. Health care providers emphasized as well the 

importance of health care services being accessible to children and families. 



114 

Through both parents and health care providers' experiences, there emerged a number of 

factors influencing the accessibility of health care and related services. The major ones 

were: waiting times; lack of fairness; and lack of expertise. 

Waiting Times 

Waiting was a huge issue that came up frequently in parents' accounts of their 

experiences with the health care system. This included waiting lists for appointments and 

programs, waiting at emergency departments, and waiting for health professionals at a 

scheduled appointment. A l l of these kinds of waits affected families' access to needed 

services. The length of waiting lists to get into see particular specialists, or to get into 

specialized early intervention programs was discussed by many parents and especially 

parents whose children had been diagnosed with PDD. These parents' experiences with 

the health care system seemed to revolve around first waiting to find out what was wrong 

with their child, and then waiting to get their child into an appropriate treatment program. 

Waits were an obvious barrier to needed services. In the following quote, a parent is 

explaining how it took 2.5 years to get their autistic child into a hospital-based early 

intervention program to confirm the diagnosis and begin some intervention. This family 

had been living outside of the city, but eventually moved in order to access needed 

services for their child 

...we had suspected problems for 2.5 years before we got to the 
hospital-based preschool treatment program. We got a referral 
for the program in October 1997 for April 1998. [Another 
parents' response to this] To me that's horrifying, you know how 
critical early intervention is. And you guys waited how long, 2 
years before [you got help]. Like [someone should teach them 
what to look for].  

In this next quote, which illustrates waiting for a different kind of service, a parent is 

explaining the stress it caused her family to have to cope with repeated cancellations of 

her infant's open-heart surgery. 
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The cancellation was devastating because we had booked 
everything [including care for their other children]; we were 
ready to go. Your anticipation just for the actual heart 
surgery...and then suddenly you get the call and another delay. 

How long people had to wait to see a health professional at a scheduled appointment 

came up in many parents' stories. Both good and bad experiences, most often with 

physicians, were described. Parents interpreted having to wait a long time at 

appointments on a regular basis with no explanation as a sign of disrespect for them. 

More than one parent commented that it seemed that health professionals didn't realize 

that they had lives and things to do. Parents were complimentary of health care providers 

that didn't keep them waiting for too long at scheduled appointments. It seemed that 

waiting may have been the norm, in that parents made a point of describing good 

experiences where they didn't have to wait too long. 

A number of parents described visits to the emergency department at the children's 

hospital or at a general hospital in negative terms, often because of the waits. In this next 

quote, a parent describes her wait at the emergency department of a general hospital, the 

stress of which was compounded by a lack of communication as to why the wait was so 

long. 

No communication. All they basically said is, it's Sunday, and 
...that's the way it is. And, I finally like, I had to go to the 
bathroom. I mean seven hours is a long time...So, and I was 
worried and I mean this sounds so minute...compared to some of 
the things that are going on, but, I don't really think it is. I finally 
just went up and said, "look, if my time comes, don't go over top 
of me, because I have to go to the bathroom". But you know, it 
seems kind of ridiculous that there isn 't a better system in place. 

Health care providers didn't talk as much about waits as parents did, although they did 

talk about the long waits that many families experienced: getting their child in for an 

assessment; for test results; at scheduled physician appointments; and getting their child 

into treatment. They primarily talked about waits to get into treatment in the context of a 
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lack of services for children that was compounded by a disproportionate emphasis on 

diagnosis at the expense of treatment. 

I think ... if we could provide intervention. We ... I mean, we do 
lots of diagnosing. We do not actively ...I mean, you guys do 
follow-up work in the psycho-social area. But still there is not a 
lot of money ...I mean, not in the rehab area... So I mean, "Here, 
thank you very much, your child has this. " 

Developmental pediatricians talked about the problems around timely access to services, 

particularly psychology and psychiatry in the health sector; and services for children with 

learning disabilities in the education sector, particularly at the junior high level. Yet they 

also described some duplication of assessment services, as this next quote illustrates. 

I'm assessing and the next thing I hear is some other pediatrician 
or or [some other program] or somebody else, and suddenly 
we're all doing all of these assessments. If somebody could 
coordinate... 

Fairness 

Parents and health care providers felt that there was a lack of fairness in the system that 

affected access to services that children needed. The majority of the parents who spoke of 

a lack of fairness in the system had children with PDD. Families who had access to 

private funding and/or had the skills to advocate more strongly for additional funding for 

their children spoke of other children suffering because of other families' lack of 

advocacy skills and/or resources. These next two quotes, both from parents who had 

children with PDD, illustrate this point. 
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But if it's a universal system then it has to be standardized in 
some way. So that, you know, that it's based on the child's need; 
not necessarily based on income, not necessarily based on what 
kind of presenter you are in the appeal. Are you a good 
advocate? 

But, one of my positives, which I'll get into later, when I 
complained enough I did get some help. But I thought about the 
parents that didn't have the energy to complain enough, or 
weren't desperate enough to complain enough, that they were left 
with nothing. 

A provincial government social service whose mandate was to support families with 

children with special needs received a lot of criticism from both parents and health care 

providers because of a perceived lack of fairness with respect to the type and amount of 

support that families received. There was the perception that there were "secret criteria" 

that were used to assess parent's eligibility for certain services. The appeal process that 

families needed to go through to obtain these services was described particularly 

negatively. This next quote is from a parent describing her experiences with this 

program. 

Yes or no, and if we say no, we're not going to tell you why not. 
That was the most frustrating...sort of a guessing game. They're 
sort of...for instance, when we asked for respite care...they asked 
us, "Well, how many hours do you need a month?" "How many 
hours do we need a month ? I don't know. You tell us. What do 
most people do?" Things like that. Just a simple question, "What 
does the average person ask for? Five hours, 20 hours?" "No, no, 
we can't tell you that." And that was the most negative, really, if 
that falls under health care services. 

Health care providers also described a lack of fairness in the system. A number of them 

described the social services appeal process that families had to go through to access 

funding for intensive behavioural intervention programs for their autistic children as 

unfair. They described the process as being one that favoured families that had the skills 

to pull together a vast amount of information, as well as good presentation skills. This 
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next quote is from a health care professional describing a parent's perception of how she 

did at an appeal. 

And she left the appeal and she had done a wonderful job. And it 
was a very, very emotional experience and she left the Appeal 
crying saying, "My child is not going to make it in life because my 
English skills are poor". 

Parents of children diagnosed with PDD perceived there to be a lot of unfairness in the 

health care system with respect to dealing with children with PDD. It was a universal 

perception that children with behavioural, emotional and developmental problems were 

not treated as well as children with physical health problems. 

Expertise 

Parents' expectations that health care providers be knowledgeable in their area of 

expertise was discussed previously. At the broader systems level, an important issue is 

that this needed expertise didn't seem to be there, particularly for children with mental 

health problems such as autism. An overall lack of available expertise in the system, 

then, was felt to be a major barrier to access. Many parents stressed the need for the 

development of expertise in the health care and related systems to deal with their 

children's problems. Suggestions that parents made about the development of expertise 

fell into two related areas: increasing scientific research into their child's problems, and 

improving health provider education about their child's problems, with the latter being 

more common. Only two parents spoke of the needs for increased research, and both of 

these were parents of children with PDD. They were very critical about the lack of 

interest in the medical community into doing research into treatment for children with 

PDD. 
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So, I think that's another important thing that has to be 
addressed. And the people that are in the health care system 
should address it. This is not education, this is not social 
services. It's a neurobiological disorder that responds to 
treatment, that is partly educational, partly rehabilitation. 
There's a lot of research that is showing that there are going to 
be some medical interventions that can work alongside of 
intensive rehabilitation, that could provide the best outcome for 
[children with autism]. 

Health care providers also acknowledged this lack of expertise in the system, particularly 

around treatment for children with mental health conditions such as autism. Some 

developmental pediatricians, for example, thought that the development of some clinical 

practice guidelines for PDD would be useful. Other health care providers discussed how 

it wasn't possible to say exactly which treatment approach would be most effective for a 

particular child diagnosed with PDD. 

Coordinated 

Both parents and health care providers expected that the health care and related systems 

would have as a goal coordinated services for children and families. As has been 

discussed, many parents described feeling overwhelmed if the responsibility for 

coordinating their child's care was left entirely up to them. Coordination of care and 

services also came up frequently in health care providers' descriptions of factors that 

influenced families' experiences with the health care system. Both health care providers 

and families stressed the importance of coordinating care not only within the health care 

system, but between systems such as education and social services as well. A number of 

strategies for improving the coordination of care and services came out of parents' and 

health care providers' experiences, including: increasing the continuity of care; having a 

service provider play a care coordinator role; ensuring that someone is following up with 

families; and improving between-professional communication. Health care providers 

also spoke about the interdisciplinary teamwork as a way of coordinating care for 

children and families. 



120 

Continuity of care 

Although a few parents actually used the term continuity of care, more parents simply 

spoke about the importance of trying to minimize the number of different health 

providers that they and their children were in contact with on a regular basis, and of being 

able to form longer-term relationships with health providers. This was important for a 

few reasons. First, parents complained how tiring it was to have to repeat their child's 

medical history over and over again to every new health professional that came in contact 

with their child. Second, health professionals who had looked after their child for a long 

period of time knew when to worry and when not to worry (i.e., what was normal for 

their child). Third, being able to develop longer term relationships with health 

professionals was important for parents as it takes time to develop a trusting relationship, 

where the parent feels confident that the health professional cares about and is doing the 

best that they can for their child. Parents who had children with complex medical 

problems found having a large number of sub-specialty physicians involved in their 

child's care was overwhelming. Finally, having fewer professionals involved also made 

it easier to coordinate things between them. In the following quote a father explains that 

having a primary care nurse made a significant difference in terms of making them feel 

comfortable that their child was being left in good hands. 

We were in the ICU for three and a half weeks before anybody 
told us that we were allowed to select a primary [care nurse]. 
Nobody told us that we could request a primary, but what a 
difference in having it there. Because it changed our 
experience...seeing that same face. When you go home and you 
don't know if your kid's going to be alive in four hours, and 
you 're going home only because you 've got to get some rest, you 
want to know that face that's leaning over your baby's crib. You 
want to know that face and learn to trust what that face tells you. 

In contrast, a lack of continuity was a cause of great frustration to this parent whose child 

with Down syndrome had huge feeding issues that went on for years, partly because the 

feeding team kept changing which meant they were constantly trying the same things 

over and over again. 



121 

/ think also with continuity and my biggest complaint is that our 
child has feeding issues, and we have now for almost two years, 
two and a half years. We have a feeding team. The feeding team, 
I thought, this is kind of nice. There's an OT [occupational 
therapist], a PT [physiotherapist], a dietitian, speech therapist, 
okay. So, in two and a half years, we've had a complete change
over of everybody on the team twice...except for the speech 
therapist, who she does not need, and she's still not eating...and I 
hear, the OT that was there, who I just love with all my heart, 
who has been a big support, finally had to leave the team, and 
this really [hurt] big time, because an OT with two years more 
experience than her, decided she wanted to work on different 
days now, so...  

Care coordination 

Parents spoke of the overwhelming frustrations they experienced trying to coordinate 

their child's care, and said how much they appreciated when they found a health 

professional who would take on the role of 'care coordinator'. Although most parents 

wanted to work with the health professional on the coordination of their child's care, they 

certainly did not want to be left trying to do it on their own. That is one of the strongest 

messages that parents had. They were often exhausted, and just wanted some help. 

Again, this reflects what was discussed earlier, in that parents were left trying to 

coordinate their child's care in a system that was foreign to them, at least initially, and 

one in which they had little power. Many parents described the help with coordination 

provided through the Down syndrome clinic at the children's hospital as being 

wonderful, but said that when their children turned six they were no longer seen through 

the clinic, so this help came to an end. 

In the following quote, a father of four children including an eight year old with Down 

syndrome, is explaining how their family basically fell apart because of the stress of 

trying to coordinate care for their son as well as care for their three other children. They 

only got some help when his wife had a mental health crisis. 
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Our family, in the last couple of years, cost the health care system 
a lot of money because they only intervened when everything fell 
apart. They didn't do anything to try and prevent and 
support...It's very exhausting you know and financially we can't 
do a lot of things. So I don't have all of this time at home. I have 
to go to work to try and keep ourselves above water, you know, so 
I feel like I'm burning out. You know, I feel like, as well as in the 
hospital, they need to put some services in the community for the 
parents and family.  

Finally, these next two quotes are from a parent who experienced great difficulty trying 

to coordinate care for her child who had very complex medical problems. 

Because my child was getting all of these new things [health 
problems], and I didn't know what was wrong with her and I 
couldn't coordinate anything because basically you need some 
kind of well...a little weight to throw around.. .And I was phoning 
a clinic and saying "now, I know my child came here I think 
when she was three, and I need to reactivate her file because, 
well you know, she can't breathe. " And they'd be like laughing 
you know, [and I'd say] "well, she's blue". Yes, well maybe, but 
you'll need a referral as she hasn 't been here in 2 years. And I'm 
like: "Oh God!" 

So that would be the one change I'd make for some of the more 
complex kids;... know there's a million kids out there who have 
major coordination problems and I think, especially if you have 
other kids and/or you happen to work [outside of the house], 
maybe it's not so good to put so much onus on the parents. 

Many health care providers described how complex the system was, and how they saw 

helping families negotiate the system, including helping link families up with appropriate 

programs and services, as part of their role. In this first quote, a health care provider 

illustrates this through describing the importance of actually going beyond just making 

recommendations. 
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And I think ensure that families have the resources to follow 
through on recommendations coming from the assessment, and 
the community is supportive and the financial resources are 
there. It's very easy to make suggestions and then there is no 
hope the family can possibly [follow through]. 

Health care providers also expressed frustration about the difficulties they experienced 

trying to negotiate the system on behalf of, or with, families, as this next quote illustrates. 

Actually to be honest, I really and truly have not had hardly any 
negative experiences with families. It's just the follow-up 
connections, trying to get them hooked in to agencies, 
particularly mental health; and even when we get them into 
mental health; it's just horrendous communication internally. 

Parent talked about follow-up as an important part of care coordination, and commented 

on how little follow-up there seemed to be in the system. They appreciated it, for 

example, when someone would simply call to see how the child and family were 

managing. Follow-up may have improved if there had been a health care professional 

playing a care coordinator role. More formal follow-up calls or appointments were also 

often appreciated. For example, a few parents whose children had complex medical 

problems spoke very positively of those hospital clinics that phoned with test results or 

made an appointment to follow up on test results, and ensured that regular follow-up 

appointments were scheduled. Not one of the parents involved in this research felt that 

they had had too much follow up. It happened rarely enough, that it was commented on 

in various positive terms when it did happen. In this first quote a parent speaks very 

positively about the good follow-up she received by the public health nurses after the 

birth of each of her children. 

The public health nurses were wonderful in every case, they were 
fantastic, very supportive and they checked in on me every 
day... Wonderful that way. Making sure the weight stayed on the 
babies. 
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Parents who had gone through the experience of having their child diagnosed with PDD 

described a total absence of follow-up for their children after the diagnosis. Many 

parents spoke about the need for some kind of resource center where they could be 

referred to directly from the hospital, which would be able to provide them with 

necessary information about PDD and the various program options and basically help 

them on their way. 

Good communication between professionals 

Reflected in both health care providers' and parents' experiences was the importance of 

good communication between professionals, both between professionals working within 

the health care system and between health professionals and professionals working in 

other systems. Through the many experiences that parents shared, the importance of 

communication between professionals to coordinated care was apparent. For children 

with complex medical problems who needed to be seen by a number of pediatric sub-

specialists, a lack of communication between these sub-specialists was quite common, 

and this resulted in a real lack of coordination of the child's care. For those children 

whose needs crossed systems (e.g., health, education, social services) a lack of 

communication between the providers working in these different systems caused real 

problems in coordinating their child's care. 

This first quote is from a parent describing how communication between pediatric sub-

specialists is so important for ensuring that a child's care is coordinated; and yet in her 

experience with a child with multiple, complex problems, this rarely happens. 

She [a pediatric sub specialist] got her on [name of drug] and 
Ranitidine, and Prepulsid and stuff like that. The thing I really 
liked too, though, was when she put her on medication, she went 
back to Cardiology because my child couldn't be on Prepulsid 
because of her prolonged QT, and you know, she found that out. 
[She also found out that] we have to take her off ranitidine 
because that causes slow heart rate...Like Vve never had anybody 
coordinate like that. Usually, Dr. [name] in Pulmonary [he was 
just interested in] what's going on in pulmonary... 
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Other parents talked about how much they appreciated it when a health care professional 

would speak to another health care professional about their child in an attempt to speed 

up the referral process, as this next quote illustrates. 

As I mentioned, 2 months into speech the speech language 
therapist is smart enough to realize that something else was 
wrong. Her pushing the envelope, got me to get the assessment 
[child so badly needed]. 

Several parents whose children had numerous conditions spoke about the problems with 

using the medical record as a mechanism for between professional communication within 

the health care system. Here a parent talks bout a negative consequence of this problem. 

This parent felt under a lot of pressure to make sure that the surgeon who was going to 

insert a pacemaker understood all of the complicating factors pertaining to her child. 

When things went wrong and the pacemaker slipped out of place, this parent blamed 

herself for forgetting to relay some important information. 

