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Abstract
Although rural families of children with complex chronic conditions (CCCs)
face many of the same caregiving challenges urban families face, they may face
additional, unique challenges. Geographical distance from specialists limits
access to care and can contribute to compartmentalization of services and
increased strain on the family. Relatively little is known about how rural family
caregivers of children with CCCs manage complex care without many of the
resources that are available to urban families. Previous research on family
caregiving for children with CCCs has focused primarily on urban and suburban
families; rural families have been underrepresented. The aims of this study were
to (a) identify and describe how rural family caregivers manage caregiving for
children with complex chronic conditions, and (b) develop a theoretical model of
rural family caregiving for children with complex chronic conditions.
Principles of family-centered care and an ecological perspective provided
the conceptual framework for this grounded theory study. Semi-structured, indepth interviews were conducted with nine primary family caregivers of children
with CCCs who resided in rural counties in northwestern Minnesota. Analysis of
data led to identification of the central category, Managing with Limited
Resources, and development of a theoretical model of rural family caregiving for
children with CCCs. Recommendations are made for improving care to children
with CCCs and their families in rural, underserved areas.

iii

Table of Contents
Acknowledgments

i

Abstract

iii

List of Tables

xi

List of Figures

xii

Chapter I: Introduction

1

Overview

1

Specific Aims

4

Background of Study

4

Children with Special Health Care Needs

4

Definition

4

Prevalence

5

CSHCN and their families

6

Children with Complex Chronic Conditions
Significance of the Study

8
11

Maternal Child Health Bureau’s Core Outcomes for
Children with Special Health Care Needs

11

Maternal and Child Health Bureau Strategic Research
Issues

12

Health People 2020 Goals and Objectives

13

Minnesota Department of Health, Minnesota
Children and Youth with Special Health Needs
iv

(MCYSYN) Priority Issues

14

Conclusion

14

Chapter II: Review of the Literature

16

Rural Children’s Health in the United States
Rural CSHCN

16
16

Home Care for Children with Complex Chronic Conditions:
Historical Background

18

Providing Home Care for Children with Chronic Conditions:
A Review of the Family Caregiving Experience

21

Family Caregiving Issues in Caring for Children with Complex
Chronic Conditions

23

Impact on Family

23

Family Coping

24

Transitions

26

Parent-Professional Relationships

26

Respite Care

27

Quality of Life

28

School Attendance

29

Parent/Family Caregiver Perspectives of the
Caregiving Experience

30

Representation of Rural Families

31

Chapter III: Method

33
v

Conceptual Framework

33

Principals of Family-Centered Care

33

The Ecological Model

35

Research Design

38

Rational for a Qualitative Approach

38

Selection of Grounded Theory as Research Design

38

Strengths and Weaknesses of the Design

40

Research Question

41

Definitions

41

Family

41

Complex chronic condition (CCC)

41

Data Collection Methods

42

Setting

42

Recruitment

43

Interviews

46

Reflexivity

47

Analysis of Data

49

Theoretical sampling

51

Theoretical sufficiency

53

Criteria for Evaluation of Trustworthiness

54

Credibility

54

Transferability

55
vi

Dependability

55

Confirmability

56

Summary

56

Chapter IV: Results

57

Introduction

57

Description of Participants

57

Central Category

61

Family Caregiving Challenges

61

Making Difficult Transitions
Transition from hospital to home

62
63

Transition of providers from urban hospital to
rural home community

66

Obtaining a diagnosis

67

Family relocation

70

Transition from home to child care outside
the home

72

School entry

73

Transition to school-based care

75

Preparing for transition to adulthood

76

Needing Information

81

Lacking Anonymity

86

Feeling Criticized

88
vii

Needing Mental Health Services

91

Negotiating With Gatekeepers

93

Relying on PCAs and Respite Care Providers

98

Traveling for Specialty Care

101

Intervening Conditions

102

Nature of Child’s Condition(s)

103

Caregiver Characteristics

105

Having an Advocate Outside the Family

106

Management Strategies

107

Child-Focused Strategies

108

Integrating the children into their communities

108

Advocating for their children

109

Emphasizing their children’s strengths

111

Family-Focused Strategies

113

Mobilizing the family

114

Normalizing family life

116

Connecting with other families who have children
with complex chronic conditions

117

Finding/keeping a sense of place

119

Self-regulating travel to health care providers

123

Cognitive/Emotional Strategies
Framing/reframing their situations
viii

125
125

Being grateful for support
Family Level Outcome

126
127

Maintaining Family Integrity

127

Summary

130

Chapter V: Discussion

132

Overview of Findings

132

Discussion of Findings

133

Family and Caregiver Strain and Rewards

134

PCA/Respite Care

134

Transitions

136

Lack of Anonymity and Related Concepts

137

Unmet Health Needs

139

Travel and a Sense of Place

142

Family Advocates

145

Caregiver Appraisals of Family Impact

148

Strength and Limitations

151

Recommendations for Further Research

153

Recommendations for Policy and Practice

154

Discharge Planning from Hospital Units

155

APN Roles in Rural Areas

156

Telehealth Strategies

156

Family Impact Analysis

157
ix

Family-Centered Care

158

Stigma Reduction

159

Supporting Family Strengths

160

Conclusion

160

References

162

Appendix A: Studies on Family Caregiving at Home for Children
with Complex Chronic Conditions

191

Appendix B: University of Minnesota IRB Approval

197

Appendix C: Minnesota Department of Health Letter of Support

199

Appendix D: Flyer

200

Appendix E: Letter of Explanation

201

Appendix F: Telephone Script

202

Appendix G: Background Information Form

205

Appendix H: Consent Form

207

Appendix I: Interview Guide

210

x

List of Tables
Table 1: Family Characteristics

59

xi

List of Figures
Figure 1: Theoretical Model

58

xii

CHAPTER I: INTRODUCTION
Rural Families of Children with Complex Chronic Conditions
Overview
Although rural families are like other families in many ways, and rural
families of children with complex chronic conditions (CCCs) most likely face the
same caregiving challenges urban families face, they may face additional, unique
challenges. Geographic distance from comprehensive health services limits
access to care, which can contribute to health disparities, and contributes to
compartmentalization of services, where there can be a lack of communication
and coordination among service providers within and across sectors and settings
(Miller et al., 2009). Little is known about how rural family caregivers of children
with CCCs manage complex care without many of the resources that are
available to urban families and with discontinuity of services. However, several
studies strongly suggest the need for further research with this population
(Marcin et al., 2004; Scott-Findlay & Chalmers, 2001; Shepherd & Woodgate,
2011; Yantzi, Rosenberg, Burke, & Harrison, 2001), based on the identification of
hardships rural families of children with cancer and other chronic conditions
experience as a result of living a significant distance from their children’s health
care providers.
A variety of hardships related to living at a distance from specialty care
have been identified by parents of children undergoing cancer treatment. Rural
families of children with cancer in Scott-Findlay and Chalmers’ (2001) study
described experiences that were “fraught with challenges that were due to living
1

a great distance from the cancer treatment center” (p. 205), including delayed
referrals for specialty care, substantial amounts of time spent traveling under
adverse conditions, extended periods of absence from home, separation of
family members from one another, heightened levels of responsibility when at
home, lack of trust in local providers, loss of income related to time away from
home, financial hardship related to the cost of travel and accommodations,
inadequate mental health services, and poor communication between rural and
urban providers.
Similarly, in Shepherd and Woodgate’s (2011) study, parents of children
who had completed cancer treatment who lived 2.5 to 5 hours from their child’s
tertiary center recalled hardships they experienced as a result of the time spent
away from home. Parent participants recalled the time away from home as an
important part of their entire cancer journey for which they had no choice, which
caused family disruption during the separation and increased anxiety upon
returning home. Returning for follow-up visits was time consuming, affecting
school and work for all family members.
Family hardships specifically related to living at a distance from specialty
care and comprehensive health care resources have also been documented in a
few studies of children with a variety of chronic conditions. In Marcin and
colleagues’ (2004) study, parents and guardians of children with special health
care needs living in a rural medically underserved community and receiving
pediatric subspecialty care in a city 90 miles away reported missing work to
attend appointments, being primarily responsible for the child’s care coordination,
2

and relying on emergency department service and/or self-regulation of their
children’s medications in the absence of direct access to their subspecialist
provider. Yantzi and colleagues (2001) examined the impact of distance to
comprehensive health care on families of children with chronic conditions and
found that there was a significant association between greater distance from
home to hospital and decline in family functioning three months after the child’s
hospitalization. Families who traveled more than 50 miles were also more likely
to experience a decline in individual relationships within the family and had more
concerns about their ability to keep their child at home. Increased distance to
comprehensive care can add more strain to a family system that is already
challenged by caregiving.
Distance and time are closely related barriers to accessing health care for
rural families, and greater distances can rob the family of precious time. Although
parents are typically willing to travel significant distances for what they believe to
be the best care for their children, the distance from home to tertiary care
represents an additional stressor for caregiving families who are also managing
disruptions in every day family life.
Relatively little is known about how rural family caregivers manage the
challenges of caring for children with CCCs in the context of geographical
distance from health care providers, isolation from families in similar situations,
and limited resources in their communities. It is important that family health care
providers understand how families living in rural areas manage childhood chronic
illness and disability, so that the challenges can be addressed and family
3

strengths supported. This grounded theory study adds the voice and perspective
of rural family caregivers to the existing body of knowledge. Their perspectives
contribute to development of a theoretical model of rural family caregiving for
children with CCCs.
Specific Aims
The specific aims of this study are to:
1. Identify and describe how rural family caregivers manage caregiving
for children with complex chronic conditions.
2. Develop a theoretical model of rural family caregiving for children with
complex chronic conditions.
The long term goal of this research is to promote the health of families of children
with complex chronic health conditions in underserved rural communities.
Background of Study
Children with Special Health Care Needs
Definition.
Numerous terms and definitions are used interchangeably to describe
children with chronic health conditions, and greater clarity and/or consensus are
needed (van der Lee, Mokkink, Grootenhuis, Heymans, & Offringa, 2007).
Children with special health care needs (CSHCN) is the term adopted by the U.S.
Maternal Child Health Bureau (MCHB) and health policy leaders because it
focuses on need or use of services (Davis & Brosco, 2007). CSHCN are defined
by the MCHB as “those who have or are at increased risk for a chronic physical,
developmental, behavioral, or emotional condition and who also require health
4

and related services of a type or amount beyond that required by children
generally” (U.S. Department of Health and Human Services [USDHHS], 2007, p.
5). CSHCN are identified on the basis of the needs and consequences they
experience as a result of their conditions, not on their specific ongoing conditions
or diagnoses; they have a broad range of conditions and functional abilities.
Thus, the definition is noncategorical, emphasizing commonalities in the issues
and challenges faced by CSHCN in their daily lives, across conditions, and how
their functioning can be optimized (Stein, 2011).
Prevalence.
The 2005-2006 National Survey of Children with Special Health Care
Needs reported 13.9% of U.S. children from birth through 17 years of age as
having special health care needs, not counting those at increased risk. Of
households with children, 21.8% had at least one child with a special health care
need (USDHHS, 2007). The 2009/10 National Survey of Children with Special
Health Care Needs (2009/10 NS-CSHCN) gives a prevalence rate of 15.1% for
CSHCN (Child and Adolescent Health Measurement Initiative [CAHMI], 2012),
with a household rate of 23.0%. The National Survey of Children’s Health
(NSCH) 2007 estimates a 19.2% prevalence of CSHCN (USDHHS, 2011a), with
data from the 2011 NSCH not available at the time of this writing. Variations in
prevalence are expected and due to differences in screening methods,
suggesting that prevalence rates are best expressed as a range, e.g. 14-19%
(Bethell, Read, Blumberg, & Newacheck, 2008).
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Both the 2007 and 2011 NSCH surveys used the Children with Special
Health Care Needs (CSHCN) Screener (CAHMI, 2007) to identify CSHCN using
parent-reported, consequence-based criteria for conditions lasting 12 months or
longer: (a) use or need of prescription medication; (b) above average use or
need of medical, mental health, or education services; (c) functional limitations
compared with others of the same age; (d) use or need of specialized therapies
(OT, PT, speech, etc.); and (e) treatment or counseling for emotional or
developmental problems. Differences in use and administration of the CSHCN
Screener may result in a higher prevalence of CSHCN for the NSCH than for the
NS-CSHCN.
CSHCN and their families.
All CSHCN have at least one chronic condition requiring health and
related services. Of a limited list of 20 specific conditions asked about in the
2009/10 NC-CSHCN, 57.1% of CSHCN had two or more conditions, and 29.1%
had three or more. The most common conditions were asthma, allergies, and
ADD/ADHD. Nearly all CSHCN experience functional difficulties; the most
common are respiratory problems; learning, understanding, or paying attention;
and emotional or behavioral problems (CAHMI, 2012). CSHCN in the 2007
NSCH (USDHHS, 2011a) were more likely than those without special health care
needs to have problems getting needed referrals, lack effective care coordination
when needed, and have inadequate health insurance. Conversely, they were
more likely to meet five domains of having a medical home and to meet three
criteria of quality health care. They were less likely to meet criteria of school
6