So I guess that was our big[gest]... negative experience. And I 
think the thing that made that so negative was; the first surgeon I 
saw, it was really strange. I had had the event recorded for four 
weeks...This guy calls me in, like within two days of getting those 
results, he calls me in, he meets me for five minutes, he tells me 
what he's going to do, asks me if I have any questions or 
concerns, and I'm like, "Whoa! My child has some pretty major 
medical things that you probably should know. He heart blocks 
during surgery,...he's allergic to two anesthetics. Can you please 
make sure that he doesn't get those ones, and this, that and the 
other thing. And I said, "And, he has a persistent bilateral SVC 
[superior vena cava]." "Well that's a problem." "I know." And I 
never saw him again. And you know what, I think that's my fault. 
I should have made him follow...like do another pre-op check, so 
he got to know my child and I could maybe give him more 
information, because the problem is, and I'm sure it's the same 
with other children, is they get those files, which they divided my 
child's into two [large] volumes... And so, you know, it was just 
unfortunate, but I think the cause of the negative experience was, 
nobody read the file. 
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The concept of a Smart Card, where all of their child's vital medical information would 

be stored and could be scanned into a computer system, was suggested as a solution to 

this problem by a few parents. This final quote illustrates this point. 

Here's the change that I want. I want it on a card for her. I want 
it, that somebody's going to swipe that through the computer and 
all her vital crap is going to come up, because I don't want to be 
responsible for not telling them...  

Health care professionals described communication between professionals, both those 

working within the health care system and those working in other systems, as being a 

major contributing factor to families' negative experiences, as this next quote illustrates. 

You know, I think what could contribute to the negative 
experiences is lack of communication among all the providers. 

One health care provider discussed one of the barriers of between-professional 

communication being a lack of understanding of the roles and differing perspectives that 

professionals may bring to the table. Team members came with varying backgrounds, 

guided by different philosophies of care. This made communication difficult. She felt 

that the different ways that health care professionals were educated contributed to this 

lack of inter-professional understanding. In this next quote a health care professional 

describes how communication can be difficult on the team on which she worked. 

Oh, that's a big problem. I mean, I even experience it within the 
team because I may have a very different opinion ...  

Notwithstanding the challenge of interdisciplinary teamwork, many health care providers 

thought that good interdisciplinary teamwork could result in positive experiences for 

families. Some recognized the importance of truly including the parents as part of this 

team, as this next quote illustrates. 
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/ think that when we use the word team, then we really [need] to 
start recognizing that ... it's not just a professional team; [that] 
this is a complete team including the family... 

Informative 

Parents stressed the importance of being able to get useful information about their child's 

condition, and available treatments and services, from the health care system. Many 

times the health care system did not meet parents' expectations in this regard, particularly 

with respect to treatment programs for children who were diagnosed with PDD. This 

first quote is from a father of a child who had recently been diagnosed with PDD, talking 

about the lack of information they got from the hospital about the kinds of services 

available when they received their child's diagnosis. 

Yeah, I think that's probably it, in a nutshell, there are probably a 
lot of resources and there is more funding here in this province 
than there are other places. But you don't know that for several 
months after you get this news. You kind of wander around in 
total depression, and then maybe over a year you find out that 
there is actually something that can be done here, and we're in a 
better 

situation here than I could be anywhere else. But, you need to 
know that right away. 

Many parents who had gone through the experience of having their child diagnosed with 

PDD described wanting some type of written information about available services, with 

eligibility criteria and funding sources outlined, when their child was diagnosed. This 

next quote from a father illustrates an experience that was not helpful in this regard. 

Yeah, but I mean, have a fact sheet. What is it...here you have 
just handed parents not only a devastating diagnosis, something 
they are probably going to remember as the worst day of their 
life. And you can't even give them a fact sheet, a phone number, 
maybe a parent support group, or somebody they can talk to. You 
just leave them, you know, that's it.  
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Much of the detail about the kind of information that parents wanted, and the challenges 

that health care providers faced providing information, was described under the 

relationships between parents and health care providers level although it was a system-

level expectation as well. 

Supportive 

Parents were very grateful when they were able to obtain support through formal systems 

(e.g., health care providers, other system service providers and/or organizations). The 

kinds of support talked about were financial, informational, and emotional. Many parents 

felt that they didn't get a lot of support from the health care and related systems in 

helping them deal with their child's problems. This seemed to be particularly true for 

parents of children who were diagnosed with PDD. 

Other parents spoke of the important kinds of support that they received from the health 

care system. In this next quote a parent describes the valuable support provided by 

volunteers during her child's hospital stays. 
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Ya, they would get volunteers in first thing in the morning 
because I had to get my daughter to school. Like, I would stay 
here late at night because he couldn't go to sleep if I wasn't here. 
So, I would stay really late, or I would go home, make dinner and 
come back and spend the whole evening with him and make sure 
he went to sleep, and stayed until 11:00 or 12:00 and then go 
home, and I just couldn't be up at 6:00 am here the next morning 
when he woke up because I had a family and had to get the kids 
to school and whatever. So they would always get a volunteer to 
come in and, you know, play with him or give him breakfast, or be 
with him or do something, you know, and um, I just...I don't sleep 
here. They have volunteers, there's a moms' room here, and 
there's beds and there's whatever, but I just don't sleep. I just 
would always tell them, "I'm better if I just stay until he's asleep 
and then I go home and then I come back the next day," and I 
refuse to feel guilty about that because, you know, I'm no good to 
anybody if I don't get my sleep. So, um...or at least four or five 
hours. So, um, you know, and I know other people who felt 
pressured or felt guilty about that [but] I never had any nurse bat 
an eye... 

Health care providers did not use the term support often as an attribute of the health care 

system; rather they talked about the importance of developing a system of services that 

was truly focused on and built around the needs of children and families. This is 

discussed more under "responsive systems". 

Responsive 

In parents' stories the lack of flexibility inherent in many services, and in the larger 

systems within which these services were provided, meant that they often weren't 

responsive to their needs. The rules and processes set up within services often seemed to 

create problems for children and families. In this first quote, a parent talks about how a 

lack of flexibility meant that the system was not responsive to her child with Down 

syndrome's need for occupational therapy services. 
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See, you have to have cerebral palsy to access O.T., so then I'm in 
O.T. limbo, so then finally I phone back here last year and said, 
"Somebody has to see her for fine motor." (name) said, "Oh, well 
she has arthritis, right?" "Ya." "She sees Dr.(name)?" "Ya." 
"Shoot her through the Arthritis Clinic and you can get O. T." But 
I mean, that's not right... 

This next quote illustrates the difficulty a parent experienced trying to get blood work 

done on her autistic son. Again, there didn't seem to the flexibility in the system to 

respond to this child and family's unique needs. This family had no car, so this 

compounded the difficulties they experienced trying to get a frightened child somewhere 

for a blood test. 

And also my son [older son with autism] is terrified of needles. 
And I cannot get him anywhere for a blood test. I can't get any 
help. I [tried to get] that mobile lab thing, but they only do 
palliative care they don't do special needs children. So, I can't 
get him in for a blood test unless I drag him and he's almost as 
tall as I am. 

Finally, in this next quote a parent describes in the context of her good experiences with a 

particular hospital clinic, how just a little flexibility can go a long way to making a 

family's life less complicated. 

...even things like, you know, they would say, "Well, you have to 
come and get the machine before 3:00 because we will be closed 
after that." Then I'll go... it's like an impossibility for me to get 
here before 3:00." And they'll say, "Look, we'll leave it at 
Reception for you. Can you get it by 4:00?" And I'll say, "4:00 is 
no problem. I can pick it up by 4:00." And they just, you know, 
sign it out from Reception and take it home. And you know, that 
type of flexibility...like an hour doesn't sound like much, but when 
you've got other things going on and family problems... 

At a more general level, what emerged strongly from parents' stories was the sense that 

services and systems often weren't organized or structured in a way to best meet the 

needs of children and families. Rather they seemed to be organized the way they were for 
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other reasons. It is difficult to say precisely what these other reasons were. It did seem, 

however, that doing things in a way that was comfortable for health providers was one 

reason. A lack of resources, particularly a lack of staff, was another reason. Programs 

also tended perhaps to be structured in a way to meet the needs of a particular kind of 

child, and if a child didn't fit that profile it was difficult to adjust the program to meet the 

child and family's needs. The location of services was described as an issue by some 

parents. Specifically, they would have liked to have the option of having early 

intervention rehabilitation services provided in their own homes. The difficulties 

inherent in trying to meet the needs of a diverse group of children and families through a 

single hospital-based preschool program is illustrated by this next quote. 

/ didn't even know what PDD was when they started bringing it 
up the last day after 12 weeks. I was just shocked; well you know, 
what the hell is PDD? You know, the whole program should of 
been done the other way around. Assess my child, give my child 
a diagnosis, and then let's get this information so I can draw from 
this information what I need to. 

This final quote is from a parent who found a program that worked really well for her 

child and family, and she describes why. 

I'd have to say that [a community-based program for the 
treatment of autism] has been the best experience. The therapists 
there, and the psychologist is amazing. She's been, like, they have 
just been so great to us. Husband and I are actually divorced, so 
as a single mom, [the program] gets him out of the house. 
They've done therapy in-home with me. They've helped us 
because other child [has problems as well]. And, they even went 
to the point of getting us referred back to the hospital for other 
child. They've been the most positive experience we've had. 

Other parents also spoke about the tendency in the health care system to apply a 

particular set of interventions based on the diagnosis. For example, all kids with a certain 

kind of cerebral palsy will require the same aids, the same therapies, etc. In their view, 

health professionals often used the label to define the treatment which in turn prevented 
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them from working with the child and family in a creative way that was more responsive 

to their needs. This next quote comes from a parent who is expressing this sentiment. 

/ think I get the feeling sometimes, my children are being treated 
according to kind of a status quo, "spastic quad CP", put him in a 
kid cart, blah, blah, blah...I come and ask about [another option 
for treatment] ...sorry, not for [spastic quad CP's]. 

It was apparent that the same program will meet some children's and families' needs and 

yet not meet others. Although two children may have similar diagnoses, the kinds of 

services needed to best meet their needs can vary significantly from family to family. For 

example, some parents very much want a home-based program for their child, and wish 

to take a lead role in organizing the program, whereas other parents want more help for a 

variety of reasons. The one program-fits-all approach, which is the kind of approach 

common to most human service systems, does not work because the children and families 

who require these services have different needs. Parents wanted services to respond to 

their needs, rather than families always having to accommodate to the services. 

Health care providers also described the importance of having a service system that was 

truly built around the needs of children and families, rather than being driven by costs. 

The development of this kind of system was talked about in the context of scarce 

resources. A number of health care providers wanted a system that supported the 

development of effective relationships between providers and families, rather than 

undermining them, as this next quote illustrates. 

But we really don't have a client, needs-based system here at 
all...the interactions that go on between individual patients and 
providers [may be positive], but the system that surrounds that 
very important dyad should become the fundamental basis of an 
integrated system of care for families.  
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Other system-level issues 

There were other system issues that parents and health care providers described as 

affecting how services were delivered to children and their families. These included: 

leadership and accountability in the health care system in developing services for children 

with disabilities, facility design or physical environment, and the availability of 

resources. Parents also spoke about the apparent lack of organization in the system, 

where lost paperwork was frequently cited as an example. A few parents and health care 

providers explicitly talked about how the physical design of facilities affected the child's 

care. One parent felt that the design of the ward made it difficult for nursing staff to hear 

her child if he cried, so she chose to stay with her child 24 hours a day. With respect to 

the leadership issue, a few parents felt that there wasn't good planning in the health care 

system, and that's why services seemed to lack coordination and weren't meeting the 

needs of children and families. Other parents specifically expressed disappointment with 

how the health care system in general dealt with children who had chronic developmental 

issues. This overlaps with the issue of how the system deals better with children who 

have only physical problems in comparison with children who have emotional, 

behavioural and/or developmental problems. This next quote expresses this well. 

I sort of expected more leadership from there. There is no 
leadership from them. The parents are directing all of the 
treatment programs right now. It's true for cerebral palsy; it's 
true for autism; it's true for Down syndrome;...They [the health 
care system, particularly physicians] have never taken a 
leadership role in treatment programs for kids with disabilities, 
autism included. They have left it up to the parents to develop 
treatment programs. 

Health care providers also described problems with service planning and decision-making 

that they felt influenced the organization of services in a negative way. Specifically, they 

thought that that both staff input into decision-making, and parent feedback on programs 

and services were critical to the development of a well-organized system of services that 

would meet the needs of children and families. Some health care providers spoke about 

their desire to get more feedback from families about how they found they experience 
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with a particular program or service, because of how important the experiential aspect is 

to health care. The importance of getting more frontline provider involvement in 

decision-making is illustrated by the quote below. 

But again, I think even if they are ...we give feedback, I think they 
really just don't truly understand the impact when some of their 
decisions are made because they are so far removed from the 
front line. And even if they were originally front line staff, things 
are changing so much.  

Resource availability is discussed in more depth under social and systemic context. 

Simply, there was an expectation by both parents and health care providers that the health 

care system should have adequate resources to provide needed services to children and 

families. Market discourse was reflected in the language that parents and health care 

providers used. There was much talk about the scarcity of resources. A few parents 

commented that the health care and related systems needed to be more accountable for 

how they were using scarce resources. Specifically, they felt that, although currently they 

were struggling to find good services for their child and/or they were unable to access 

funding to pay for services, there was some wasting of resources going on because 

existing programs were not being evaluated as to whether they were actually doing any 

good. This was not a common issue that parents discussed, but the few parents who 

raised it were passionate. In this next quote, a parent is describing how she feels health 

care professionals are accountable when something goes wrong with a child who has a 

physical health problem, but that there is not this same accountability for children with 

disabilities such as autism. 

[Children in existing early intervention and treatment programs 
are] not responding. But whose accountable? The professionals 
are accountable. A little girl dies because she was septic with 
appendicitis. It's not the child's fault. There was mismanagement 
there; someone's accountable. Children with disabilities go 
through this system with no accountability; all the funds are spent 
and nobody's evaluating or measuring what's going on. It's the 
more unscientific use of public funds that I have ever seen. 
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4. Societal and systemic Context 

Health care to children and families is provided within a complex health care system, 

which is related to other complex human service systems. These systems are in turn 

shaped by the broader society within which they function. With respect to this context, 

parent participants discussed: the lack of resources in health care; discrimination against 

children with disabilities; and the importance of informal support in their lives. Health 

care providers spoke comparatively more about how the environment within which they 

worked affected their ability to practice as they would have liked. The complex systems 

within which they worked made communication, and therefore coordination, between 

sectors difficult. As well as a lack of resources, including time, the factors health care 

professionals described included: uncertainty in the work environment; the complexity of 

developmental pediatrics; and the culture of the health care system. It is these contextual 

issues that affect expectations, and that are the biggest barriers to the implementation of 

family-centered care. Much of the discussion chapter is devoted to this topic. Figure 4 

outlines the sub-categories and properties under this category. 

Figure 4. Societal and systemic context: Sub-categories and properties 

Resource availability 

Societal and systemic, 
context 

Societal level discrimination 
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Support from other parents 
Support from family and friends 
Information from other sources 
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Resource Availability 

Through their experiences with the health care system, many parents sensed health 

professionals weren't able to provide the kind of care and services they would have liked 

because of a lack of resources, most often time and staff. Many parents believed that 

health providers were good people who went into health care because they wanted to help 

people, but are unable to do their jobs properly because of a lack of resources. As a 

result, morale suffers and they get burnt out. These next two quotes illustrate these 

points. 

More staff. I think it would alleviate a lot of problems, a lot of 
waits, a lot of... the nursing staff when they want to help you more, 
but they can't; the doctors rushing you through; the waits at 
Emergency. The attitudes of some of the staff even; they wouldn't 
feel as stressed. The nurses, not so much now but before when 
there were strikes on and everything, they were really bitter; as 
much as they probably tried not to [let it flow] into the patient 
areas and everything, it did. 

Most of them have been there for many years. And I just think 
that there's just a really high level of burnout, with the exception 
of the speech language therapist who I found was very good, and 
a real lack of encouragement for parents. And a lack of making 
people feeling there is something to celebrate over the progress of 
their children. 

Many parents explained, through their stories of their interactions with the health care 

and related systems, how an apparent lack of resources affected them and their children. 

Parents described how they felt a rushed approach to care affected their children's 

experiences with the health care system. They said that health providers often didn't take 

the time to talk to their child, to explain to their child what was going on, and that 

consequently their children became upset and frightened. In this first quote a parent talks 

about how much it helps her child who has multiple problems when a doctor will take the 

time to talk to her. 
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...it makes a big difference, like if the doctor came in and said, 
"Well you know, we're going for a big one today. We're going to 
do a kidney probe...", and my child is like, "All better?" and 
she's like, "We're going to try." That just means so much to her, 
you know, and I think that's just gone now. There's no 
time... You're in and out so quickly now. Especially if you're a 
repeater, they expect you to be quick. 

In this next quote, I as a parent am saying the same kind of thing, when describing the 

problems we experienced when our son was undergoing open-heart surgery in a large 

teaching hospital. 

[There was a] real fixation on procedures and their lack of ability 
to deal, I think, effectively with children in terms of working with 
them to help them get over the fears around the procedures, 
helping them make it through the procedures with less trauma 
and fear. They just didn't seem interested in that, because I think 
that their perception was it just took too much time. 

Many parents believe that this lack of time to spend with children and families is a direct 

consequence of inadequate or poorly allocated funding. This next quote is from a parent 

wishing that there were additional resources, so that families wouldn't constantly have to 

fight for services for their child. 

[I wish there were] more funds available. So that these children 
and their families don't have to go through this phenomenal 
hassle forever and a day to get something... 

Some parents explained why the adequate funding of good treatment programs for 

children with disabilities was so important, and that in the longer term these programs 

were not a waste of resource but were extremely cost-effective. Their reasoning was that 

if good early intervention and ongoing programs were appropriately funded then there 

would be larger societal benefits in the future, as children would be given the opportunity 

to develop to their full potential and contribute something back to society. In this quote, 

a father of a child with Down syndrome expresses this point of view. 
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Which is too bad, because they're really finding that Down 
syndrome is the most common genetic disorder and they're 
finding that these kids [can be] really productive in society. Why 
not give them everything we've got. You know, the more we give 
these guys, the more they're going to give back...Any child with 
any developmental concerns. I mean we've got to get early 
intervention getting in there quick and letting these kids, you 
know, be as great as they can be. 