success, a positive home environment, and neighborhood safety and support;
they had more school absences due to illness or injury; and their parents were
more likely to report having difficulty with their child.
Families of CSHCN face significant challenges as well, including financial
strain for out-of-pocket expenditures not covered by insurance, related to
hospitalizations, physician and nonphysician services, emergency department
visits, dental care, and home health care, with low income families experiencing
greater financial burden (Newacheck & Kim, 2005). Kulthau, Hill, Yucel, and
Perrin (2005) found 40% of families of CSHCN experiencing finance-related
family problems (needing more income for their child’s medical expenses and
stopping work or cutting work hours to care for their child), with 72% of families of
children with the most severe conditions having finance-related family problems.
These finance-related family problems may be mitigated by receiving care in a
medical home with care coordination, having adequate health insurance, and
having community-based services that are organized and easy to use (Kulthau et
al.); and by having a health care provider who communicates well with other
service providers and who partners with families in the child’s care (Looman,
O’Conner-Von, Ferski, & Hildenbrand, 2009).
Families care for their children with chronic health conditions in their own
homes and communities, often without appropriate community-based resources
or coordination of care. They must find their way through a complicated network
of organizations, providers, and barriers (Inkelas & Garro, 2005; Lutenbacher,
Karp, Ajero, Howe, & Williams, 2005; Ray, 2002). While the care of children with
7

chronic conditions has become increasingly more complex, primary providers in
the family’s community may not have the knowledge or expertise to provide or
coordinate care for the child and family (Council on Children with Disabilities,
2005; Dharmar et al., 2008).
Children with Complex Chronic Conditions
Children with CCCs are a subgroup of CSHCN representing those
children with the greatest needs for care and services. Unlike CSHCN, for whom
there is a definition adopted by MCHB and other health research and policy
organizations, there is no definition for children with CCCs that has been adopted
or agreed upon by key groups. The Institute of Medicine describes “serious and
complex conditions” (for individuals of any age) as “persistent and substantially
disabling or life threatening, and requiring treatments and interventions across a
broad scope of medical, social, and mental health services” (Chrvala &
Sharfstein, 1999, p. 2). Emphasis is on identification of individuals with serious
and complex conditions and on formulating broad strategies for care
management that will ensure the best outcomes for each unique individual.
CSHCN with more complex needs require more frequent and specialized
services than do those with less complex needs, and their conditions are likely to
be more severe with less favorable outcomes (Bramlett, Read, Bethell, &
Blumberg, 2009). Bramlett and colleagues propose using the CSHCN Screener
(CAHMI, 2007) criteria to differentiate subgroups of CSHCN based on healthrelated consequences. The proposed use of the Screener to differentiate
subgroups of CSHCN by health status and complexity of need recognizes the
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heterogeneity and diversity in CSHCN, the range of complexity in their needs,
and the level of impact on their families.
Cohen and colleagues (2011) propose a definitional framework of complex
medical conditions in childhood that encompasses their features: (a) substantial
service needs with significant impact on the family, (b) chronic conditions that are
severe and/or associated with medical fragility (e.g., high morbidity and mortality
rates), (c) functional limitations that are severe and often associated with
technology dependence, and (d) health care use reflecting high resource
utilization and involving multiple service providers.
Using similar criteria, Kuo, Cohen, Agrawal, Berry, and Casey (2011)
identified more medically complex CSHCN from the 2005-2006 National Survey
of CSHCN on the basis of family-identified need for more medical care than
usual, number of positive responses to items on the CSHCN Screener, use of
medical equipment for activities of daily living, and the involvement of 2 or more
subspecialists in the last 12 months. With these criteria, 3.2% of CSHCN were
determined to be more medically complex (0.4% of all children in the U.S.), a
small population with exceptionally high care needs. Their family caregivers
reported high care demands (time spent coordinating care and giving direct
care), financial burdens, unemployment or underemployment to care for the
child, frequent physician visits, and multiple unmet medical and service needs.
In a survey of primary care providers of children with CCCs in North
Carolina (Murphy, Kobayashi, Golden, & Nageswaran, 2012), children with CCCs
made up <1% of rural practices, and rural practices were more likely to have
9

fewer providers and staff. Nonrural practices had a greater proportion (>1%) of
children with CCCs. Rural providers reported being less prepared than nonrural
providers to care for children with CCCs. Furthermore, pediatric practices were
less likely to be located in rural areas. These factors may contribute to problems
accessing care for rural children with CCCs. Regardless of location, care
providers consistently reported lack of coordinated care as a problem in treating
children with CCCs. The authors defined children with CCCs as “those with
chronic health conditions that require care from multiple sub-specialists or who
are dependent on technology or have prolonged or recurrent hospitalizations” (S.
Nageswaran, personal communication, March 7, 2012).
Many terms are used to describe children with CCCs. Much of what is
known about children with CCCs comes from the literature about children who
are medically fragile/technology dependent. The terms medically fragile and
technology dependent have been used interchangeably in the literature, but not
all medically fragile children are technology dependent (Ratliffe, Harrigan, Haley,
Tse, & Olson, 2002). Building on the Office of Technology Assessment (OTA)
(1987) definition of a technology dependent child, the more inclusive term,
medically fragile child is defined here as a child who needs a medical device to
compensate for the loss of a vital body function and/or substantial and ongoing
nursing care (by a professional nurse, a parent, or other lay caregiver) to avert
death or further disability. A critical review of research-based literature was
conducted to determine the current state of knowledge regarding the family
experience of providing home care for a child with a CCC, including families of
10

children who are medically fragile/technology dependent. The studies reviewed
illustrated the complexities of family caregiving for children who have CCCs, but
rural families were underrepresented. No study focused exclusively on rural
families of children with CCCs.
Significance of the Study
This qualitative, grounded theory study focuses exclusively on rural
primary family caregivers, thus addressing the underrepresentation of rural
families in published research on family caregiving for children with CCCs. In
addition, the knowledge gained from interviews with participants will address
issues and goals identified in the following national and state health agendas
related to research and provision of services for children with CCCs and their
families: The Maternal Child Heath Bureau Core Outcomes (USDHHS, 2007)
and Strategic Research Issues (USDHHS, 2012), Healthy People 2020 Goals
and Objectives (USDHHS, 2010), and the Minnesota Department of Health
Priority Issues for Children and Youth with Special Health Care Needs (MDH,
2010a).
Maternal Child Health Bureau’s Core Outcomes for Children with Special
Health Care Needs
This study addresses these Maternal Child Health Bureau’s core
outcomes or critical indicators for measuring progress toward the overall goals of
providing and promoting family-centered, community-based care for CSHCN and
facilitating the development of community-based systems of services for CSHCN
and their families (USDHHS, 2007), in an underserved rural area:
11