Health care providers spoke of a lack of resources in the context of a work environment 

that often did not support them in working with children and families in the way they 

preferred. They described, for example, wanting the time to get to know children and 

families better so that their approach to care could be more individualized. An assembly-

line approach to care was not satisfying for either health care providers or families. 

Health care providers also spoke about the importance of being able to adequately 

prepare for an appointment with a child, including ensuring that adequate information 

had been collected prior to the appointment. A lack of time, however, often meant that 

this didn't happen. 

Uncertainty in the work environment 

A few health care providers spoke about how the constant changes in the organization, 

and in other related systems, added to the stress in the workplace and made their work 

more challenging. At the time this data was collected the regional health authority 

operating the children's hospital was going through a major organizational change, at the 

end of a decade of relatively continuous change and considerable downsizing. This next 

quote illustrates this desire for some consistency in the organizational structure of the 

health care organization. 

/ think having some kind of work that ...some consistency within 
how the structure that we are supposed to work or operate out of. 
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Culture of the health care system 

A contextual issue discussed by some of the health care provider participants was the 

expert model culture, and specifically the medical model, that dominated the health care 

system. This issue is discussed in some depth in the discussion chapter (i.e., chapter 

four) under "systemic context". Many health care providers described the medical model 

as being incompatible with another philosophy of care that they termed family-centered 

care. Comments received back on a summary of the preliminary findings of the health 

care provider data indicated, however, that there is still considerable disagreement about 

this issue. Some health care providers seem to view family-centered care as a philosophy 

of care that does not value health care provider expertise. They felt, therefore, that 

family-centered care and an expert model of care were both needed. They did not view 

the two models as conflicting. 

Many of the health care providers talked about aspiring to provide family-centered care, 

but experienced difficulties working within a system where the medical model 

dominated. The terms medical model and expert model were used interchangeably by 

many of these health care providers to describe a kind of care that is very disease-

focused, and where the expertise lies entirely with the health professional and primarily 

with physicians. Health care providers provided varying explanations of family-centered 

care. Some of them described it as viewing the child in the context of their families and 

communities, whereas others defined family-centered care as being parent-driven care. 

Health care providers' statements regarding family-centered care reflect the lack of 

clarity in the literature on the conceptualization of family-centered care. 

Some health care providers' spoke about the complexity of developmental pediatrics, and 

how this complexity was a poor fit with the medical model. They described 

developmental issues as being often difficult to diagnosis, and not easily fixed; with 

treatment being complex, and timely early intervention critical. There was a perception 

that senior management at the children's hospital and the regional health authority lacked 
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an understanding of the importance and complexity of developmental pediatrics, as is 

illustrated by this next quote. 

/ was trying to think from a decision maker's point of view. 
Months ago we were being compared to appendectomies and why 
couldn't they push through so many children per week, given that 
they could do so many appendectomies per week. And it's apples 
and oranges... 

Societal level discrimination 

Ableism, classism, racism and sexism exist at a broad societal level, and permeate the 

health care system as well. Parents shared experiences with the health care and related 

system where they were treated in racist, sexist and classist ways. Parents' major 

concern, however, was about how their children with disabilities were treated both out in 

the community and by the health care system. Many parents described feeling that their 

children were treated as second class by the health care system, that they weren't cared 

about as much and weren't treated as aggressively as non-developmentally delayed 

children, because their children were "less than perfect". These next two quotes illustrate 

this. 
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It seems as though mental issues aren't treated the same way as 
physical health care issues in terms of our health care system. 
There is always some vagary as to whether there is really any 
societal obligation to help you if it's more of a mental 
development thing. 

But the thing about... intensive care even acute care, was the 
momentum around it. It was the energy, the connectness around 
what are we going to do next. It was their way of respecting or 
valuing the child. I was shocked. Not only that it was less [with 
a child diagnosed with autism], but that it was non-existent. 
There was no excitement or energy around the child. There was 
no, "we have got to get busy"...Because I don't think they think 
it's their responsibility to provide treatment for kids with 
disabilities. They think that that's legislated under Education...I 
want them to believe that they can make a difference. I want them 
to believe that they can make a difference in the same way they 
can make a difference in a child with pneumonia. 

In this next quote, a parent discusses her experience with a dentist who seemed reluctant 

to straighten her child's teeth, implying that health care system ignorance comes from the 

broader societal views of people from her generation about people with disabilities. 

Or, "Do you know how much that's going to cost you to get that 
done? Are you sure you want to spend that money on her?" And I 
finally looked at him and I said, "Are you insinuating that 
because she has Down syndrome I won't spend the money?" and 
he said, "Yes." And I said, "Absolutely, I'm going to spend that 
money and get her mouth fixed." And...I always think, ok, those 
people don't see our kids in society yet. And they don't. Think 
about it. It's the generation coming up that are going to say, 
"Hey, I went to school with her," or "She was in my class at 
school." But not us. 

Informal support 

The broader societal context within which health care and related formal services are 

delivered provides considerable support to families who have children with chronic 

health problems. Parent participants spoke primarily about the informational and 
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emotional support that they obtained from other parents who had children with similar 

health problems. They also talked, but to a far lesser extent, about the emotional and 

practical support that they obtained from family and friends, as well as the various 

sources from which they sought information. Health care providers did not talk about this 

informal support as much, although there was some recognition of the importance of 

parent-to-parent support and information-sharing. 

Support from other parents 

In many of the experiences that parents shared, they described obtaining the most useful 

information from other parents of children with similar problems. This was particularly 

true of information about treatment options, as well as information about available 

services and how to access them. In these first two quotes parents who have a child with 

PDD describe how difficult it has been for them to obtain needed information about early 

intervention services and funding through the health system. "It's like it's a big secret. 

Most of the information I have learned is from other parents." 

Here is a positive thing that comes out of that. The way you get 
the information; the only way you ever get information is through 
other parents. Nobody in the health care system can give you the 
information about how to...there is nobody that you can go to and 
say, I have a child who has PDD-NOS [not otherwise specified]. 
What do I need to do to access the services that he needs. Um, 
and they're not going to encourage it. 

Some parents spoke about the importance of parent run support organizations as sources 

of information, as the following quote illustrates. 

One thing is. The autism society is excellent, and I go to the 
meetings and they are always up to date on everything and so 
that's where I have learned a lot of information, from the society. 
Actually, it was the first pediatrician that did tell me to join the 
society. 
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Parents can also sometimes provide useful information to other parents about their child's 

problems. In this next quote, a parent describes how she had chatted with another parent 

about the problems her child was experiencing at school, and just by listening and 

because of the extensive reading she had done on autism, helped the other parent get a 

needed diagnosis for her son. 

...and she didn't know what it was. I chatted a bit with her. And 
I said I'm going to fax over to you information about Asperger's. 
So I went into the Association and got a good article on 
Aspergers, faxed it over. She took it to the psychiatrist who had 
been seeing this kid for over a year. He looked at it, read it, and 
said, my God this is your son. And I had never met this kid. 

Some parents also appreciated the emotional support they got from other parents, 

specifically being able to speak with other parents who had been there and could 

understand what they were going through. In this next quote a parent is describing why 

she found the parent group component of a hospital based pre-school program to be the 

best part of the program. 

And I really think that parent groups [are a big help]. [It helps] 
to know that you're not the only one whose child needs this 
place... 

Yet other parents described these parent groups as not being helpful at all. This interest 

in connecting with other parents was not universal. Some parents wanted to, and yet 

others did not. Parents who did want to connect with other parents spoke about the 

barriers they encountered, as this next quote illustrates. 
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Well that was another thing; we would ask at the hospital when 
we were dealing with the first doctor to get...put us in touch with 
other parents, and they said that they could not do that. That was 
all confidential, so they couldn't do that. Then he went to 
[community program], we asked his teachers, "Can we talk 
to...can you give us Johnny's parents' phone number so we can 
phone them and ask them how they're doing with Johnny?" No, 
they couldn't do that either. So, you sort of had to sort of track 
parents down yourself, and then talk to them and find out. 

Some parents who participated in this research had been very involved in parent 

organizations and were well connected with other parents. There were other parents who 

had had very little contact with other parents, although they were the minority. The latter 

seemed surprised at the depth of information that parents had, and seemed pleased that 

the focus group had provided them with an opportunity to connect with other parents. 

After many of the parent focus group sessions, parents stayed to chat and exchange phone 

numbers. During some of the groups, parents extended offers of help to other parents, 

including help to connect them with a needed service, or help to get them through an 

appeal process. 

Support from family and friends 

Support from family and friends was not talked about by many parents, probably because 

the questions they were being asked focused on their experiences with the health care and 

related systems. Those parents who did speak about the support they obtained from 

family and friends, stressed how this support, or lack thereof, affected their ability to 

cope with their child's problems on an ongoing basis. Two parents talked about how 

their support from their spouse and their friends respectively made a big difference in 

their ability to cope. In this next quote, a mother explains how a lack of support from her 

husband is a major stressor in her life. 
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I had to do everything by myself. I did not have the support of my 
husband. Because he kept saying, you 're not going to win. Why 
bother, you 're not going to win. And it just made me fight that 
much more...I feel like I've been fighting for five years and I'm 
starting to run out of steam because I don't have the support of 
my husband. 

It is important that the formal service systems such as health care recognize the 

importance of support from family and friends, so that they can facilitate this when those 

opportunities arise. Also, when a family has very little informal support the need for 

formal supports is likely to be greater, as this next quote illustrates. 

That's right, and I don't have family to depend on. I have no 
family here. My husband has no family here. You know, you 're 
doing everything by yourself, and it's just...they need support out 
therefor people who need it. 

Information from other sources 

Information was viewed as an important kind of support by both parents and health care 

providers. Parents discussed the many sources outside of the local health care system 

from which they had sought information about their child's condition and/or available 

treatments and services. Other than other parents, these included the media, the internet, 

bookstores and libraries. Some parents conducted international searches from both 

mainstream health care and other sources, for useful information. 

In this next quote, a parent of a child with complex medical problems describes her 

attempts to coordinate her child's care by obtaining information from the library on all of 

the medications her child was on. 
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And then things kind of got out of control again and now I don't 
know what's going to happen, but I feel like, what I did was, I 
went to the library. I read on all the stuff she had. What she 
COULD be taking, and then I got a computer program and I 
would put in the stuff she is on and what would interact with 
what, so I knew that, Ok, well she can't take Theophylline if she's 
taking Erythromycin or whatever. 

The growing importance of the internet as a source of information for parents is 

illustrated by this next quote. 

...parents get that information on the internet anyway. I mean 
parents get information about stuff they need to know so quickly 
now, and I don't think the medical community has adapted to that. 
Parents are, I think, way more aggressive... 

5. Outcomes 

In order to be able to evaluate whether family-centered care is being provided, we need to 

be able to identify the effects or outcomes. Many outcomes emerged through the 

experiences shared by the parents and the health care providers who participated in this 

research. The interim outcomes of family-centered care are described first, followed by 

the ultimate outcomes. The sub-categories and properties that fall under this category 

are summarized in Figure 5. 
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Figure 5. Outcomes: Sub-categories and properties 

Interim outcomes 
Supported families 
Supported health care providers 

/ Effective family-health care 
provider relationships 

Less "just walking away" 

Outcomes 

Ultimate impact 
Improvement in child's health & 

quality of life 
Improvement in family's health & 

quality of life 

Interim outcomes 

The interim outcomes are what follow from the expected competencies of health care 

providers, parents, and the health care and related systems described above. Both these 

expected competencies, and whether or not they can be achieved, are shaped and 

influenced by the systemic and societal context. The key interim outcomes of a family-

centered system of care are supported families, supported health care providers, effective 

family and health care professional relationships, and decreased "just walking away". 

Supported families 

In a family-centered health care system families receive both the formal support they 

require from the health care and related systems, as well as informal support from other 

parents, family and friends, as well as other sources. Parents are knowledgeable and 

informed about their child's health problems and how to help their child, as well as how 
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to negotiate the systems and obtain needed services for their child. They receive help to 

coordinate their child's care, and have ready access to reliable and useful information. 

The child and family are supported in a variety of ways. For example, parents feel 

hopeful and reassured about their child's future. Financial support is available to help 

families with costs they incur as a result of their child's health problems. Overall, the 

health care and related systems provide high quality services and are responsive to the 

needs of children and families. Not only is there timely access to assessment and 

diagnostic services, but there is a greater emphasis on treatment. 

Supported health care providers 

In a family-centered health care system, health care providers work in an environment 

that supports them in their work with children and families. This environment enables 

them to work in an individualized way with children and families, optimizing the quality 

of care that they are able to provide. This means that the system has adequate resources to 

provide this kind of care, and that there is some organizational stability. Health care 

providers are well informed as a result of good communication with parents and children, 

as well as other professionals both within and outside of the health care system, and are 

knowledgeable about developmental disabilities. This in turn means that parents do not 

have to answer the same questions over and over again about their child's health 

problems, and/or frequently repeat their child's medical history. 

Effective family-health care provider relationships 

In a family-centered health care system, families and health care providers work together 

in relationships based on mutual trust and respect. These good working relationships 

have developed because: health care providers have both the technical and relational 

competencies described earlier; parents have attributes that contribute to a good working 

relationship; and the health care and related systems, as well as the broader societal 

context, support the development of this relationship. One characteristic of these 

relationships is open and honest communication. Parents, then, would have less fear of 

speaking candidly because of the fear of repercussions for the care of their child. In this 
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quote, a parent indicates her frustration after a number of problems had occurred with lost 

paperwork and miscommunication, with the result being her child had to wait a longer 

time to get a needed assessment. Yet she did not complain. 

So, by the time all of that happened I was just ready to choke 
somebody, you know. So, but I didn't; because you are always 
afraid that will come back on you in the health care system. So 
that's why you try and be as polite as possible. Because I have 
two kids in the system now.  

In contrast, this next quote illustrates how comfortable it is for a parent to feel that they 

can communicate openly without any fear of repercussions. 

And I don't have to worry about being extraordinarily polite or 
not asking the wrong question, or you know. And that makes it 
certainly more comfortable for me, in terms of saying "this is 
what happened at this appointment and it wasn't good; what are 
we going to do about it?"; not worrying about whether I'm going 
to offend her... 

Less "just walking away" 

In a family-centered health care system, families would not "just walk away" from 

system as often. When families had negative experiences with certain health 

professionals or services, this often resulted in a loss of trust. This loss in trust in turn 

often led to an avoidance of that particular health professional or service. This is also 

related to whether a child likes to go to see a particular health provider, or go to a 

particular hospital or program, in that if the child has had a good experience, or at least 

not a terrible one, then it is easy to go back. When a child has had a terrible experience, 

or hates to go, parents find it hard to take them 'there'. 

In this next quote, I as a parent am talking about how difficult it was to take my son back 

to a hospital for open-heart surgery because of a negative experience there four years 

previously. 
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And indeed, when he needed more heart surgery again this past 
spring, and now he's eight; that, I mean, it was just pure terror, 
fear from me. I did not want to go back. I was absolutely 
terrified of taking him back there. 

In this last quote, a parent is again describing how they bypass a certain hospital due to a 

previous negative inpatient experience there with their son. 

And actually he...right after that he had a really bad episode and 
I didn't think he was quite so bad and put him in the car and 
thought he was okay and I was driving right past [that hospital] 
and he turned blue, and I just kept driving him. I came whipping 
into Emerg here. I thought, I'm not taking him to [that hospital]. 
You know, you think, Oh geez, if my kid dies between hospitals, 
you know, we're not going to feel very good. 

Ultimate Impact 

The ultimate impact of positive experiences with the health care and related systems was 

improved health and quality of life for the child and for the family. Conversely, negative 

experiences resulted in poorer health and quality of life for the child and the family. In a 

family-centered health care system (i.e., where both families and health care providers 

were supported, where there were good relationships between them, and there was 

decreased "walking away" by families), the health and lives of children and their families 

would be improved. 

Child's health and quality of life 

Throughout this research, parents provided examples describing how their child's health 

and/or quality of life had been affected, both positively and negatively, as a result of their 

interactions with the health care and related systems. These included effects on the 

child's mental health, emotional health, behaviour, and physical health. Children were 

affected by how they were treated on an ongoing basis by health care providers. Some 

parents described the emotional trauma their child experienced as a result of their 
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interactions with the health care system. In this next quote, I as a parent am talking about 

my son's psychological outcome post open-heart surgery. 

Now, I mean in terms of the surgical outcome, he did fine. So all 
of this experience has nothing to do with the actual technical 
ability to perform the surgery, and having come out of it with a 
reasonable outcome. Nothing horrible happened other than the 
allergic reaction out of the O.R. [operating room], horrible in 
terms of life threatening that is. The surgeon performed the 
surgery, he had a reasonable outcome and he went home in five 
days. It took him, I would say, almost a year to recover from the 
experience psychologically. I mean he was terrified. And it took 
him that long to slowly regain the trust in health professionals he 
had before...  

Parents described how accurate and timely diagnosis affected their children's health. In 

this next quote a parent talks about how a delay in diagnosing severe esophagitis may 

affect her child's future health. 

Right, and she's now at an eight times greater risk for getting 
cancer of her esophagus and her throat, so you know, that's kinds 
of a problem for me. 

As well as progress made by the child as a result of positive experiences with the health 

care system, parents also spoke about the lack of progress their child made as a result of 

negative experiences. They described negative side effects of some treatments including 

drugs. In this next quote, a parent talks about the lack of progress her child has made 

with eating despite years of work with a hospital-based feeding team, an experience that 

had been frustrating in part due to the continual turnover of the feeding team therapists. 

See, cause they keep saying, "Oh, well we'll try all these things". 
Well, nothing works. Give me something that will work, or give 
me some idea. I mean this kid is five years old, he's going to 
kindergarten in the fall. He DOES NOT eat. What am I 
supposed to do when he goes to school? What am I supposed to 
feed him? 
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Parents also described positive interventions that resulted in their child being able to live 

a more normal life, as this next quote from a parent about the great gains her child had 

made in a community-based autism treatment program illustrates. 

...and he had really severe symptoms. And with [the program] 
he's gone from severe to very high functioning. They're thinking 
of actually reversing the diagnosis. They're talking like they 
might have cured him . We now have a choice of either ECS or 
grade 1, trying to put him into the [regular] school system... 

At a broader system level, parents felt that many children were not reaching their full 

potential, because in general the health care system didn't try and help these children and 

families weren't getting the help they needed to advocate for their child effectively. One 

parent described how our health care system seemed to have no problem "just letting kids 

with autism go", in comparison with the aggressive approach taken to saving children 

who have life-threatening physical health problems. 

Family's health and/or quality of life 

Families' experiences with the health care and related systems affected the whole 

family's health and/or quality of life, not just the child's. Negative effects included 

increased stress (i.e., both financial and emotional), guilt, fear, depression and fatigue. In 

some cases, parents described vividly their shock following a diagnosis, and/or a 

traumatic birth experience with a child(ren) born prematurely, and how long it took them 

to recover. Other parents talked about how depressed they were after visiting a genetics 

clinic following the birth of their child with Down syndrome, because the information 

they had been given about their child's future capabilities had been so negative, as this 

next quote illustrates. 
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And the next morning, I remember, I got up and our child was in 
his crib, and he was crying, and I didn't care. I thought, "He 
doesn't feel, he doesn't care, he doesn't know what I'm doing 
anyways," and I went and I had a shower, and I left him in his 
crib crying because I thought he was just like a vegetable. I really 
didn't think that he was going to amount to anything. And the 
thing that saved me was I went to the breast feeding clinic that 
day with him. 

Parents described experiences with the health care system that made them sometimes fear 

for child's future because of their experience with the system, and their perception that 

there was a lack of appropriate services to help their child. They also described feeling 

guilty when they felt that a negative outcome was at least partially their fault. For 

example, parents described instances where they felt that they should have: advocated 

harder; done a better job of feeding child; or given a surgeon more medical information 

about their child. In this next quote a parent describes how guilty she felt when some 

important information hadn't been communicated to a surgeon. 

[After] one of those heart blocks in surgery, he came in and he 
said, "You knew she blocked before." I said, "Well, I didn't know 
what kind of anesthetic to use." Well, all of a sudden it was my 
fault, and like the doctor was standing there, and I'm just looking 
at her thinking, "You can jump in anytime here. I'm just the 
parent."  

In this next quote a parent describes how inept she felt at her inability to feed her child 

and get him to gain weight. 

But, with that one dietician it was [not a very good experience]; I 
think that was one of the only times that I went home and just 
bawled, just because I felt so inept.  

When there is system failure to support families, the negative results include serious 

family breakdown. It is well known that families who have children with chronic 

illnesses and disabilities experience higher rates of separation and divorce. One of the 

parent participants in this research had attempted suicide, apparently as a result of being 
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completely overwhelmed by the resulting emotional and financial pressure that had 

developed as a result of trying to look after their son with special needs plus care for her 

three other children. The stress of coping with the realization that their child would have 

lifelong disabilities, plus the stress of having to advocate for services and coordinate their 

child's care, can be overwhelming even for families who are well supported. If you add 

to that any additional stressors such as a spouse and/or other family members who are not 

supportive, and financial burdens resulting from having a child with special needs, then it 

is not surprising that many families describe feeling exhausted and no longer able to 

cope. 

IV. The major differences between the health care provider and the parent data 

As has been previously described, there were many similarities between the themes that 

emerged from the parent and the health care provider data, which is why the decision was 

made to combine the findings from both sets of data into a single findings chapter. That 

is, the findings from both data sets primarily fell into the same broad categories and sub

categories. Within these categories, however, there were some differences between 

parent and health care provider perspectives. These similarities and differences have 

been described throughout the previous section. ' In this section, some of the major 

differences in the themes that emerged between the parent and health care provider data 

are summarized. These major differences are: 

• parents' comparatively greater emphasis on how overwhelmed they were with the 

responsibilities they were having to bear; 

• parents' comparatively greater emphasis on their need for support from a variety 

of sources; 

• parents' comparatively greater emphasis on the importance of how their child was 

treated by health care providers; 
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• health care providers' comparatively greater emphasis on attributes of families, in 

contrast to parents' comparatively greater emphasis on the attributes of health 

care providers; 

• health care providers' comparatively greater emphasis on work environment and 

systems level issues. 

The section concludes with a summary of the similarities and differences between parents 

and health care providers' recommended changes to the health care and related systems. 

These recommended changes came in response to the third broad question asked of the 

informants, which was: "If you could make one change to the way that health care is 

provided to children and families, what would it be?" 

Summarizing the major differences in the emergent themes 

Most of the parents participating in this research described being overwhelmed with the 

responsibility of not only having to cope with the day-to-day care of their child, but also 

having to coordinate their child's care and negotiate complex systems on their child's 

behalf. That this was felt to be an overwhelming job, was reflected in the phrases that 

parents used to begin their stories about experiences with the health care system on behalf 

of their child. One parent, for example, started off her story by saying: "my struggle 

began when my child was two and a half years old". This advocacy work was described 

being extremely difficult, at least partly because they were dealing with systems that were 

foreign to them and with professionals who often didn't listen. Related to this was the 

concern that many parents expressed for those children who lived in families where 

parents did not have the skills needed to successfully advocate for their child. Parents' 

frequent descriptions of the kinds of support they had found helpful, and where they had 

found this support, is likely linked to this as well. In contrast, the majority of health care 

provider participants did not appear to realize how overwhelmed many parents were. 

Health care providers talked far more about their interactions with parents than they did 

about their interactions with children. The potential reasons for this were discussed 
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previously. Parents talked comparatively more about how their child was treated by 

health care providers, and about how this affected their child and them. 

Parents spoke a lot about the attributes they valued in individual health care providers. 

Health care providers spoke about this, but not at a personal level. That is, they described 

the kinds of attributes they thought that families would value in health care provides 

generally, rather than focusing on their own attributes. This is most likely partly due to 

how the questions were worded for the majority of health care providers, where they 

were asked to describe factors that they thought contributed to families' good and bad 

experiences with the health care system. This elevated the discussion to a more 

impersonal level. Even when they were asked to give specific examples, however, not a 

lot of these emerged. 

Health care providers talked comparatively more about their work environments and the 

systems level issues that affected their ability to work with children and families. The 

most frequently cited problem was the lack of resources allocated to developmental 

services. This meant that there were not enough health care professionals with the 

necessary expertise to work with children with developmental problems, which led to 

long waits for children to get into see particular kinds of specialists and to access 

specialized community programs. Staff working within the children's hospital also 

described not having enough time to work with children and families in the way they 

would have preferred. This issue was talked about by some parents as well, but not to the 

same extent. 

Similarities and differences between parents' and health care providers' 
recommended changes to the health care and related systems 

Better coordinated services both within the health care system and between systems, 

increased investment in children, more responsive systems, and improved relationships 

between families and health care providers were identified by both parents and health 

care providers as high priorities for system change. Parents' highest priority for change, 
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though, was getting more help in advocating for their child and in coordinating their 

child's care. This included easier access to accurate and consistent information about 

their child's problems and the services available to help their child and family. Parents 

also identified changing the attitude of the health care system and of health care providers 

about mental health problems in children. Health care providers identified a need to 

improve relationships between health care providers, by increasing mutual respect and 

understanding about their respective roles. They also described problems with operating 

under a medical model in developmental pediatrics. These changes to the system 

recommended by parents and health care providers are summarized in Table 11. 
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Table 11. Recommended changes to the health care and related systems: parent 

and health care provider highest priorities 

Parents' highest priorities for change Health care providers' highest priorities for 
change 

1. Provide help with advocacy and care 
coordination 

2. Improve coordination of services and 
transitions, including better information 
dissemination across systems 

3. Provide information about services and 
help (i.e., consistent, accurate, central 
source) 

4. Increase resources (i.e., invest more in 
early intervention, and children, across 
systems so waiting lists are decreased) 

5. Make services more responsive to the 
diverse needs of children and families 
(i.e., services need to be more 
individualized) 

6. Change attitude of health care system 
about mental health problems; and 
education of health care providers 

7. Improve relationships between families 
and health care providers 

1. Improve coordination within and 
between systems 

2. Increase resources (e.g., staff, time) 

3. Design systems and services that are 
responsive to and driven by family 
needs; this requires more flexibility 
in services and mandates 

4. Improve relationships between 
families and health care providers, 
and between health care providers 

5. Recognize problems with the 
medical model as a context for 
developmental pediatrics 

V. A substantive theory of family-centered care: summary and conclusion 

The substantive theory that is described in this Findings chapter supports much of what is 

described in the more recent patient and family-centered care literature. The broad 

category that I have called competent health care providers, for example, supports and 

adds to existing theories of caring and relationship development that have been 

previously developed using qualitative research methods. The competent systems 
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category also supports and adds to the comparatively more limited description of some of 

these systems level issues in the patient and family-centered care issues. I have included 

the competent families category in this theory in order to emphasize the expectations that 

are being placed on families who have children with chronic conditions, as well as the 

expectations that they place on themselves. The interim and ultimate outcomes 

categories are included so that we can start to think about what happens as a result of 

family-centered care, and how we might be able to begin to evaluate whether family-

centered care is being provided or not. The final category that I have included in this 

theory is the one that I think is the least written about in the current patient and family-

centered care literature, but yet is the most important one with respect to the current 

difficulties being encountered in the implementation of family-centered care in current 

health care systems. This category focuses on the systemic and societal context, and how 

this affects the competence of health care providers and the competence of families, 

including their ability to work together, as well as the competence of systems. 

I have decided to use the term family-centered care as a label for this theory for a few 

reasons. I decided not to use the term patient because of the passivity and lack of power 

historically assigned to the patient role (Lambert et al., 1997). Also, particularly in the 

context of child health, the relationships that develop involve the parents and sometimes 

other family members also, not only the child. I did not want to continue using the term 

client as the term client6 implies a contractual relationship, and the kind of relationship 

with health care providers that parents with children with chronic problems desired was 

more than that. They wanted to work with health care professionals who were both 

technically and relationally competent. This relational component is not captured 

through the term client. I thought it was important to use a term that emphasized the 

relational component of the family-health care provider relationship so valued by parents. 

I selected the term family over the term person, as family emphasizes the relational 

nature of the world that people live in. That is, most people don't live in complete 

6 Client is defined in the Canadian Oxford Dictionary (1998) as a person using the services of a lawyer, 
architect, social worker, or other professional person, and as a customer or patron. 
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isolation but live in communities supported by their friends and families. To quote 

Kleinman and Seeman (2000): 

The experience of illness is not bounded by the bodies or consciousness 
of those who are ill. It reaches out to encompass a household, a family, 
or a social network. It reaches deep into the inner world of patients, yet 
is decidedly transpersonal (p.231). 

With respect to children the term family is particularly appropriate, as it is the family that 

cares for the child on a day-to-day basis. By family, I do not mean the traditional nuclear 

family of parents and children, although this is often the context in which the term is used 

in the family-centered care literature. Rather I have selected the following definition, 

which was developed by the New Mexico Advocates for Children, Youth and Families in 

1994, and is cited in Cooley and Olson (1996). 

We all come from families. Families are big, small extended, nuclear, 
multi-generational, with one parent, two parents, and grandparents. We 
live under one roof or many. A family can be as temporary as few 
weeks, as permanent as forever. We become part of a family by birth, 
adoption, marriage, or from a desire for mutual support. As family 
members, we nurture, protect and influence one another. Families are 
dynamic and are cultures unto themselves, with different values and 
unique ways of realizing dreams. Together, our families become the 
source of our rich cultural heritage and spiritual diversity. Each family 
has strengths and qualities that flow from individual members and from 
the family as a unit. Our families create neighborhoods, communities, 
states and nations (p.242). 

A simple operational definition of a family is a family is who they say they are (Robb, 

1998a). I want to be clear, however, that in selecting the term family I am in no way 

suggesting that the child be ignored, but rather am trying to emphasize a holistic 

perspective of the child living their life in the context of their families and communities. 

Finally, I selected the term family-centered care over the term family-centered services 

because it is the term most commonly used and accepted in the child health care 

literature. Also, services sounds more impersonal than care. I did think about this at 

great length, as this substantive theory is not a theory of caring but a theory of care, of 
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which caring is a part . As was described previously, caring is one valued relational 

competency of health care providers, but this theory encompasses much more at the 

family health care provider relationship level, and goes beyond the level of individual 

relationships to encompass the system and societal levels. 

A graphical illustration of this evolving substantive theory of family-centered care is 

shown in Figure 6. This is a high level depiction of this theory and, as such, lacks the 

depth and complexity of the data. This illustration does not replace the written 

description of this substantive theory, but is meant to augment it. The points that I am 

trying to emphasize through this illustration are: family health care provider interactions 

and relationships do not take place in a vacuum but are imbedded in a systemic and 

societal context that affect expectations of and experiences with the health care system; 

and there are some outcomes that we can begin to identify in order to assist in the 

evaluation of family-centered care. 

Figure 6. A graphical illustration of this substantive theory of family-centered care 
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Concluding Remarks 

To conclude this findings chapter, I would like to briefly revisit my research questions 

and describe how the findings presented here address them. My grand tour question was: 

Can a substantive theory of client-focused care be developed? The answer to this 

question is yes, as the findings described above illustrate. I chose to change the term 

from client-focused care to family-centered care for this substantive theory, however, for 

the reasons that I described previously. There is much the same about what many health 

care providers and families expect from each other and from the health care and related 

system. The systems and society within which care is provided, however, affect whether 

these expectations are met. I want to emphasize, however, that the theory that emerged 

through this research and is described here is not a final product. As Glazer and Strauss 

(1967) explain, a substantive theory in an area such as family-centered care is best 

generated through a comparative analysis between groups in the same substantive area. 

This is often not accomplished through a single study. I view this as an initial substantive 

theory that can serve as a basis for a program of research to modify, verify and elaborate 

on this evolving theory. More discussion about what this ongoing research might entail 

is included under recommendations for future research in the following chapter. 

The five sub-questions have been addressed also, and I have made reference to these 

throughout the description of this substantive theory of family-centered care. In 

summary, both the ultimate outcomes and the sub-objectives or interim outcomes are 

described as part of the theory. What I referred to in sub-question 3 as the activities that 

comprise client-focused care, as the sub-categories and properties that are included in 

each of the five main categories that comprise this theory. Sub-question number 4 was: 

"How does client-focused care differ from other health care?" This substantive theory of 

family-centered care describes what a system that meets the expectations of both health 

care providers and families would look like, in contrast to what the current system is like. 

The final sub-question asked about the similarities and differences between stakeholders' 

perspectives. This is addressed throughout the description of the theory and summarized 

in section IV. 
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CHAPTER FOUR: DISCUSSION 

I Introduction and reflection 

I begin this final chapter by reflecting on this research journey, thinking back to why this 

research was of interest to me, where I intended to go, and where I actually went. My 

initial interest in the area of family-centered care came out of my life experiences, and 

primarily my experience as a parent of a child bom with complex medical problems. As 

a health researcher, I had a particular interest in evaluating whether family-centered care 

was being provided or not. My experience and my review of the literature led me to 

believe that there was not enough clarity of the concept of family-centered care to 

develop a quantitative measurement tool. Given that practice was ahead of theory with 

respect to attempts to provide family-centered care, I felt that naturalistic inquiry 

following the grounded theory tradition was the best approach. That is, I wanted to 

develop a clearer conceptualization of family-centered care through the development of 

an initial substantive theory. This substantive theory development would, I thought, 

address the major gaps that I had previously identified in the literature: confusion about 

the concept, difficulty in implementation, and the lack of a client or family perspective. 

I anticipated that it was this confusion about the concept that was the primary reason for 

the difficulty in implementation, and that the clarification of the concept would be the 

major contribution of this research. I expected that asking both parents and health care 

providers to describe in some depth families' good and bad experiences with the health 

care and related systems, would enable me to identify the key dimensions comprising 

family-centered care including precise behaviors. This would then allow me to make 

clear recommendations about how to implement family-centered care, with the next step 

being development of a measurement tool for evaluating whether the implementation had 

been successful. 

The substantive theory that I describe in this written report meets some of those 

expectations, but much of what emerged through this research surprised me. As was 

described throughout Chapter 3, there were many similarities between what the parents 
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who participated in this research and what many of the participating health care providers 

identified as contributing to families' good and bad experiences with the health care 

system and their priorities for system change. If there was considerable agreement as to 

what was important to meet the needs of children and their families, then why was the 

actual provision of family-centered care so difficult? As more than one health care 

provider pointed out, the medical model is not a good match with the complexity of 

developmental pediatrics. Many parents implied this by describing the health care 

system as being not very interested in mental and behavioral problems, in comparison 

with physical medical problems. Other parents described a system that did not function 

well for children with multiple problems that crossed specialty areas. Parents described 

the struggles they experienced trying to advocate for their children in a system within 

which they had no voice. The major issue affecting the implementation of a family-

centered system of care that jumped out in this research was these broader systemic and 

societal barriers. Trying to understand some of these broader systemic and societal issues 

led me to feminist bioethics and health care literature. 