Families of CSHCN partner in decision making at all levels and are satisfied

•

with the services they receive;
CSHCN receive coordinated, ongoing, comprehensive care within a medical

•

home;
Community-based services for CSHCN are organized so families can use

•

them easily;
Youth with special health care needs receive the services necessary to

•

make transitions to all aspects of adult life, including adult health care, work,
and independence. (USDHHS, 2007)
This qualitative study will shed light on rural family caregivers’ perceptions
of the services they receive for their children with CCCs; whether those services
are comprehensive, coordinated, and family-centered; ease of access to
services; and planning for their child’s transition to adulthood.
Maternal and Child Health Bureau Strategic Research Issues
The aims of this study are also consistent with Maternal and Child Health
Research Program Strategic Issues (USDHHS, 2012) identified by the Maternal
and Child Health Bureau (MCHB). This study addresses four strategic research
issues identified in this MCHB document.
•

Issue #1: Public Health and Community Support Systems. The study will
investigate the presence or absence and the nature of supportive
systems, for the MCH population of rural families caring for children with
CCCs in northwestern Minnesota.
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•

Issue #2: Health Disparities and Access Barriers to Care. The study will
shed light on barriers to health care access for the study families, who live
in underserved areas.

•

Issue #3: Quality Care. The study will explore rural family caregiver
perceptions of the quality of care their child receives from health care
providers in the home, hospital (including emergency services), and clinic
settings, both local and regional. Issues of quality of care may include
accessibility, effectiveness, family centeredness, coordination of care,
continuity, efficiency, and comprehensiveness.

•

Issue #4: Health Promotion. The investigator will identify family caregiver
strengths as she explores their actions or strategies in response to
conditions or circumstances of caregiving and of receiving health care for
their child, and the consequences of those actions and strategies.
Thus, through grounded theory methodology (Strauss & Corbin, 1998) this

study will describe the structure or conditions (the context) of rural family
caregiving for children with CCCs and the process or action/interaction strategies
of family caregivers over time, and their consequences, in response to the
challenges that arise.
Healthy People 2020 Goals and Objectives
This study will address two objectives related to the Healthy People 2020
Goal for Maternal, Infant, and Child Health: Improve the health and well-being of
women, infants, children, and families (USDHHS, 2010).
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•

Objective MICH-30: Increase the proportion of children, including those with
special health care needs, who have access to a medical home.

•

Objective MICH-31: Increase the proportion of children with special health
care needs who receive their care in family-centered, comprehensive,
coordinated systems.
This study will provide primary family caregiver perspectives on access to

medical/health care homes and comprehensive, coordinated care for children
with CCCs in northwestern Minnesota.
Minnesota Department of Health, Minnesota Children and Youth with
Special Health Needs (MCYSHN) Priority Issues
Based on interviews with rural primary family caregivers of children with
CCCs about the challenges they experience and the strategies they use to
manage those challenges, this study will also address two priority issues
identified by the Minnesota 2010 Title V Block Grant Needs Assessment for
Children and Youth with Special Health Care Needs (MDH, 2010a):
•

Improving access to quality health care and needed services

•

Families receiving needed services
Conclusion
This study invites rural family caregivers of children with CCCs, who have

not been adequately represented in research, to provide needed information
about the challenges they experience and the strategies they use to manage
these challenges. Rural families are often marginalized by inadequate health
care resources and other social and demographic factors. Furthermore, research
14

to date has focused primarily on urban and suburban families of children with
CCCs, in part because of their location close to large urban health science
centers. It is important that rural families be represented in research to ensure
that their needs are addressed in the development of health policy and systems
of care. This study addresses a gap in the literature by exploring how rural family
caregivers manage caregiving for their children with CCCs.
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CHAPTER II: REVIEW OF THE LITERATURE
Rural Children’s Health in the United States
According to the NSCH report, The Health and Well-Being of Children in
Rural Areas: A Portrait of the Nation 2007 (USDHHS, 2011b), children in rural
areas face different challenges and have less access to health care than children
in urban areas. Children in rural areas are more likely to live in poor families,
have chronic health conditions, have public health insurance, be overweight or
obese, and live with someone who smokes than their urban counterparts, and
they are less likely to be breast fed. However, children in rural areas are also
more likely to live in safe and supportive communities, experience more family
meal-sharing and more physical activity, and attend religious services; and their
parents report less parenting stress (USDHHS, 2011b). Low-income rural
children have higher rates of emergency department utilization and unmet dental
needs (DeVoe, Krois, & Stenger, 2009). Physicians in rural hospital emergency
departments provide poorer quality care to seriously ill or injured children than
physicians in urban hospitals who have similar training (Dharmar et al., 2008).
Among US children, being in fair or poor health and residing in non-metropolitan
areas are factors associated with higher risk of having unmet health needs
(Newacheck, Hughes, Hung, Wong, & Stoddard, 2000).
Rural CSHCN.
Data from the first National Survey of CSHCN, conducted during 20002002, indicate that 19.3% of CSHCN reside in rural areas, and rural CSHCN are
more likely than their urban counterparts to be uninsured or to have public health
16

insurance (Medicaid and State Child Health Insurance Program [SCHIP])
(Skinner, Slifkin, & Mayer, 2006). Rural CSHCN are more likely than urban
CSHCN to have unmet dental care needs as defined by professional
recommendations, possibly due to difficulty accessing dental care and lack of
parental recognition of the need (Skinner et al.). Compared to urban children,
rural children are more likely to have mental health problems; those who do are
more likely to have behavioral problems and less likely to receive all needed
mental health services; and their parents spend more time coordinating their care
(Maine Rural Health Research Center, 2010). Rural CSHCN are more likely than
urban CSHCN to receive health care from general practitioners, nurse
practitioners, or physician’s assistants, and less likely to be cared for by
pediatricians; more likely to have delayed care due to access problems
(unavailability of type of care and being unable to pay for the care); and more
likely to be cared for at home (Skinner & Slifkin, 2007). Geographic barriers
limiting access to pediatric subspecialty care exist in regions of higher poverty
and in rural areas and Midwestern states; these barriers may lead to poor
outcomes (Mayer, 2008). For rural CSHCN, limited availability of pediatric
specialty and subspecialty providers is associated with greater unmet need for
routine and specialty care (Mayer, Skinner, & Slifkin, 2004). In addition, greater
distance and the need for frequent routine and urgent visits make it challenging
for families to access those specialists and subspecialists that are available
(Marcin et al., 2004).
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Home Care for Children with Complex Chronic Conditions:
Historical Background
The trend for families to provide care at home for their children with CCCs
has been apparent since the early 1980s. Prior to that time, children with CCCs
were cared for in hospitals or skilled nursing care facilities. A subgroup of
children with CCCs consists of those who are medically fragile or technologydependent (MF/TD). A small number of studies addressing family caregiving for
children who are MF/TD were published in the mid- to late- 1980s and early
1990s, but many of the articles published during that period were opinion- or
experience-based. Two reports from the late 1980s (Aday, Aitken, & Wegener,
1988; Office of Technology Assessment [OTA], 1987) are considered to be
seminal in bringing attention to families of children who are MF/TD and giving
rise to further research.
The OTA (1987) provided a working definition of the technologydependent child as “one who needs both a medical device to compensate for the
loss of a vital body function and substantial and ongoing nursing care to avert
death or further disability” (p. 3). The OTA viewed nursing care as being
independent of the setting or the credentials of the caregiver; thus, nursing care
included care provided by a professional nurse, a parent, or other lay caregiver.
The terms medically fragile and technology dependent are used
interchangeably or together (MF/TD) in much of the literature. However, it is also
recognized that not all medically fragile children are technology dependent.
Furthermore, the broad range of terms used to describe children who are MF/TD
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and who have chronic illnesses creates “conceptual confusion” (Haley &
Harrigan, 2004, p. 185), and challenges efforts to estimate prevalence
(Carnevale, Rehm, Kirk, & McKeever, 2008).
The OTA (1987) estimated that the overall prevalence of technologydependent children was possibly as high as 100,000 children per year. While no
more recent official estimates of the prevalence of childhood technology
dependence are available, the OTA predicted that the population of technologydependent children would increase in size in response to new technologies,
increasing survival rates of very-low-birthweight infants, aggressive treatment of
ultimately or otherwise fatal diseases, and payment policies covering home care
for technology-dependent children.
The OTA (1987) reported that care at home for technology-dependent
infants was a cost-saving option because the high costs of institutional care were
covered by families, although potentially involving great sacrifice on the part of
the family. Furthermore, the effectiveness of home care depended on the desire
and ability of the family to provide care, as well as the quality of services being
provided to them. The OTA cautioned that improved insurance coverage of home
care could result in technology-dependent children being discharged to the home
even if the family is not adequately prepared to provide care, and without
adequate planning and support.
The second landmark report (Aday et al., 1988) presented findings from
the evaluation of three demonstration projects providing regionalized,
comprehensive, coordinated systems of care for ventilator-assisted children and
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their families. Family adaptation was one of several outcomes that were
examined. Families’ problems and concerns at home related to the child’s overall
health, personal and family issues regarding their responsibility for the child, and
technical issues (equipment, finances, and professional care). Benefits and
advantages for the families included their perception that providing care at home
was more positive than their experience when the child was hospitalized, reestablishment of the family unit, improved health status of the child, and not
needing to travel between hospital and home. Families experienced greater
stress with more financial problems if they did not have a care manager, if they
saw a number of physicians, and if they had become involved with the
demonstration project more recently.
Both reports (Aday et al., 1988; OTA, 1987) emphasized that family
caregiving at home for the child with a CCC has advantages for the child, family
and society, but there are costs to the family in terms of day-to-day stress and
long term wear and tear. The two reports gave rise to awareness of the need for
deeper understanding of the family experience and became the driving force for
later research. More than two decades later, a number of studies have
contributed to a growing but limited body of knowledge regarding the family
experience of caring for a child with a CCC.
In summarizing what is known and not known about families raising
children with complex continuing care needs, Carnevale and colleagues (2008)
propose that the best interests of families are underacknowledged and ethical
matters inadequately addressed. The benefits of family care at home for children
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with CCCs are emphasized by parents and taken for granted by professionals
and policymakers. However, there are extraordinary challenges and a need for
further understanding of the expectations, constraints, everyday lives, and costs
(social, health, & financial) incurred by caregivers and their families, as well as
the influence of different living contexts (Carnevale et al.).
Providing Home Care for Children with Chronic Conditions:
A Review of the Family Caregiving Experience
A critical review of research-based literature published from 1992 through
May 2012 was conducted to determine the current state of knowledge regarding
the family experience of providing home care for a child with a complex chronic
condition (CCC) in both rural and urban areas.
Studies were selected after (a) searching three electronic databases:
CINAHL, MEDLINE, and PsycINFO, using the keywords medically fragile,
technology dependent, complex chronic conditions, child, family, rural, and
caregiving in various combinations; and (b) examining reference lists of retrieved
studies. Studies were retained for review if they reported original research
relevant to the family experience of caring at home for a child with a CCC. In
addition, studies that were retained described the purpose of the study, the
participants, the study design and methodological approaches, and the major
findings. Opinion-based or review articles and program descriptions were
excluded. Studies that related specifically to the family’s experience (e.g., impact
on family or family stress and coping) were included and were limited to those
focused on caregiving at home, beginning with and following hospital discharge.
21