Throughout this research journey, my personal journey has continued and been 

intertwined. In the midst of my data collection my son, who was now 8 years old, 

required a number of medical interventions. He finally had the feeding tube removed 

from his stomach that had been there since shortly after his birth, but the hole would not 

close. After a frantic week of continuous leaking he was admitted back into the hospital 

to have the hole surgically closed. Shortly after this he went through a period of 

deteriorating health, and then quite suddenly required a second open-heart surgery 

requiring a trip to a hospital in another city. I continually compared the theory emerging 

from my research with my personal experiences, and the experiences of the many 

families with whom I had informal contact. This process continues to this day. I find that 

I am using this evolving substantive theory to try and make sense of all of these 

experiences, even though my personal experiences fall outside of the area of 

developmental pediatrics. I find, for example, that I try and judge myself less harshly 

when I fail to advocate as strongly as I feel I should, and am casting less blame on 

individual health care professionals as well. Rather, I am viewing these individual 
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failures in a broader context, trying to understand how the culture of the health care 

system and broader society influence how both individual health care providers and 

services treat children and families. 

I begin the remainder of this chapter with a discussion of my research methods, 

including a traditional description of some of the strengths and weaknesses, as well as a 

more reflective look at some of the gains and losses in analysis. I then move onto a 

discussion of my findings. I focus on the systemic and societal context within which 

health care is delivered, as my research findings have indicated that this is where an 

increased understanding to the difficulties in implementation lie. Toward the end of this 

discussion I summarize the significance of this research. The last section of this chapter 

is devoted to recommendations for immediate future research, with the development of a 

quantitative measurement tool not being one of them. I finish with some concluding 

remarks. 

II Methods Discussion 

Change from original proposal 

There was one major change from the research proposal, in that the original intent was to 

include the managers responsible for the hospital-based services for children with 

developmental problems as the third group of participants. Again, this data was to be 

collected and analyzed as a separate data set. This aspect of the research was not carried 

out for the following reasons: 

• During the course of the research major organizational changes occurred that 

affected the structure of the areas included in this research. This included 

changes to both the senior management at the children's hospital, as well as to the 

middle managers responsible for the developmental and preschool treatment 

services. 
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• An increased interest in the concept of family-centered care, coinciding with these 

organizational changes, resulted in many requests for the researcher to share her 

preliminary research findings. This in turn would have made it difficult to turn 

around and ask these same managers for their input into their perspectives on 

client-centered care. 

• A considerable amount of data had been collected from both parents and direct 

health care providers, making it difficult to proceed with additional data 

collection at the management level given the time constraints. 

Lessons learned 

A few of the more important lessons that I learned through the course of this research 

about qualitative data collection and analysis are described here. Some lessons were 

learned about conducting focus groups. For the purposes of this research, where 

exploratory open-ended questions were being asked about people's experiences with the 

health care system, smaller group sizes worked best. The ideal group size was 3-5 

participants. In those parent groups where there were six and seven participants, it 

seemed that the participants left with experiences unshared and things unsaid. The 

interaction among participants, however, added to the richness of the data in other ways. 

The health care provider focus groups were all held during working hours, which had 

both positive and negative implications. Holding the focus groups during working hours 

was beneficial in that it likely increased the number of participants. The more negative 

consequence was that there was a real time constraint for most of the groups, with the 

time available ranging from a little over an hour to an hour and a half. This meant that the 

discussion had to be limited so that all four broad questions could be addressed. Time 

restrictions also precluded asking the summary question in all of the health care provider 

focus groups. 

I learned that many health care providers do not easily share their personal feelings about 

their experiences working with children and families, or feel comfortable discussing 

experiences with specific families in any depth. They seemed more comfortable talking 
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in general terms about the factors that influenced families' experiences with the health 

care system, but seemed unable to remember much about particular families. Rarely did 

they talk about how their relationships with families had affected them personally. Some 

of the reasons why this may have happened are as follows. First, there is that unwritten 

rule in health care about keeping a safe, emotional distance from clients (Hafferty, 1991; 

Montgomery, 1993). This next quote, which one of the health care provider participants 

wrote on the back of the demographic questionnaire and handed in, may be an illustration 

of this as it may indicate her discomfort at sharing this with her peer group. 

I remember a family that was given a diagnosis of autism. While 
one doesn 't share with families the impact of being involved in 
diagnosing and informing families; I remember not sleeping for 
many nights [because of the lasting image of the family's 
response to the diagnosis. 

Trying to maintain a safe emotional difference may make it difficult to personalize 

experiences, or even to remember particular families very well, or they may be reluctant 

to talk about families in a personalized way. Health care providers may feel more 

comfortable trying to analyze their experiences in an objective, detached manner rather 

than describing how particular experiences made them feel. This may have been 

exacerbated in the focus group setting, where they were discussing their experiences in 

front of their colleagues, most of whom they would be working with on an ongoing basis. 

Health care providers may have also been cautious about describing a particular negative 

experience in much detail, in the presence of a colleague who had been involved in the 

experience. They may have been concerned that their colleague hadn't perceived the 

same situation as negative, and/or had actually contributed to the negativity of the 

experience. The focus group setting, then, may have inhibited open discussion in some 

instances. Finally, issues around patient confidentiality may have prevented health care 

providers from speaking out more freely, in that they may have been concerned that 

providing some detail on particular experiences would give away a family's identify. 

Again, this fear may have been exacerbated in the focus group setting. 
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I learned about the interconnected nature of health care system experiences, both with 

each other and within the broader societal context within which they take place. Many 

parents seemed to have difficulty recounting individual good and bad experiences with 

the health care system. Rather, the experiences tended to be interconnected, in that good 

experiences tended to flow out of bad experiences, and vice versa. This was true for 

some of the health care providers also, who spoke of bad experiences with parents that 

led to positive experiences and often positive longer-term relationships. Parents also 

seemed to want to tell their child's whole story, of which their experiences with the 

health care system were only a part. It was the interweaving of their experiences with the 

health care system, in the context of their everyday lives, that appeared to add meaning to 

the experiences for the storytellers. This supports the importance of what Kleinman and 

Seeman refer to as "taking the socially imbedded person seriously" (p.232); that is, we 

need to attend to the domain of illness, and the varied effects it has on people's lives, and 

not just focus on disease and the health care system. 

Finally, I learned that people's abilities to make sense of and articulate their experiences 

varies. Looking back, I think I went into this research expecting parents to be able to 

clearly articulate what made a particular experience with the health care system good or 

bad for them. A l l people do not have the same ability to verbalize their experiences. 

Although there were many parents who had spent some time reflecting on their 

experiences, and were able to do this, there were also many parents who could not. I 

noticed this particularly with bad experiences, as many parents seemed to have difficulty 

both in identifying an experience as bad and then discussing what they felt were the 

contributing factors. I did find that the process of reflecting and talking to the researcher 

(i.e., me) and, in the focus groups, the process of listening to and talking with the focus 

group participants, helped participants become more aware and better able to articulate 

their own experiences. Parr (1998) describes similar issues with respect to her qualitative 

research focusing on the barriers to higher education experienced by women. 
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Strengths and limitations of this research 

Strengths 

Both the strengths and the limitations of this research are related to the data collection 

and analysis methods used to address the research questions, and the strategies used to 

increase the trustworthiness of the research findings. A major strength of this research 

was the planning and conducting of the focus groups and interviews. The planning 

included considerable review and piloting of the focus group and individual interview 

questions. An experienced facilitator moderated the focus groups, with the researcher 

playing the role of assistant moderator. A lot of rich data was generated as a result, 

particularly from the parent participants. A strength of the parent data was the level of 

saturation achieved because of the number of focus groups and interviews conducted, 

how they were conducted, and the variety of parents who participated. Another strength 

was the variety of strategies used to increase the trustworthiness of the research findings. 

These strategies were used in both the data collection and analysis and included: 

reflexivity; triangulation of data methods and sources; member checking; peer 

examination of transcripts; dense description of research methods; and the establishment 

of an audit trail. As a result of these strategies, I believe that a strength of this study is its 

credibility, dependability, and confirmability. I feel it is up to each reader to judge the 

transferability of the research findings to their own setting. I have attempted to provide 

enough description of the methods used, and the setting within which this research took 

place, to enable the reader to make his or her own decision regarding the transferability of 

these findings. The strategies used, and how they contribute to each of these three 

strengths, are discussed in some depth in the methods chapter. 

Glaser (1978) describes a study as being theoretically complete if it explains with the 

fewest possible concepts, and with the greatest possible scope, as much variation as 

possible in the behaviour and problem under study. I believe that this substantive theory 

has many strengths in this respect, but I do not think that it is complete due to the 

limitations described below. I would suggest that theories are rarely complete, a view 
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that is supported by a number of grounded theorists (Glazer & Strauss, 1967; Strauss & 

Corbin, 1994). The limitations I describe below, then, I don't believe are critical; rather, 

they point to the need for a continuing program of research in the area of family-centered 

care in order to build on this substantive theory. 

Limitations 

The main limitation of this research was the lack of saturation achieved in the health care 

provider data. In grounded theory, sampling should continue to theoretical saturation, 

which means until: 

1. no new or relevant data seem to emerge regarding a category; 

2. the category development is dense, insofar as all of the paradigm elements are 

accounted for, along with variation in process; and, 

3. the relationships between categories are well established and validated (Strauss & 

Corbin, 1990, p. 188). 

These statements, however, are always a matter of degree. Really, if one looked long and 

hard enough one could always find additional properties or dimensions. There is always 

the potential for the new to emerge. Saturation is more about reaching a point in the 

research where it seems that collecting additional data will not add much to the 

explanation (Strauss & Corbin, 1998). In this study, no additional parent participants 

were recruited when no new or relevant data seemed to emerge regarding the categories. 

This first point described in Strauss and Corbin's (1990) above definition was achieved, 

but the second and third were not achieved to the same extent. That is, many but not all 

of the categories are well developed, and not all of the relationships between the 

categories are established and validated. 
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In the health care professional data as well, no new or relevant data seemed to be 

emerging regarding any of the categories. With respect to the second and third points 

described by Strauss and Corbin (1990), I don't believe they were addressed to the same 

degree as they were in the parent data. That is, the category development is not as dense, 

and the relationships between the categories are less well developed. There were 

probably a number of factors that contributed to this, but the time constraints imposed on 

the focus groups, as well as a lack of theoretical sampling were major ones. 

Theoretical sampling was defined and discussed in the methods chapter under participant 

selection. Due to the time constraints under which this research was conducted, as well 

as the practical realities of trying to arrange focus groups, and the difficulties experienced 

getting a quick turnaround on transcription of the focus groups and interviews, only 

preliminary analysis was done between most of the parent interviews and focus groups. 

The intention was that once the analysis of the first set of interviews and focus groups 

had been completed, any apparent gaps in understanding would be addressed either by 

returning to the participants with new questions and/or finding new participants that 

could address these gaps. This was achieved only to a limited extent, and was augmented 

by discussions with key informants. 

There also seemed to be some holding back in the health care provider focus groups, 

which may have been related to the nature of the participants in the groups. Specifically, 

the mix of health care providers in some of the groups may have created pressure to 

provide socially desirable responses to the questions asked. It is unclear, however, 

whether conducting one on one interviews would have resulted in any reduction in the 

social desirability of responses. Although many of the same issues came up in the 

different groups, I believe that more clarity may have emerged regarding the links 

between categories if I had been able to interview more health care providers. 

Another limitation of this research is that the child and youth perspective is missing from 

this substantive theory of family-centered care. Although parents spoke about how their 

children were treated in the health care system, and many parents described what their 
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children liked and did not like about how they were treated in the health care system, 

neither the children with the chronic health problems nor their siblings were informants 

in this research. 

Gains & losses in analysis 

I made a number of choices and decisions throughout the data analysis process that I have 

difficulty describing as either a strength or a weakness. Mauthner and Doucet (1998) 

describe the qualitative research process as being a balancing act between three 

conflicting perspectives: the multiple and varied voices and stories of the research 

participants; the voices of the researchers; and the academic perspectives represented 

within existing theories and frameworks that researchers bring to their studies. In the 

end, researchers are required to theorize their respondents' lives and locate them within 

wider academic and theoretical debate, as well as learn to accept the gains and losses 

involved in this process (Mauthner & Doucet, 1998). Throughout this paper I have 

attempted to describe many of the decisions that I made and why, so that the readers can 

see for themselves what has been lost and gained throughout the analytic process. 

Parr (1998) discusses a similar struggle, where she describes having to produce a public 

account to satisfy her PhD supervisors but that didn't satisfy her. "The hidden voices 

still keep me awake at night, although during the day I discuss the ones I did reveal with, 

it now seems increasingly serious and detached academic presentation (p.84)." 

I spent a number of wakeful nights during my data collection, concerned with how this 

research could possibly make a difference for these families who so willingly gave of 

their scarce time and energy to participate in this research. I feel that I have lost some of 

the richness of the participants' stories in order to develop a theory that emphasizes the 

commonalities. This is ironic given the focus of this research. I hope that the liberal use 

of quotes throughout the findings chapter has gone some way toward keeping the 

participants' voices alive. 



173 

III Findings Discussion 

The elephant in the room: the systemic and societal context of family-
centered care 

As was discussed in the introduction chapter, the systemic and societal context within 

which health care is delivered is rarely discussed in the literature on family-centered care. 

Yet the findings of this research indicate that it is within this examination of this context 

that the keys to an increased understanding of family-centered care, and the difficulties in 

implementation, lay. For this reason, I have chosen the phrase "the elephant in the room" 

as a title for this section. Within this section, I will focus initially on the broader societal 

context within which the formal health care system is located. Included here will be a 

discussion of ethics and moral development, business discourse, and other societal 

values. I will then shift my focus to the health care system as a particular socio-cultural 

context, briefly discussing biomedical ethics, the medical model, theories of caring, 

theories of relationships and partnerships, and definitions of quality health care. 

Although I have divided this discussion into broader society and the health care system 

for purposes of this discussion, this is an artificial distinction. The health care system is 

part of society, so these societal issues permeate the health care system and affect the way 

that health care is viewed and delivered. Conversely, the culture of the health care 

system permeates broader society and affects the way that health and illness are viewed, 

as well as impacting societal expectations about the role of health care providers and the 

health care system. I will confine my discussion to North American society, although 

much of what is discussed will also apply to other industrialized nations. 

Societal context 

Business discourse 

Business discourse dominates society, and the health care system is no exception. Terms 

such as efficiency, cost-effectiveness and business plans are widely used; terms that keep 

invisible the relational dimension of health care. This discourse was reflected in this 

research, as parent participants used cost-effectiveness as a rationale for advocating for 
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increased funding to services for children with developmental problems. Rather than 

stopping at saying that increasing funding to intensive early intervention programs for 

children with developmental delays was important to ensure that these children would 

have an improved quality of life, they went on to describe the desired outcome in 

economic terms (i.e., these kids would cost society less in the future, if more money was 

invested early on). The adoption of this discourse in health care has also resulted in a 

comparatively greater focus on efficiency than effectiveness. There appears to be a 

fixation on doing more with fewer resources, with less consideration of the effectiveness 

of what is being done (Scott, Home & Thurston, 2000). 

Given this dominance of business discourse, extreme caution should be exercised to 

ensure that family-centered care is not perceived to be a way of shifting increasingly 

more care responsibilities onto families so as to save the health care system money. 

There is discussion in the literature (Armstrong & Armstrong, 1996; Neysmith, 1998; 

Scott et al., 2000; Wuest, 2001) that such downloading of responsibilities from formal 

systems to families results in a disproportionate burden on women, as they generally 

perform the majority of home-based care. Parent participants in this research described 

giving up their jobs, or reducing their work hours, in order to provide for the 

extraordinary care that their children required. Most of the time, it was the women who 

gave up their jobs. This may have been because they were the lower wage earners in the 

household, or because it is still the societal norm that the mother stays home to care for 

children while the father goes out to work. 

Societal attitudes 

Health care providers bring with them to their professions attitudes about the people they 

work with and care for. People coming in contact with the health care system also bring 

attitudes with them. Such attitudes strongly influence the development of health care 

provider-family relationships within the health care system. These attitudes reflect those 

that are prevalent in broader society, such as sexism, racism, ableism, and social-class 

distinctions (Hafferty, 1991). The pervasiveness of these attitudes within the health care 
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system, as well as society generally, was reflected in this research. Parent participants 

described experiences where they were treated in sexist, racist and classist ways. A 

female health care provider also described being treated in a sexist way by a father of a 

child she was treating. The most common societal attitude described by participants, 

however, was the way people with disabilities were viewed in a society that values 

perfection. Many parents felt that the health care system could be doing a better job of 

playing a leadership role in trying to dispel dated perceptions about people with autism 

and Down syndrome. Rather it seemed that the health care system perpetuated them. 

Razack (1998), in her examination of societal attitudes toward marginalized groups, 

discusses how the development of cross-cultural strategies and sensitivity may prevent 

professionals working with people from different cultures from examining whether 

behaviour they label as cultural (e.g., passivity with authority figures) "is in fact a 

response to an alienating and racist environment" (p.9). She goes on to explain how an 

emphasis on cultural diversity too often descends to a superficial view of differences 

between cultures, which keeps power relations invisible. In this research, one visible 

minority parent participant spoke of how she tried to dress more professionally, so that 

health professionals would not label her as a young, single native Mom and would more 

readily listen to her perspective. A quote from this participant follows. 

/ get that sense a lot. If I dress up and look dignified with the 
right earrings, the right shoes, the right pants and the right shirt 
and stuff like that, then I get a lot better treatment than when I put 
on just my coat and my leggings. 