For example, studies that focused on physical, psychological, or developmental
outcomes for the child---not the caregiving experience---or on the family
experience in neonatal or pediatric intensive care were excluded. In addition,
only studies that included family caregiver perspectives were included. Because
this study is noncategorical and focuses on consequences of caring for children
with a variety of CCCs rather than on specific diagnoses, the studies that were
selected for review also focused on consequences rather than specific
conditions. Because health care systems vary from country to country, only North
American (US and Canadian) studies were included. This critical review of the
literature was limited to primary sources.
Following the selection process, 38 qualifying research articles were
retained for review, as shown in Appendix A. Of the 38 studies described in these
articles, 21 studies were qualitative; 11 were quantitative; and 6 used mixedmethod approaches. The majority of participants in these studies were identified
as adult family members in caregiving roles (parents, primary family caregivers,
caregivers, mothers, fathers, mother and father couples, grandmothers, aunts
and uncles, legal guardians, foster parents) or, less specifically, as “families.” In
addition, one study also included siblings, and three included professionals
(home care nurses, social workers, case managers, teachers, school nurses).
The studies were examined to (a) identify the family caregiving issues addressed
and (b) describe and critique the research approaches used. The types of family
caregiving issues in caring for children with CCCs at home are identified in this
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literature review along with a discussion of the representation of rural families in
these studies.
Family Caregiving Issues in Caring for Children with Complex
Chronic Conditions
Core family caregiving issues related to caring for children with CCCs
identified in the critical review of the literature included (a) impact on family, (b)
family coping, (c) transitions, (d) parent-professional relationships, (e) respite
care, (f) quality of life, (g) school attendance, and (h) parent-family perspectives
of the caregiving experience.
Impact on Family
A wide range of types of impacts on the family were described in the
literature, both negative and positive. In addition to the strain of giving direct care
to the child with a CCC, families were also burdened by the need to coordinate
their child’s care while negotiating with systems of care that were perceived to be
fragmented and unsupportive and by the need to overcome barriers to social
participation for the child and family. In spite of the challenges that were at times
overwhelming, families also experienced growth and contentment.
Increased demands of caregiving were associated with diminished family
well-being (Stephenson, 1999). Family caregivers experienced physical illness
and negative psychosocial impact (Patterson, Leonard, & Titus, 1992);
psychological distress (Leonard, Brust, & Nelson, 1993); giving up material
comforts or opportunities, isolation from family and friends, inability to make and
carry out plans, difficulty finding reliable care for their child, fatigue, financial
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problems, intrafamily and marital strain, and positive effects such as personal
and family growth (Teague et al., 1993); significant financial burden (Miller, Rice,
DeVoe, & Fos, 1998), maternal distress (Miles, Holditch-Davis, Burchinal, &
Nelson, 1999) and depression or depressive symptoms (Fleming et al., 1994;
Kuster & Badr, 2006; Toly, Musil, & Carl, 2012a, 2012b); perceived stigma
(Carnevale, Alexander, Davis, Rennick, & Troini, 2006; Green, 2007); barriers to
social participation (Rehm & Bradley, 2005a, 2005b); role conflict for mothers
who also work outside the home (Green, 2007); and reduced or interrupted
maternal employment and reduced family income (Thyen, Kuhlthau, & Perrin,
1999). Toly and colleagues (2012a, 2012b) found that mothers of technologydependent children were at high risk for clinical depression that can significantly
influence family functioning, and family functioning improved significantly after
their children were no longer technology-dependent.
However, for most of the mothers in Green’s (2007) study, who had
moved beyond the initial trauma of diagnosis, the physical and financial strains of
caregiving were not necessarily accompanied by severe emotional distress and
were associated with significant emotional rewards (e.g., feeling stronger, more
competent, more appreciative of what matters in life, and more deeply connected
to friends and family). Social support may moderate the overwhelming nature of
caregiving and result in less depression (Kuster & Badr, 2006).
Family Coping
Studies indicated the importance of formal and informal family support
systems in families’ ability to continue providing care at home (Ostwald et al.,
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1993; Petr, Murdock, & Chapin, 1995; Youngblut, Brennan, & Swegart, 1994).
Family caregiver strengths viewed as helpful in managing their situations
included the ability to handle emotions, solve problems, connect with their
spirituality, find meaning, take care of themselves, use family support, use
community support, have a positive attitude, be resourceful, meet a challenge,
interact with nature, and focus on the present (Haley & Harrigan, 2004), as well
as a “lack of resistance to what is” (Haley, 2011, p. 16). Cohen (1995) found
living one day at a time to be an important strategy in managing the uncertainty
of childhood chronic illness. Families in Rehm and Bradley’s (2005a) study
searched for social safety and comfort for the child and family by anticipating and
planning; dealing with and overcoming environmental, child-related, and
attitudinal barriers to social participation---becoming defiant and protective when
necessary; and finding social activities that could be enjoyed by all family
members. Protective care, a process of gaining, taking, and maintaining control,
was described by mothers in Judson’s (2004) study. Protective care involved
such actions/strategies as committing to care, watching over, challenging the
system, promoting normalcy, putting life in perspective, and celebrating the
positive aspects of their experience.
Promoting normalcy, or normalization, was also explored by Rehm and
Bradley (2005a, 2005b) and by Toly and colleagues (2012a, 2012b).
Normalization involves the family acknowledging the condition and its impact on
their lives, adopting a normalcy lens in which differences are minimized and
similarities to other children or families are emphasized, engaging in parenting
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behaviors and family routines that are typical of other families, developing a
treatment regimen that allows for normalcy, and having interactions with others
that are based on viewing their child and family as like other children and families
(Deatrick, Knafl, & Murphy-Moore, 1999). However, for families whose children
have extremely complex conditions, such as those who are medically fragile and
developmentally delayed, these normalcy criteria may not fit. Parents may,
instead, see their child and family through a normalcy lens that defines what is
normal for them, rather than what is normal for other children and families (Rehm
& Bradley, 2005b). Also, normalization efforts may be hindered by maternal
depression and poorer functional status of the child (Toly et al., 2012a).
Transitions
Transition points in the trajectory of caring for a child with a CCC that were
described in the studies included taking the child home from the hospital (Allen,
Simone, & Wingenbach, 1994; Cohen, 1999; Judson, 2004), preparation for
school entry (Rehm, 2002), and termination of private duty home nursing care
(Agazio, 1997). These transition points represent critical junctures, periods of
potentially increased family stress and gaps in care due to the need for planning
and preparation, the assumption or transfer of technical care, changing roles and
responsibilities, and changing relationships with and among providers (Cohen,
1999; Perrin, 2002).
Parent-Professional Relationships
Studies revealed both positive and negative aspects of parentprofessional relationships in home care of the medically fragile child. Positive
26

aspects included support to parents and family, genuine caring for the child,
competence and skill of staff, and respectful and collaborative relationships.
Negative aspects were invasion of privacy; unprofessional, inadequately trained
staff; lack of respect for the family; and scheduling problems, cancellations, and
staff turnover (Patterson, Jernell, Leonard, & Titus, 1994). Coffman (1995) found
complex boundary issues between family members and home care nurses.
O’Brien and Wegner (2002) found differing perceptions and conflict between
parents and home care nurses regarding child rearing and discipline for the
medically fragile child. Rehm and Bradley (2005b) found the presence of in-home
services such as skilled nursing care led to disruption and lack of privacy that
made it difficult for the family to develop a treatment regimen that could support
normalization efforts. Foster mothers in Lauver’s (2008) study also expressed
frustration in dealing with home care nurses, citing frequent turnover, a shortage
of available nurses, and needing to train nurses to care for the child.
Respite Care
Respite services provide in-home, short-term relief from caregiving
responsibilities for primary caregivers (Sherman, 1995). In a pre-post evaluation
of a pediatric respite care program, Sherman found home-based respite care
provided by registered nurses had positive effects on family stress and quality of
life, such as a reduction in somatic complaints by primary caregivers, lower
sibling strain, and a trend toward a decreased number of hospitalization days for
the children. However, use of respite care also presented challenges to parents.
In a descriptive pre-post evaluation (Valkenier, Hayes, & McElheren, 2002),
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mother’s described a process of learning to manage the system that was
necessary to establish effective working relationships and to manage effectively
within the constraints of inflexible rules that determined eligibility and the number
of hours of respite care. In both studies, the needs for respite care exceeded its
availability. Foster parents of children with complex medical needs in Lauver’s
(2008) study found they were on their own in finding respite providers who would
be qualified, knowledgeable, and willing.
Quality of Life
Baumgardner and Burtea (1998) explored perceptions of quality of life
issues among families and health care workers. Quality of life for the child
(defined within the family and dependent upon availability of services) was
viewed as the child’s stable or improving physical comfort and function, and
integration into the family and community. Family quality of life (not defined)
varied among families, depended upon the child’s health status, and was
influenced by multiple factors: physical and mental anguish; constraints and
inhibitions of normal family functions, growth and activities; isolation; and positive
impacts such as personal growth. Also important in their study were discussions
of (a) ethical issues surrounding communication with professionals about
expectations for the child’s quality of life and initiation or continuation of
technological life support, (b) the importance of home health care nursing for
acceptable quality of life, and (c) potential Medicaid cuts to services considered
essential to family quality of life.
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Carnevale and colleagues (2006) explored moral dimensions (phenomena
considered right or wrong by study participants) in the individual experiences of
the ventilator-assisted child, siblings, and parents, and in everyday life for the
family as a whole. Themes were (a) confronting parental responsibility, described
as stressful and sometimes overwhelming; (b) seeking normality, which involved
“striving for stability” (p. e49); (c) conflicting social values, in which they felt their
child’s life was not valued in the community; (d) living in isolation with need for
respite; (e) What about the voice of the child? in which the children and siblings
were, for the most part, silent about their experience; and (f) questioning the
moral order, in which some perceived their situation as unfair but one that
deserved their best effort. The overarching phenomenon was daily living with
distress and enrichment, a tension that was complex and persistent. An
important finding was that families who had chosen to keep their children alive
with mechanical ventilation believed they had no other choice.
School Attendance
Parents who provide care at home for their children who are medically
fragile must also invest considerable time and energy in negotiating and
advocating for their child in the school setting. Two studies focused on issues
related to school attendance for the child. Creating a safe and appropriate school
environment was a learning process that involved negotiations and advocacy,
persistence, frustration, and careful monitoring (Rehm, 2002). Benefits of school
attendance included education, skill attainment, and socialization for the child,
and respite for the families; risks included safety and proper care for the child,
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protection from infection, and social risks such as stigma and isolation (Rehm &
Rohr, 2002). School attendance for the child had a profound influence on
normalization for the family.
Parent/Family Caregiver Perspectives of the Caregiving Experience
Family caregivers described the experience and meaning of caring for a
medically fragile child in the home. Wilson, Morse, and Penrod (1998) developed
the model of absolute involvement to represent mothers’ devotion to caring for
their child and family. Families in O’Brien’s (2001) study characterized the
change and unpredictability of their experiences as living in a house of cards.
The central theme in Alexander, Rennick, Carnevale, and Davis’ (2002) study,
struggling daily, described the continuous cyclical process of caring for a
medically fragile child at home. Tommet (2003) described patterns in the family
health experience of living with a medically fragile child: common sequential
patterns of living in uncertainty followed by order in chaos, and common
dimensions of family life, including isolation from family and friends; evolving
relationships with healthcare providers; developing mutually supportive
relationships; changes in space, time, and movement; interaction with
bureaucracy; personal growth and family strengths; and decision-making.
In a phenomenological study of the experience of parenting foster children
with chronic illness and complex medical needs (Lauver, 2008), foster parents
described their experience as life-changing, involving being committed to the
child, coming to know the child’s needs, and identifying effective and ineffective
interventions through daily living with the child. These participants grieved
30

intensely the loss of each child through relinquishment to other caregivers or
through death and expressed feeling guilty when they had requested another
arrangement for the child because of the complexity of care. Relinquishment was
“an emotional roller coaster” (Lauver, p. 88), and the death of a foster child was
“an excruciatingly painful experience” (p. 89).
Representation of Rural Families
Clearly, the studies reviewed here highlight the complexity of family
caregiving for children with CCCs, but rural families were underrepresented. Of
the 38 studies reviewed, 28 (74%) did not report geographic location. Two
studies (5%) specified urban samples (Sherman, 1995; Tommet, 2003), while
samples in eight studies (21%) were mixed urban/suburban/rural (Agazio, 1997;
Fleming et al., 1994; Leonard et al., 1993; O’Brien, 2001; Ostwald et al., 1993;
Rehm, 2002; Rehm & Rohr, 2002; Teague et al., 1993). None of the studies
focused exclusively on rural families of children with CCCs.
The eight studies that included rural families were published in the first
decade of this 20-year review; however, none published in the second decade of
the review specified that rural families were included. Geographic location of
participants is a key variable to consider in future studies.
Although rural families were represented in eight of the studies, there was
no examination of their unique experience or statistical comparison of rural and
urban families on variables that were measured. In some studies that included
rural families, the rural context was considered in only a subcomponent of the
study. For example, Rehm (2002) and Rehm and Rohr (2002) included both
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urban and rural families in in-home interviews, but site visits to schools were
conducted only in an urban school district. Alexander and colleagues (2002)
interviewed those families who lived more than 50 kilometers (31 miles) from the
pediatric hospital when their child was hospitalized; thus, those families were not
interviewed and observed in their natural setting, as were the other participant
families. Similarly, Kuster and Badr (2006) interviewed mothers in their homes
when the family lived within two hours driving distance; those who lived more
than two hours away were interviewed by telephone. Limitations such as these
were most likely related to financial and time constraints faced by the
researchers. Clearly, there is a need for research that specifically examines the
experience of rural families caring for children with CCCs.
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CHAPTER III: METHOD
Conceptual Framework
Integration of principles of family-centered care (Hutchins & McPherson,
1991; USDHHS, 2005) and Bronfenbrenner’s (1979) ecological model formed the
conceptual framework for this study and provided a lens for viewing the family in
context and in relation to health care resources. This integrated framework
sensitized the investigator to multiple factors that may influence the family’s
ability to manage the care of their child with a complex chronic condition (CCC).
The conceptual framework has also been useful to the investigator in identifying
barriers experienced by urban American Indian family caregivers in managing
childhood asthma (Rose & Garwick, 2003).
Principles of Family-Centered Care
Although there is not yet a consensus definition for family-centered care
(FCC), there is agreement among several key national groups (e.g., Maternal
and Child Health Bureau [MCHB], Family Voices, the American Academy of
Pediatrics, and the Institute for Patient- and Family-Centered Care) on the these
general principles of FCC: information sharing, respect and honoring differences,
partnership and collaboration, negotiation, and care in context of family and
community (Kuo et al., 2012). The MCHB definition and principles, revised in
2005, are presented here (USDHHS, 2005):
Definition of family-centered care. Family-centered care assures the
health and well-being of children and their families through a respectful
family-professional partnership. It honors the strengths, cultures, traditions
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and expertise that everyone brings to this relationship. Family-centered
care is the standard of practice which results in high quality services.
Principles of family-centered care for children. The foundation of
family-centered care is the partnership between families and
professionals. Key to this partnership are the following principles:
•