Some of the research on family-centered care with culturally diverse populations has 

found that personalized care was more desired than culturally-specific care. That is, 

recognizing the uniqueness of each child and family and their needs, and listening to 

parents will result in culturally appropriate care. The following quote from a Hispanic 

father in a study conducted by Garwick and colleagues (1998) speak to the importance of 

preparing health care professionals to be sensitive to the human needs and feelings of 

patients and families, " . . . i f they have sensitivity, it does not matter if you are Black or 
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Hispanic or Chinese...They would have the same feeling that we are human beings, so 

color would not be important (p. 447)." 

In my research, parents described feeling that their children were often being treated in 

these stereotypical ways both within the health care and related systems, as well as by 

society as a whole. One parent, for example, described feeling that everything about her 

autistic child was attributed to his autism. The autism was used as the single reason 

explaining why her child behaved the way he did in the classroom setting and why he 

was not reading. The teachers did not look beyond the autism at such factors as the 

teaching methods being used, and or the classroom environment to consider the potential 

impact on the child. Other parents talked about how a professional who had one 

workshop on autism would become an instant expert, able to explain everything about 

their child and the way they behaved and attributing this to the autism. It was 

experiences like these that made some parents regret having had a diagnostic label placed 

on their child. These concerns about how professionals use diagnostic labels to explain 

everything about a child with a health problem parallel Razack's (1998) concerns about 

how cultural sensitivity training can prevent professionals from considering more 

complex reasons for behaviours. They also reflect current definitions of disability that 

are moving towards more of a blend of medical and social perspectives. In this 

perspective of disability, a person is not labeled disabled. Rather, disability is defined as 

the gap between what a person is able to do and what the environment allows them to do 

(Albrecht & Verbrugge, 2000). The environment, then, is a powerful influence on 

whether a person is viewed as and/or views themselves as disabled. 

Encounters between dominant and subordinate groups cannot be managed simply through 

cultural, racial, gender (Razack, 1998) or disability sensitivity training. Problems with 

communication cannot be viewed as mere technological glitches that arise because of 

these cultural, racial, physical, mental or sexual differences, that can be resolved with 

communication and/or sensitivity skills training. I would extend this to include any 

relationship where there is a power differential, including the health care professional-

family relationship. Although we don't want to abandon sensitivity (Razack, 1998) and 
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communication skills training, we also need to direct our efforts toward the conditions of 

communication and knowledge development that prevail and influence "not only who 

can speak and how they are likely to be heard but also how we know what we know and 

the interest we protect through our knowing (p. 10)." 

How we know what we know and the interest we protect through our knowing is related 

to professionalism, another societal attitude that influences health care systems. 

Neysmith (1998) speaks of authoritative relationships being inherent in Western models 

of professionalism, with "authority being granted on the basis of claims to special 

knowledge and skills" (p.241). Professionalism, with its basis in the ownership of a 

certain body of knowledge, is an obstacle to developing services that envision a more 

equal and collaborative relationship between health care providers and families. The 

rights of families are generally conditional on the discretion of health care professionals, 

given the latter's control of information and resources. Neysmith (1998) discusses this 

dilemma in the context of trying to shift case management functions onto the family of a 

chronically i l l family member, where families are expected to act as case managers 

within a system about which they have little knowledge and in which they have little 

power (Neysmith, 1998). This dilemma emerged strongly in my research as well, and 

was in part reflected in parents' pleas for more help in coordinating their child's care. 

Increasing professionalization tends to involve the increasing of technical skills over 

relational skills, meaning that although increasing the professional status of a health 

profession may help equalize power between that profession and the medical profession, 

it may decrease the ability of the health professional to provide family-centered care 

(Woodward, 1997; Rebeiro, 2000). Woodward (1997) questions, then, whether 

professional caring is a contradiction in terms. 

Moral thought and development 

The valuing of technical skills over relational skills is much discussed in the feminist 

literature, and is rooted in the underlying philosophy of moral thought and development. 

There is considerable discussion in the feminist philosophy literature, which began with 
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Carol Gilligan's work in the early 1980's, about the theory that underlies mainstream 

ethics and our understanding of moral development (Sherwin, 1992). Gilligan identified 

an apparent gender difference in moral thinking. She argues that female moral thought is 

guided by an ethic of responsibility or care. That is, when faced with a moral dilemma 

women tend to focus on details about the relationships between the individuals 

concerned, and then seek out innovative solutions that protect the interests of all 

participants (i.e., they try to find options that avoid bringing harm to anyone). This is 

imbedded in women's experiences of life as a complex web of interdependent 

relationships. She argues, in contrast, that male moral thought is guided by an ethic of 

justice. That is, when faced with a moral dilemma, men try to identify the appropriate 

rules that govern the situation, and then base their solution on the most compatible rule, 

even if someone's interest is sacrificed (or someone is harmed) in consideration of justice 

(Sherwin, 1992). 

Many feminists, building on Gilligan's work, continue to argue that ethics should attend 

to the nature of the relationships among those involved in situations that require moral 

deliberation (Sherwin, 1992). Yet, none of the leading traditional moral theories provide 

for such considerations. They are extraordinarily abstract, meaning that they have limited 

utility for helping people sort through the actual moral decision-making required in real 

life. Sherwin (1992) argues that this is because moral behaviour arises in the context of 

particular lives that are embedded in relationships. This gendered perspective of moral 

thought and development is a major contextual factor that influences how health care 

professionals define and implement family-centered care. This thread is followed in the 

discussion of systemic context that follows. 

Systemic context 

Biomedical ethics 

Traditional biomedical ethics, with its focus on autonomy and fairness, reflects an ethic 

of justice (Sherwin, 1992) and does not support the relational component of health care 
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(Candib, 1995; Sherwin, 1992). The concept of autonomy is not reflective of an ethic of 

caring as it "carries too many associations of isolation and independence to capture 

feminist conceptions of agency" (Sherwin, 1992, p. 156). Autokoenony is an alternative 

concept which stands for "the self in the community" that captures the sense of being free 

from dominance without suggesting self-domination. In the medical context, 

autokoenony refers to patients existing in a social world, where they define their 

experiences with others they trust (Sherwin, 1992). Art Frank (2001) also speaks of 

patients wanting both more and less than autonomy. They want more in that they want 

truly informed choice, and they want less in that they don't want to make all of the 

decisions by themselves. Rather they want someone to guide them, but within a 

relationship of trust. In this research, it was perhaps this focus on autonomy and self-

determination, at the expense of recognizing the importance of relationships and working 

together with others, which was reflected in many parents' descriptions of how they felt 

abandoned. They wanted more help, particularly early on, in coordinating their child's 

care and in choosing appropriate services and treatments for their child. In general then, 

these parents were not asking for more autonomy, but rather wanted to be working with a 

trusted and knowledgeable professional who could help them sort through the 

complexities of the important decisions they had to make. 

Parents and health care providers talked both about qualities in the health care system that 

reflected an ethic of justice and qualities that reflected an ethic of caring, but the latter 

dominated. Justice, in the context of the health care system, means fair treatment and 

ready access to service regardless of socioeconomic status, ethnic group, education or 

residence (Kols et al., 1999). In this research, fairness with respect to children and 

families' access to needed services was considered to be an expectation of the health care 

and related systems held by both parents and health care providers. For example, 

participants described wanting clearer criteria regarding the eligibility for funding for 

services so that access to funding wasn't so dependent on parents' advocacy skills. 

The majority of unmet expectations in the health care system, however, were those that 

are rooted in an ethic of caring. These expectations include the importance of relational 
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competencies of health care providers, individualized or personalized care, and a service 

system that is responsive to the needs of children and families. Because the systems in 

our society, including the health care system, are dominated by an ethic of justice it 

follows that the majority of unmet expectations would be those that are more reflective of 

an ethic of caring. A l l of the health care provider participants were women, as were the 

majority of parent participants. I am not able to say, based on the data that I collected, 

whether the same expectations would have emerged as strongly if there had been more 

male participants in this research. Because the majority of the data were collected 

through focus groups, it is also difficult to compare any differences between the 

expectations of the mothers and fathers who participated in this research. 

Evidence-based practice and decision-making 

There has been considerable emphasis placed on evidence-based medicine and evidence-

based decision-making in recent years. "The term evidence-based practice refers to the 

synthesis of individual clinical expertise with the best available external clinical evidence 

from systematic review of research" (Toman, Harrison & Logan, 2001). Given the 

dominance of the positivist perspective in health care, evidence is generally defined as 

that which is obtained through quantitative research methods, ideally randomized control 

trials. Clinical practice guidelines are a way of operationalizing evidence-based practice. 

A rigid adherence to clinical practice guidelines supports rule-based decision-making that 

is devoid of context, which makes the provision of family-centered care difficult. Also, if 

something is difficult to measure quantitatively, through something like a randomized 

controlled trial, then we start to believe that it is not important to consider (Donabedian, 

1989; Birch, 2001). 

Sherwin (1992) argues that this quantitative scientific evidence is limited in the 

information it can provide on what is needed for proper decision-making around issues of 

health care. That is, the question of the right treatment for a particular patient is generally 

not a question that can be wholly answered by scientific evidence, because it must also 

involve taking into consideration a patient's own evaluation of the risks and benefits 
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she/he might experience. Too much of a focus on evidence-based decision-making then, 

does not appear to facilitate a collaborative relationship between health care providers 

and families and has the potential to lead to even more dehumanization of health care. 

Glasper and Ireland (1997) address this issue in the context of child health care, asking 

whether the quest for evidence-based care is detrimental to children's nursing. They 

argue that the traditional evidence-based medicine approach focuses solely on the patient, 

rather than on the patient in the context of their family. This broader focus needs to be 

taken into account in both the questions asked and in defining what we mean by 

evidence. 

This moral and ethical basis, in combination with the scientific orientation of medicine 

with its restricted focus on objectively measurable symptoms, means that to a significant 

extent patients are not viewed as complex, integrated human beings. Rather, patients are 

kept at a relational distance, and viewed primarily as a specific problem that is to be 

remedied. 

Medical model 

The traditional medical model is characterized largely by its orientation to disease and 

disability, rather than an orientation to people (Ahmann, 1998; Kleinman & Seeman, 

2000; Montgomery, 1993). It has been described as not gender neutral, but rather male-

gendered (Candib, 1995), and as a barrier to family-centered care (Ahmann, 1998; 

Kleinman & Seeman, 2000; Rebeiro, 2000). There are strong socially defined roles 

implicit in the medical model for both health care professionals and families. It is a 

professional expert model, where the professional is assumed to have the knowledge to 

diagnose and treat the medically defined problem with no input from the child and family 

(Ahmann, 1998). Specifically, the health care professional acting in the best interests of 

the child, assumes full responsibility for delivering information, making decisions about 

treatment, and providing care (Feldman et al., 1999). The role of the child and family in 

this model is simply to comply with the professionals' treatment recommendations, with 

no acknowledgement that the family may need support or additional information, and 
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little recognition of the central role of the family in providing ongoing care to the child 

(Ahmann, 1998). Because medicine is one of the most professionalized occupations, it is 

not surprising that technical skills are the most highly valued and the most emphasized in 

medical training, in comparison with relational skills. 

Although traditionally associated with physicians, the assumptions underlying the 

medical model are shared by many health care providers (Ahmann, 1998; Rebeiro, 2000). 

The comparative lack of discussion of family-centered care in the medical literature in 

contrast to nursing and other health professional literature, may be due to this basic 

incompatibility of the medical model with family-centered care. How the medical model 

has been perpetuated over time is described in more depth below, in light of how 

physicians are trained and the environments in which they work. The focus here is on 

physicians, as it is in the practice of medicine that this model is most dominant. Having 

said that, however, it is important to realize that many health professionals have focused 

on increasing their professionalization so as to ally themselves with the medical model as 

well as to gain physicians' respect (Woodward, 1997; Rebeiro, 2000). 

Medicine has historically sought to establish lines of demarcation between the art and 

science of medicine, pitting one against the other, and favouring an impersonal, objective 

approach over a personal approach. Hafferty (1991), in his doctoral research examining 

the socialization of medical students, describes how this medical model with its focus on 

disease is perpetuated. He argues that one need not go far into medical school to hear 

students rhetorically question each other, when seriously i l l whether they would prefer to 

be attended by a knowledgeable, technically skilled physician or a caring, and therefore 

presumably less technically skilled, physician. This question, which is very much part of 

the oral culture of medicine, "frames the dimensions of skill and caring as exclusive or 

incompatible" (p. 198). Interestingly, this question is also part of public discourse. 

Hafferty (1991) also describes a traditional identification of technical skills with 

doctoring and caring skills with nursing. This again reinforces the view that a single 

health care professional cannot possess both kinds of skills. That this view influences 
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public expectations, is illustrated by a quote cited previously , where a father describes 

physicians as technicians. This reflects an artificial division of labour along gender lines, 

as well as "the long-standing discomfort of a traditionally male-dominated culture with 

thinking of emotions and feelings as having a legitimate and necessary presence within 

the workplace" (Hafferty, 1991, p. 198). In this research, expectations that parent 

participants held of individual physicians seemed to vary also, along both gender and 

specialty lines. The more highly technically specialized a physician was, the less 

relational skills were expected. For example, surgeons were generally expected to have 

poor bedside manners. Parent participants tended to use different terms to describe 

relational skills in men and women health care providers. Women were more often 

described as being pleasant, nice and caring, whereas men were more often described as 

compassionate or empathetic. The male participants (i.e., fathers) also tended to use the 

latter terms more than the former terms. The mothers and fathers participating in this 

research sometimes had very different perceptions and expectations of health care 

providers. For example, one mother noticed differential caring by NICU nursing staff of 

twins, one of whom had Down syndrome, while the father stated he had not noticed this 

difference. In another example, a father thought that an early intervention worker wasn't 

professional enough, whereas the mother appreciated the more friendly social interaction 

that she provided. Good relational skills seem to be expected more of women, and were 

seen as exceptional when possessed by men (Fletcher, 1999; Neysmith, 1998); a view 

that was reflected in my research. Fletcher's (1999) research on female engineers and the 

gender, power and relational practices in their workplaces supports Hafferty's research 

with medical students. Fletcher (1999) describes how relational skills are expected of 

women at work and yet are often not valued as an important competency. 

Hafferty (1991) argues that physicians' failures to treat patients as people are not 

personal deficiencies, which is how they seem to be generally described, but rather reflect 

the structural factors associated with their training and work environments. These 

structural factors, are in turn imbedded in the male-gendered view of the world described 

above where relational skills are not highly valued. Specifically, Hafferty (1991) looks at 

the structural elements in physician training that calls into question the nature of 
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personhood, and how physicians come to define patients. He talks about how patients are 

often seen as not human or as something less than human, and that this view is reflected 

in the way to which patients are often referred (e.g., gomer, gork, crock, or some 

individual body part or ailment). In medicine it is not uncommon to characterize the 

cadaver as the physician's first patient. Autobiographical accounts of undergraduate 

medical training support this perspective of medical training. Klass (1987), for example, 

described the most disconcerting part of her training as a pediatrician, as not being the 

academics but the experience of being socialized. She views medical education as a form 

of socialized amnesia where students go into medicine vowing to retain their humanity 

and sensitivity and yet eventually, unknowingly acquiring the traits they had sworn they 

would never adopt. Miles Little (1995), in his book entitled Humane Medicine, wrote 

from the perspective of a surgeon and a medical educator about the importance of 

changing the way that physicians are both recruited and educated, in order to change 

medical orientation from its reductionist approach to a humane approach. He argues, for 

example, that selecting future physicians more on the basis on their language skills, as 

well as making humanities an important part of the study of medicine, might lead to a 

generation of clinicians who were "more alert to the simple meanings of the complex 

language of pain, fear and loss" (p. 164). 

This issue of the training of health care professionals, including physicians, is generally 

dealt with at only a very superficial level in the literature on patient and family-centered 

care. There is some discussion on the importance of incorporating the concepts of 

family-centered care into the training of health care professionals (Allen & Petr, 1998; 

Valentine, 1998), but there is little discussion of the difficulties inherent in incorporating 

the concepts of family-centered care into a medical model. In this research, parents 

spoke of the importance of health provider education primarily with respect to improving 

their knowledge in the area of developmental pediatrics. One health care provider spoke 

of the difficulties inherent in interdisciplinary work when health care professionals were 

trained in different paradigms. She was comparing a social work model with the medical 

model. 
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A major finding of Hafferty's (1991) work was that the transformation from a lay to a 

medical identity was well underway before the first day of classes. That is, by the time 

they started medical school these students had already undergone considerable 

anticipatory socialization and were reasonably well aware of medical norms and the 

process of becoming a physician, as well as the nature of physicianhood and the status of 

patients. This supports the contention that the medical model with its socially defined 

roles is firmly entrenched in broader society. A l l students were aware at some level that 

under certain, yet largely undefined circumstances, any "public display of empathy and 

corresponding personal anguish was frowned upon within the culture of medicine" 

(p.191). 

Other health professional research describes the importance of keeping a safe emotional 

distance from patients (Montgomery, 1993; Thome & Robinson, 1989), as well as 

advancing the notion of patients as being less than human. Preston (1975, cited in 

Hafferty, 1991), looked at how nurses adapted to patients who did not appear or behave 

like normal people, outlining some strategies that they used to distance themselves from 

these ambiguous persons including the use of what he called " M A S H humour" (p. 13). 

This importance of keeping a safe emotional distance from patients was reinforced in my 

training as a physical therapist in 1979-80. During one of my clinical placements in my 

physiotherapy training, a criticism of my lack of professionalism was written into my 

performance appraisal, because I had cried with and hugged a female patient who had 

received some bad news from a physician about her medical condition. 

The process of medical education is further supported by a health care delivery system 

that insulates physicians from prolonged contact with patients (Hafferty, 1991), and a 

professional reward system that supports the status quo. Brief encounters with 

physicians, with everything outside of the physician's area of expertise referred 

elsewhere, is an illustration of this. This would include anything outside of a specialist 

physician's area of expertise as well as any emotional problems or problems relating to a 

patient's ability to work or function in their everyday life. The specialization of 

physicians, although perhaps a necessity from a technical competence perspective, 
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perpetuates this decontextualization and dehumanization. It is in this context that Candib 

(1995) describes family medicine, in contrast to medical specialties, as sharing a number 

of assumptions with feminism including the assumption that patients should be cared for 

as persons and not body parts. 

The health care system generally also has a strong focus on cure and physical outcomes, 

not process. Hafferty (1991) describes this focus in the context of medical students' 

responses to a field trip to a hospital for terminally il l cancer patients that occurred very 

early on in their medical training. The medical students felt that the overwhelming 

purpose of medical intervention was cure, and that continued exposure to terminal 

patients would result in unbearable depression unless doctors were able to emotionally 

distance themselves. That the doctors at this hospital did not do that was a source of 

great confusion to these students. In the end, the students experienced great dissonance 

between their desire to see the hospital doctors as humanitarian experts and what they 

perceived to be a violation of the basic tenet of medical practice (i.e., "Thou shalt not 

become too emotionally involved with patients", p.51). It also became very clear that 

these medical students had arrived at this hospital with a firm belief that the only ethical 

policy was to tell patients everything regarding their illness and their prognosis. The 

students seemed reluctant to accept the situationally determined, patient-centered 

approach that this hospital's staff advocated. Hafferty (1991) describes this reluctance as 

being seemingly "rooted in the students' desire for a simple set of rules dictating what 

doctors should tell patients about their conditions." (p23). Students also really want to 

get from the hospital staff some "broadly applicable norm governing how patients should 

adjust to their imminent death" (p23). Again, students seemed to be frustrated when the 

staffs response was that there was no average patient reaction, but that patients' reactions 

fell into a wide range of behavioural and attitudinal responses (Hafferty, 1991). Perhaps 

this need for concrete rules and steps arises because the students cannot comprehend an 

alternative, that is, acknowledging that patients are unique with individual responses, and 

that one would need to spend some time getting to know them before one could 

understand what would be most helpful to them. This need for rules is also reflective of 

an ethic of justice. 
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The current professional reward system in medicine values and rewards technical 

competencies but does not reward relational competencies (Carmel & Glick, 1996). 

Research was conducted in an acute care hospital in Israel, with the purpose of better 

understanding why the compassionate-empathic physicians that patients' desire are rarely 

found in medical settings. Hospital physicians ranked empathy and compassion as the 

most important quality of a good doctor, but as the least important criteria for promoting 

physicians in the hospital. The two most important criteria for promotion were perceived 

to be research and publication abilities and medical knowledge and skills, in that order. 

These research findings are supported by Fletcher's (1999) research in the field of 

engineering, where female engineers were expected to enact relational practice but yet 

were not rewarded for these relational competencies. 

This discussion illustrates the difficulties inherent in practicing family-centered care 

within a system of care in which a male-gendered medical model dominates. Perhaps the 

reason that family-centered care occurs more often in palliative care is that the focus on 

the outcome is no longer there, so the process including these relational skills become 

what's important. One reason why family-centered care may be more widely practiced in 

pediatrics in comparison with other medical specialty areas is that much of the 

interactions occur with parents who are not themselves i l l , making it more difficult to 

view them as body parts, diseases, or less than human. For children with chronic 

problems and their families, repeated interactions over a longer period of time also 

provide opportunities for health care professionals to get to know them as people, 

something that is more difficult in an occasional visit for a more acute problem. 

Some existing theories and models 

The domination of an ethic of justice and the importance of technical skills, and the 

corresponding lack of importance placed on relationships and relational work, influences 

the provision of family-centered care. In this section I examine some of the existing 

theories and models of caring, quality care, help giving and relationship development in 

light of my research findings on the importance of relational competencies and 
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relationship development in family-centered care. I briefly discuss system level 

relationships as well. In grounded theory, the literature is considered another data 

source, so the concept of theoretical sampling was used to select those models and 

theories for analysis based on their capacity to build on the theory emerging from this 

research. 

Caring 

Caring is described in much of the literature as being an important part of family-centered 

care (Corring & Cook, 1999; Dunst & Trivette, 1996; Gabrielson, 1997; Gerteis, 1993; 

Hutchfield, 1998; King et al., 1998; Niles et al., 1996; Robb, 1998b; Turrill, 1999; 

Wallace et al., 1999; Williams et al., 1999), and its importance was supported by this 

research. The lack of a theoretical foundation for caring is much discussed in the nursing 

literature (Montgomery, 1993; Sourial, 1997; Woodward, 1997). Montgomery (1993) 

tried to address this theoretical void in her doctoral research. Using grounded theory 

methods, she developed a theory of caring in which communication is described as the 

central process. She describes caring in the context of an ethic of caring as an integral 

part of our human condition, and believes that, in order to care effectively, professional 

caregivers such as nurses need to possess sophisticated relational and communication 

skills. Her theory consists of three major components: the predispositional qualities of 

the caregiver, the behavioural qualities of the caregiver, and relational qualities where 

both the participation of the patient and the participation of the caregiver are described as 

being equally important. Many of the qualities that Montgomery (1993) includes in her 

theory are also part of the substantive theory described in this paper. For example, under 

predispositional qualities of the care giving, Montgomery (1993) included such qualities 

as: a person orientation rather than a role orientation, a transcendence of judgment, and a 

hopeful orientation. A person orientation is similar to my description of personalized 

care, which was one of the dimensions that I included under caring in my research. The 

essence here is that health care providers sees themselves as relating to their patients at a 

personal level, rather than as a professional. In my research, the importance of health 

care providers not being judgmental also came out. I discussed this issue under the 
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dimension of respect and trust, and I think that if you respect a person and the choices 

they make then you can not be judgmental. 

Montgomery (1993) describes the approach to caring outlined in her theory as being very 

different from the "conventional idea that one needs to keep a certain distance" (p.90). 

She believes that there is no limit to how deeply involved a caregiver can become with a 

patient, but does caution professional caregivers about getting involved in the wrong way 

with their patients. Yet, her own and other research has found that health care providers 

hold back in their relationships with patients so as to not become too physically and 

emotionally drained. 

The contextual nature of caring, and how important a supportive professional 

environment is given the lack of support for caring in our broader society, emerged as an 

important finding in Montgomery's research. Montgomery argues that while individual 

coping skills are important, expecting caregivers to handle such challenging demands 

through only individual skills is unrealistic and victimizing. I strongly agree with this 

perspective, and this is one of the reasons that I have focused much of my discussion on 

the contextual issues. Health care providers cannot be expected to develop caring 

relationships with children and families if they are working in an environment that does 

not support them in providing this kind of care. In my research, the importance of this 

context for the care recipients as well as the care providers is emphasized. I would argue 

that families should not be expected, for example, to take over the case management role 

in a system about which they have little knowledge and in which they have little power. 

Sharing of knowledge and power is a prerequisite. Montgomery (1993) argues that in 

order to provide an environment that supports intense involvement, health care 

institutions need to recognize that they are centers for healing and caring, as well as 

curing. I would agree with this statement, but believe that in order for this to happen, 

relational competencies need to be valued in health care institutions. It is difficult to see 

this happening in the context of the medical model. 
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Although Montgomery's (1993) research contributed to our understanding of caring, a 

limitation of this theory is that it was developed solely on the basis of the perspective of 

health care providers. Because other research has shown that patients' and staffs views 

on caring differ (Sourial, 1997; King, et al., 1998), this may be a significant limitation. 

Quality Care 

Related to the concept of caring is the issue of assessing quality of care. With respect to 

assessing quality of care at the level of professional performance, Donabedian (1989) 

asserts that there are two major components to this performance that need to be 

considered: one technical and the other interpersonal. He argues that it is the 

interpersonal component that is often the most challenging to evaluate, explaining that: 

"in particular, we need to learn how to accurately elicit the preferences of individuals to 

arrive at truly individualized assessments of quality" (p. 1748). This fits well with the 

finding in this research that health care provider competencies fell into two broad 

categories that I termed technical and relational. I included caring as a relational 

competency in the substantive theory described here, as that is how the term was used by 

my research participants. That is, I did not include the technical component of 

professional performance under the term caring, as is done in some of the literature that 

discusses caring (Sourial, 1997; Woodward, 1997). I have chosen to distinguish between 

the terms care7 and caring8, as it is distinguished in common uSage. 

Effective help giving 

The term empowerment is being increasingly used as a concept for reorienting policy and 

clinical practice so as to have competency-enhancing rather than dependency-forming 

consequences. As was indicated in Chapter 1, empowerment is a central element in many 

7 Care is defined as a noun in the Canadian Oxford Dictionary (1998) as "a process of looking after or 
providing for someone or something the provision of what is needed for health or protection (child care; 
health care; skin care)" (p.215). 

8 Caring is defined as an adjective in the Canadian Oxford Dictionary (1998) as "compassionate or 
considerate, especially towards other people." 
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of the descriptions of family-centered care (Allen & Petr, 1998; Dunst & Trivette, 1996; 

McKlindon & Barnsteiner, 1999; Shelton, 1999; Smith, 1999; Turrill, 1999). Dunst and 

Trivette (1996) argue that family-centered care is a special case of effective help giving, 

where effective help giving is a special case of an empowerment approach that is 

applicable to all human services. They describe the three components of effective help 

giving as being technical quality, help giver attributes, and participatory involvement of 

the service recipient. Montgomery's (1993) theory of caring contains these three 

components, although she describes technical competence as one behavioural quality that 

is part of caring. These three components also emerged in my research as being 

important components of family-centered care. Empowerment was described as one 

relational competency in the substantive theory outlined in chapter 3. 

Relationships 

In this research, the interactions between health care providers and families were central 

to both parents' and health care providers' descriptions of their experiences. This was 

not unexpected, as relationships between health care professionals and families are 

particularly important when a family member has a chronic illness, where families often 

have long-term and frequent contact with the health care system (Baine et al., 1995). 

Relational qualities are also integral to the concept of caring (Montgomery, 1993; 

Sourial, 1997; Woodward, 1997). 

There is considerable confusion about the terms that are used to describe the relationships 

between health care professionals and families. The most commonly used term in the 

child health literature is partnership (Ahmann, 1994; Darbyshire, 1995; Hostler, 1999; 

Hutchfield, 1998; King, King & Rosenbaum, 1996; Law et al., 1998; Lawlor & 

Mattingly, 1998; McKlindon & Barnsteiner, 1999; O'Neill , 1997; Shelton, 1999; 

Thomsen, 1999; Valentine, 1998; Williams et al., 1999), where the goal of the 

partnership is described as supporting the parents in their central care-giving role 

(Ahmann, 1994). Sometimes, but rarely, is this notion of a partnership extended to 
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include the child as well (Bridgeman, 1999). The term partnership is rarely defined in 

this literature. 

Other expressions that are commonly seen are collaborative relationship or collaboration 

between parents and health care professionals (Ahmann, 1994; Allen & Petr, 1998; 

Cooley & McAllister, 1999; Shelton, 1999; Viscardis, 2000). Although the terms 

collaborative relationship and partnership are often used interchangeably (Ahmann, 

1994), some authors imply that collaboration leads to partnership. Feldman et al. (1999), 

for example, describe collaboration between health care providers and parents as creating 

a partnership that is beneficial to children. Hutchfield (1998) states that collaboration 

along with respect, negotiation and communication is a key element in the partnership 

process, again implying that collaboration leads to partnership. Bishop et al. (1993), 

however, in their publication describing family/professional collaboration9 as the 

cornerstone of family-centered care, imply that partnership is a principle of collaboration. 

This is more closely related to how collaboration10 is defined at the organizational level 

where partnerships are described as a type of collaboration (Scott, 2001). Regardless of 

the term used to describe the relationship between parents and health care providers, the 

following characteristics of such a relationship are commonly identified as being 

important: equality, mutual respect, open communication, and sharing of decision

making (Ahmann, 1994; Bishop et al,1993; Kawik, 1996; King, Rosenbaum & King, 

1997; Roter, 2000; Thomsen, 1999). 

What is not generally recognized is the complexity inherent in developing an equal 

relationship between health care professionals and families, or even whether an equal 

relationship is what all families desire (Williams, 1999; Lawlor & Mattingly, 1998; 

Thome & Robinson, 1989). There has been considerable research conducted in the area 

9 The seven principles of family professional collaboration outlined by Bishop, Wall & Arango (1993) in 
the context of family-centered care are: 1) A relationship in which family members and professionals work 
together; 2) Mutual respect; 3) Trust; 4) Honesty & open communication; 5) Cultural sensitivity; 6) 
Negotiation and 7) The mutual commitment of families, professionals and communities to meet needs. 

1 0 Collaboration is described as a strategy for building relationships and doing work by Winer & Ray 
(1997) cited in Scott (2001). 
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of health care professional-patient relationships, but the scope has been somewhat limited 

in that it has focused primarily on patient-physician relationships and acute episodic 

illnesses, and has reflected the provider's perspective rather than the patient's (Thorne & 

Robinson, 1989). Thorne & Robinson (1989) conducted a qualitative study of ongoing 

health care relationships from the perspective of chronically i l l patients and their families. 

Their findings were that these relationships evolved over time, going through three 

stages: naive trust, disenchantment and guarded alliance. They described four patterns 

of relationships in the guarded alliance phase (i.e., hero worship, resignation, 

consumerism, and team playing), where the relationship attained was explained by the 

degree of mutual trust. Team playing is the pattern that is most consistent with the 

concept of a collaborative relationship or partnership that is central to family-centered 

care. Mutual trust, which was one of the characteristics of partnership described above, 

was the essential ingredient of team playing. That is, health care professionals had to 

trust families to make competent decisions, and families also had to be willing to place 

some trust in the health care professional. 

This research supports the importance of relationships between families and health care 

professionals that are based on mutual trust. The parent participants in this research very 

much wanted to work with trusted health care professionals in the care of their child. 

They wanted and needed the expertise that health care professionals could offer. What 

Thorne and Robinson (1989) refer to as the consumerism pattern was not the preferred 

type of relationship for the majority of these parent participants, but it was a relationship 

pattern that many of them were involved in with health care professionals. This 

relationship pattern is characterized by health care professionals trusting the families' 

competence to make their own decisions, but families not trusting the health care 

professionals' competence (Thorne & Robinson, 1989). They are not working together to 

make decisions; rather the family is making the decisions on their own. This 

consumerism pattern is similar to what Candib (1995) calls a contractual relationship, 

which is based on the ethical principle of autonomy and implies equality between 

separate and anonymous persons. Candib (1995) argues that this ignores the power 

differential in most doctor-patient relationships, and doesn't consider the relations of trust 
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between persons of unequal power. Most of the parent participants in this research 

desired a more interdependent relationship with a health care professional they could 

trust. Therefore in the context of family-centered care, collaborative relationship may be 

the preferred term to use rather than partnership, given that the term partnership implies a 

contractual arrangement. 

Interagency relationships 

It was not only relationships between people that emerged through this research as being 

important, it was also relationships between differences services. The importance of 

improved coordinated of care both within the health care system, and between systems 

(e.g., health, education and social services) came out strongly. Both parents and health 

care professionals described the difficulties they experienced trying to negotiate systems. 

Walter and Petr (2000) also recognize the importance of improved coordination between 

services and systems, and argue that true interagency collaboration can only take place if 

the agencies that are collaborating have shared values. This is supported by the literature 

on organizational partnerships (Scott, 2001). If families are going to experience family-

centered care, then these the principles of family-centered care need to permeate every 

level of individual organizations as well as horizontally between organizations. For 

example, the same respectfulness and responsiveness shown to families must also be 

shown to frontline workers. 

Study significance 

Three problems with the current literature were identified at the start of this research. 

There was confusion around what family-centered care was, as well as how to implement 

it. There was also a lack of family perspective. I believe this research has contributed to 

our knowledge of family-centered care by adding to our understanding of both parents' 

and health care providers' expectations of health care providers, parents, and health care 

and related systems; and by identifying some of the expected outcomes of family-

centered care. Also, I believe that this evolving substantive theory clarifies the 
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relationships between the various dimensions of family-centered care and the context 

within which it is delivered. The major contribution of this research is in this increased 

clarity of the effect of the systemic and societal context on the implementation of family-

centered care. 

Although I outline some recommendations for future research in the following section, I 

believe there are also some immediate actions and steps that can be taken to more toward 

a more family-centered system of care. Family-centered care should be adopted as the 

standard of practice, and efforts made to support health care providers in practicing this 

kind of care. To do this, the health care system needs to acknowledge that relational 

skills have traditionally been undervalued both in broader society and within health care, 

and take responsibility for valuing relational skills. This could include hiring and 

rewarding staff for both their technical and relational skills, providing ongoing education 

and support to staff to further the development of their relational skills, and providing a 

work environment that facilitates family-health care providers working together. 

Improving the coordination of care both within the health care system and between 

systems will require development of many collaborative relationships based on mutual 

respect and trust, and a shared realization of the importance of these relational skills. 

IV Recommendations for future research and concluding remarks 

Future research 

In the grounded theory tradition, an emphasis is put "on theory as process; that is, theory 

as an ever-developing entity, not as a perfected product" (Glaser and Strauss, 1967, p.32). 

Theory consists of plausible relationships proposed between concepts. This plausibility 

is strengthened through continued research. Strauss & Corbin (1994) also emphasize the 

provisional nature of theories, stating that theories are interpretations and not truths. As 

my research illustrated, people's ideas and actions take place in a social context, and 

therefore it makes sense that theories involving people and their behaviour do not remain 

static but change over time. 
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I see this initial substantive theory serving as the basis of a series of such studies in a 

program of research that seeks to modify, verify and to elaborate on this evolving theory. 

My suggestions for areas that could be focused on in such a program of research include: 

• bringing in a child and youth perspective regarding their experiences with the 

health care system; 

• bringing in a greater perspective of families from diverse cultures; 

• doing a comparison of male versus female perspectives on family-centered care; 

• looking at this evolving theory in a broader pediatric context, and then in an adult 

health care context, perhaps starting in areas like maternal-newborn, 

rehabilitation, geriatrics, and palliative care; 

• looking at the barriers to true interdisciplinary and intersectoral coordination and 

collaboration; 

• continuing to examine the systemic and societal barriers to family-centered care 

with an emphasis on working toward system and social change. 

I went into this research with an interest in developing a clearer understanding of family-

centered care, in part so that the evaluation of family-centered care could be advanced. 

The delivery of family-centered care is not common-place in North America. I believe, 

however, that efforts to evaluate family-centered care with a focus on both processes and 

outcomes are still valuable. Because context is so important in the delivery of family-

centered care, I do not think that the development of standardized outcome measures is 

the way to proceed. Lynne Ray's (1997) research in the area of promoting the health of 

families raising a child with chronic conditions supports this view as well. She states: "It 

is understanding the particulars of a family's situation that characterizes effective 

interventions and meaningful outcomes. This is in direct opposition to calls for a 

standardized outcome measures that enable comparability across population groups" 

(p. 106). Rather, I think that evaluation using qualitative methods, because of its 

ontological focus on the importance of context, is the way forward. This kind of 
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evaluation can take into consideration the systemic context, and increased understanding 

of these systemic issues will enable us to work towards system and social change. 

Concluding remarks 

As I complete this particular research project, rather than viewing it as the end of a 

journey I see it as a beginning. In the introduction to this research, I enthusiastically 

described the discussion in the recent literature about a pending paradigm shift to a more 

caring health care system. One of these articles (Bensing et al., 2000) described 

communication as the royal pathway to patient-centered care, and at the time I very much 

supported this argument. At the end of this research process, however, I believe that such 

a shift will require far more than an improvement in communication skills. I am not 

saying that working on teaching health care professionals and families communication 

skills is not important. Communication did emerge as an important contributing factor to 

parents' good and bad experiences with the health care system. The majority of the 

technical and relational competencies that parents valued in health care providers can 

only become known to parents through the process of communication. For example, 

good communication skills are required both to express empathy and to make appropriate 

referrals. Good communication is also acknowledged as an expectation of the health care 

and related systems. Communication between services and systems, for example, is 

necessary if there is to be real movement toward an integrated service system for children 

and families. 

That being said, I believe that we need to be cautious about focusing solely on this kind 

of skill development without moving toward system and social change simultaneously. 

Communication is not an end in itself, but rather is a process to an end. If we move 

toward increasing communication skills without addressing the context within which this 

communication occurs, what kinds of messages will health care professionals be 

communicating? Both Sherwin (1992) and Razack (1998) raise similar concerns. This 

same line of reasoning can be extended to the idea of teaching health care providers and 

families skills in relationship building. As Candib (1995) has suggested, we need to stop 
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talking about developing equal relationships between health care professionals and 

families without first addressing some of the contextual barriers to such equality. If the 

focus of change is only at the level of practice, and the contextual barriers are not 

addressed, then both health care providers and parents will experience a sense of 

frustration and failure about their perceived lack of ability to do what everyone is 

suggesting they should do. 

I do not believe that skill improvement, with communication skills being one example, 

can create a paradigm shift. Rather it is changing our way of viewing the world, and then 

acting on this view, that will result in better communication between families and health 

care professionals. I believe that the paradigm that needs to shift is the one upon which 

much of current North American society is based, the paradigm that shapes our moral 

thought and development. System and social change, then, first requires a recognition 

that our systems are based on an ethic of justice, and that a move toward an ethic of 

caring is what is needed to support the practice of family-centered care. It is this larger 

paradigm shift that is the pathway towards true family-centered care. 
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Appendix A: Note taking form 

Information about the focus group 

date of focus group/interview 

location of focus group/interview 

number and description of participants 

moderator's/interviewer's name 

assistant moderator's name 

Responses to Questions 

Q l Introductions 

Brief summary/key points 

Comments/Observations 



Q2. Generally good experiences with the health care system. 

Brief summary/key points 

Comments/Observations 



Q3 Generally bad/uncomfortable experiences with the health care system 

Brief summary/key points 

Comments/Observations 
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Q4. Changes to the Health Care System 

Brief summary/key points 

Comments/Observations 
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Q5. Anything you have seen or read that has influenced your thinking around 

how health care services should be provided. 

Brief summary/key points 

Comments/Observations 
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Q6. Summary/Wrap-up Question 

Brief summary/key points 

Comments/Observations 



223 

Appendix B: Letter of introduction from the head of developmental pediatrics at 
the children's hospital 

November 23, 1998 

Re: PhD Research Proposal 
Ms. Gail MacKean 

Gail MacKean is completing a research project on "client-focused care" as part of 
her PhD studies at the University of Calgary. I would appreciate any support you can 
provide to her in this endeavour. We hope that the results of this research will help us to 
better understand how future services should be delivered. 

Sincerely, 

[physician's name] 
Chief, Division of Developmental Pediatrics 
Children's Hospital 
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Appendix C: Letter to parents 

H i ! My name is Gail MacKean, and I am PhD student in the Faculty of Medicine 
at the University of Calgary. I am doing research in the area of client-focused care. 
Specifically, I am trying to develop a clearer understanding of how health care services 
should be delivered in order to meet the needs of children and families. 

The best way for me to understand what your needs are is to talk with you about 
your experiences obtaining appropriate health care services for your child. I am looking 
for parents who have children diagnosed with autism or PDD (pervasive developmental 
disorder), who are interested in participating in a focus group to discuss their experiences 
with the health care system. I have specific questions that I want to ask you in the focus 
group, but the discussion around these questions will be quite informal. These focus 
groups will be held at the Children's Hospital. 

If you are interested in participating in such a discussion, or have any questions 
about my research, I would love it if you would respond to this open letter no later than 
[date] in one of the following ways. 

1. You can call me at [phone number]. If I am not there, please leave me a message and 
I will return your call as soon as possible. 

OR 
2. You can page me at [number] and leave a brief message on my voice mail, and I will 
return your call as soon as possible. 

OR 
3. You can e-mail me a message to [email address] 

OR 
4. You can fill out the bottom portion of this page, and either fax it to me at the university 
at [fax number], or pop it in the mail to the following address:  

Also, if you are interested in talking about your experiences, but don't feel 
comfortable participating in a group discussion, please contact me and I can arrange to do 
an individual interview with you. 

Thank you in advance for your willingness to help us develop a clearer 
understanding of how health care services can better meet the needs of children and 
families. I really appreciate your interest! 

Name(s) 

Phone Number(s) (and the best time to 
contact you) 

What is the best time for you to participate in a focus group discussion? 
afternoon evening 

How old is/are your child! ren > who is diagnosed with [autism/PDD/Down 
syndrome/other]? 
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Appendix D: Consent form 

Research Project: Developing Substantive Client-Focused Care Program 
Theory Using Grounded Theory Methodology 

Investigators: Gail MacKean 
Wilfreda Thurston PhD 

Sponsor: Department of Community Health Sciences 
Faculty of Medicine 
University of Calgary 

This consent form, a copy of which has been given to you, is only part of the process of 
informed consent. It should give you the basic idea of what the research is about and 
what your participation will involve. If you would like more detail about something 
mentioned here, or information not included here, you should feel free to ask. Please take 
the time to read this carefully and to understand any accompanying information. 

The purpose of this study is to develop a better understanding of the concept of client-
focused care. It is hoped that the results of this study will enable health professionals to 
better plan and provide health services that meet the need of children and families. 

If you agree to participate in this study, it means you will be agreeing to participate in a 
1-3 hour focus group session. You may be asked to participate in additional focus groups 
or an individual interview. You may also be phoned with subsequent questions at a later 
date You are under no obligation to answer questions that you do not want to. The focus 
groups will take place at the Alberta Children's Hospital. If you drive to the focus group 
meeting you will be provided with a parking pass so you can park in the parkade at no 

The focus groups and any individual interviews will be audio-taped and then transcribed 
into a type-written copy. Only Gail MacKean, Dr. Wilfreda Thurston, and any research 
assistants will have access to these tapes and transcriptions. The audio-tapes will be 
erased as soon as the study is completed. The transcriptions, along with the lists of 
focus groups and individual interview participants, will be kept in a locked filing cabinet 
for five years after which they will be destroyed. These names will not appear in the 
study report. 

Quotes will be used in the final report, but your name will not be. If you believe your 
anonymity to be threatened through the use of a particular quote, then you may ask to not 
have that quote(s) included in the report. 

cost. 

In the event that you suffer injury as a result of participating in the research no 
compensation will be provided for you by the Faculty of Medicine at the University of 
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Calgary, the investigators, or the Calgary Regional Health Authority. You still have all 
your legal rights. Nothing said here about treatment or compensation in any way alters 
your right to recover damages. 

A l l information that is relevant to the clinical or developmental status of the child will be 
fded on the Health Record. Sensitive information will be fded separately from the 
child's main Health Record and access will be restricted. 

Your signature on this form indicates that you have understood to your satisfaction the 
information regarding participation in this study and agree to participate as a subject. In 
no way does this waive your legal rights nor release the investigators, sponsors, or 
involved institutions from their legal and professional responsibilities. You are free to 
withdraw from the study at any time without jeopardizing your health care. Your 
continued participation should be as informed as your initial consent, so you should feel 
free to ask for clarification or new information throughout your participation. If you have 
further questions concerning matters related to this research, please contact Dr. Wilfreda 
Thurston at 220-6940. 

If you have any questions concerning your rights as a possible participant in this research, 
please contact the Office of Medical Bioethics, Faculty of Medicine, University of 
Calgary, at 220-7990. 

(Participant's Signature) (Date) 

(Investigator and/or Delegate's Signature) (Date) 

(Witness's Signature) (Date) 

A copy of this consent form has been given to you to keep for your records and 
future reference. 
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Appendix E: Interview guide - parents 

Opening remarks by moderator 

1. Discuss Study 

The objectives of my study are to: 

describe and better understand the hospital/health care experience of children and their 
families who have been diagnosed with autism/PDD; 

describe and better understand whether the care and services being provided, including 
how patients and families feel they were treated, meets the needs of your children and 
families; 

and, through you sharing your experiences, to better understand what caring for children 
means and how it could be improved. 

2. Discuss Consent Form 

We need your signed consent before you participate in this focus group discussion. 

Please take a few minutes to read the consent form, and sign it if you have no questions. 

Please keep one copy for yourselves. 

Please keep a copy of the letter to parents as well, as my phone number, etc. are on that 
letter. 

3. Establish Context 

A l l of you as parents (or guardians or...) have spent time obtaining health care services 
(i.e., hospital services, physician services, therapy services) for your children. These can 
be services that you received outside of the Calgary area. 
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You are the experts of the health care system because you are users - your expertise as 
users is very valuable. 

Drawing on your experience, I would like you to discuss the positive and negative 
aspects of the health care system with respect to how it meets the needs of your child(ren) 
and your family (and you). 

We are interested in hearing your experiences and your opinions, so there are no right or 
wrong answers. 

Some of your experiences may be difficult to talk about and some of the other stories you 
hear may make you feel emotional - you may withdraw at anytime or come back to the 
discussion at anytime. I have brought some tissue and it is here if you need it. 

To maintain your privacy you do not have to use the real name of your child(ren), and 
please don't use the real names of any health care professionals. 

We would also ask that you keep the details around the personal experiences that are 
shared in this discussion confidential. That is, please don't attach names to stories that 
you share outside of this focus group discussion. 

I would ask you to please try and remember to speak one at a time. We want to make 
sure that the tape recorder picks up everyone's comments. 

I will provide all participants with a copy of a summary of the findings of my research at 
the end of the project. 

[Moderator] will be guiding the discussion. I will be taking notes, operating the tape 
recorder, etc. I may ask the occasion question for clarification. 

The questions to be discussed are outlined on the flip chart, with the approximate time we 
have to spend on each question noted in the margin. 

I have passed around small pads of paper and pencils that you can use to write down 
thoughts you don't want to lose, or whatever. 

If there are no further questions, let's get started. 

4. Ask Questions 

1. To begin, we would like to go around the table and have people introduce 
themselves and spend two minutes (or less) telling us something about your 
child(ren) (moderators to join in this as well). 
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2. Describe an experience you had with your child at the hospital or with the health 
care system (e.g., family doctor or pediatrician, therapists, specialists, hospital 
clinic or program) which you would say was generally good. 

Prompts (to use to help if the group seems stuck; I don't need an example from each 
of these categories) 

General prompts: 
At time of diagnosis or during the assessment process 
During in-patient stays (if applicable) 
When there were problems with the treatment or therapy regime 
When there were major decisions to be made 
When considering next steps and ongoing follow-up for your child and family 
More specific prompts: 
Describe a time when you felt particularly involved with your child's care? 
Tell me about a time when you felt a valued and respected member of the health care 

team caring for your child? 
Tell me about a time when you felt the care being provided to your child was particularly 

personalized, taking into account your child and family's unique circumstances 
and needs? 

Sub-questions (These sub-questions are to be used to get detail about people's 
experience. Some of these details may come out spontaneously during the 
discussion, but if not please ask these questions) 

Explain exactly what it was that made this experience good? 
What person or group made this experience good? [remember no names please] 
What exactly did they do? 
What was the outcome/result of this experience? 

3. Describe an experience you had with your child at the hospital or with the Health 
Care System (e.g., family doctor or pediatrician, therapists, specialists, hospital 
clinic or program, Emergency dept.), which you would say was generally not 
good/uncomfortable. 

Prompts (to use to help if the group seems stuck; I don't need an example from each 
of these categories) 

General prompts: 
At time of diagnosis or during the assessment process 
During in-patient stays (if applicable) 
When problems with the treatment or therapy regime 
When there were major decisions to be made 
When considering next steps and ongoing follow-up for your child and family 
More Specific prompts: 
Describe a time when you did not feel adequately involved with your child's care? 
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Tell me about a time when you felt excluded from the health care team caring for your 
child? 

Tell me about a time when you felt the care being provided to your child was not 
personalized, not taking into account your child and family's unique 
circumstances and needs? 

Sub-questions (These sub-questions are to be used to get detail about people's 
experience. Some of these details may come out spontaneously during the 
discussion, but if not please ask these questions). 

Explain what made this a more negative experience. 
What person or group made this experience more negative? [remember, no names 

please] 
What exactly did they do? 
What was the outcome/result of this experience? 

4. Based on your experiences, if you could change one thing about the way health 
care is provided to children and families, what would it be? 

Sub-questions (These sub-questions are to be used to get detail about people's 
experience. Some of these details may come out spontaneously during the 
discussion, but if not please ask these questions). 
What person or group would be able to make such a change? [remember, no 
names please] 

How would they go about making this change? 
How would making this change improve things? 

5. Is there anything you have seen or read (e.g., magazine article, book, T V show) 
that has influenced your thinking about how health care should be provided to 
children and families? If so, could you tell me about it. 

6. Summary question - After the moderators) give a short oral summary of the key 
questions and the big ideas that emerged from the discussion, we will ask the 
participants about the adequacy of this summary as follows: "How well does this 
capture what we have discussed here today/tonight?" "Are there any major 
themes that we have forgotten?" 
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Appendix F: Parent demographic questionnaire 

1. What is your age? 

under 20 40-49 
20-29 50-59 
30-39 60 or over 

2. Are you male or female? 

female male 

3. How old is your child! ren) diagnosed with autism/PDD/Down 
syndrome/other? 

4. At what age(s) was/were your child* ren) diagnosed with autism/PDD/Down 
syndrome/other? 

5. What program(s) is/are your child(ren) currently involved with for early 
intervention, or what school(s) does your child(ren) attend? 

6. How many other children do you have? 

7. How old are these children? 

8. What is the highest level of education you have completed? 

less than high school 
high school graduate 
more than high school 
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9. When you were growing up, what languages were spoken in your home? 

10. Which part of Calgary, or the surrounding area (e.g., Okotoks, Airdrfe), do 
you live? 

northwest southeast 
northeast Other (please specify) 
southwest 

11. a) Was there anything that you wanted to say, but felt uncomfortable 
sharing in the interview? 

Yes No 

b) If yes, you can write any additional comments you may have on a piece of 
paper and give them to us. 

If you would like a copy of a summary o f this research sent to you, please complete 
the information below 

Name: 

Mailing 
Address: 

Thank you for taking the time to share your experiences and thoughts with us. 
We realty appreciate it. 
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Appendix G: Health care provider demographic questionnaire 

1. What is your age? 

under 20 40-49 
20-29 50-59 
30-39 60 or over 

2. Are you female or male? 

female male 

3. Which children and families have you worked with? (please check alt that 
apply) 

Children with PDD/autism and their families 
Children with Down syndrome and their families 
Children with developmental delays in general 
Others (please 
specify) 

4. What is the highest level of education you have completed? 

Undergraduate university degree 
Masters degree 
PhD 
Other (please specify) 

5. When you were growing up, what languages were spoken in your home? 

6. a) Was there anything that you wanted to say, but felt uncomfortable 
sharing in the interview? 

Yes No 

b) If yes, you can write any additional comments you may have on a piece of 
paper and give them to us. 
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If you would like a copy of a summary of this research sent to you, please complete 
the information below 

Name: 

Mailing 
Address: 

Thank you for taking the time to share your experiences and thoughts with us. 
We realty appreciate it. 