Families and professionals work together in the best interest of
the child and the family. As the child grows, s/he assumes a
partnership role.

•

Everyone respects the skills and expertise brought to the
relationship.

•

Trust is acknowledged and fundamental.

•

Communication and information sharing are open and objective.

•

Participants make decisions together.

•

There is a willingness to negotiate.

Activities that characterize family-centered care. Based on this
partnership, family-centered care:
•

Acknowledges the family as the constant in a child’s life.

•

Builds on family strengths.

•

Supports the child in learning about and participating in his/her
care and decision-making.

•

Honors cultural diversity and family traditions.

•

Recognizes the importance of community-based services.

•

Promotes an individual and developmental approach.

•

Encourages family-to-family and peer support.

•

Supports youth as they transition to adulthood.

•

Develops policies, practices, and systems that are familyfriendly and family-centered in all settings.

•

Celebrates successes.
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Numerous studies have demonstrated the association of FCC with
positive outcomes for CSHCN and their families. For example, in a systematic
review of 24 studies of FCC for CSHCN focusing on family-provider partnership
(Kuhlthau et al., 2011), FCC was positively associated with improvements in
efficient use of services, health status, satisfaction, access to care,
communication, systems of care, family functioning, and family impact/cost.
Similarly, Kuo, Bird, and Tilford (2011) found positive associations between FCC
and reduced family burden, stable child health, and reduced emergency room
visits for CSHCN. In another study, Kuo, Frick, and Minkovitz (2011) found that
FCC was associated with fewer unmet health care needs among CSHCN.
Raphael, Mei, Brousseau, & Giordano (2011) found an association between lowquality family-centeredness and higher rates of subsequent nonurgent
emergency room visits and hospitalization among CSHCN.
For this study with rural family caregivers of children with CCCs, principles
of FCC supported the investigator’s view of, and respect for, the participants as
experts in the care of their children. In addition, principles of FCC sensitized the
investigator to a range of factors related to quality of care across service systems
that could influence both the participants’ ability to manage the challenges of
caregiving and the outcomes for both child and family.
The Ecological Model
In the ecological model (Bronfenbrenner, 1979), all spheres of the child’s
environment (e.g., family, school, and community) and their relationships with the
child and with one another influence the child’s health and development. This
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perspective is particularly useful in health-related research with children and
families because it recognizes, at several levels, the contexts in which health and
illness exist. The ecological model goes beyond the child’s proximal
environment, such as the family unit, to include more distal, contextual
influences, such as health care systems and health policy. The emphasis, then,
is on family, community, and societal factors as they influence the child’s health.
These factors may be personal/individual factors; socioeconomic status;
characteristics of family, work, and school; cultural norms; and social, political,
economic, and historical influences; thus, health is recognized as a
biopsychosocial phenomenon, and multidisciplinary approaches to its
understanding are encouraged (Grzywacz & Fuqua, 2000).
The child’s environment includes nested systems: (a) the innermost
microsystem, consisting of parent and child; (b) the mesosystem, consisting of a
group of microsystems, such as the parent and/or child participating in work
environment, day care and/or school; (c) the exosystem, consisting of settings
that do not involve active participation of parent or child but have influence on
parenting, such as school boards, city councils, or neighborhood associations,
and (d) the macrosystem, which consists of patterns that exist at a cultural or
societal level and reflect ideology, belief systems, and lifestyles (Reifsnider,
Gallagher, & Forgione, 2005). “Analogous to Russian nesting dolls, children with
disabilities do not live in isolation but are embraced by their parents, who function
within family units, which are, in turn, nested in communities and, ultimately, in
local and national health care systems” (Murphy, Carbone, & Council on Children
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with Disabilities, 2011, p. 799). The health and well-being of children with
disabilities and their families are optimized when there are partnerships involving
all levels or spheres of influence (Murphy et al.).
The ecological model has been applied, alone or in combination with other
models, to a broad range of topics in family health-related research, including
health disparities in low-income families (Reifsnider et al., 2005), adolescent
sexuality (Chapman & Werner-Wilson, 2008; Pilgrim & Blum, 2012), adolescent
pregnancy and parenting (Corcoran, Franklin, & Bennett, 2000), domestic
violence (Leal & Brackley, 2004), adult women and contraceptive use (Ayoola,
Nettleman, & Brewer, 2007), breastfeeding in an Ojibwe community (Dodgson,
Duckett, Garwick, & Graham, 2002), and adolescent illicit drug abuse (Yu &
Stiffman, 2010).
For this study, the ecological model sensitized the investigator to potential
influences on rural family caregiving for children with CCCs, existing at all levels:
microsystem, mesosystem, exosystem, and macrosystem. Therefore, the
caregiver/child relationship, family environment, neighborhood, school and work
environments, rural community, rural culture, community resources, local and
regional health care systems, prevailing political and economic climate, and
health policy were of interest as primary family caregivers shared their
experiences of managing caregiving for their children with CCCs at home in a
rural setting.
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Research Design
Rationale for a Qualitative Approach
Although there is a significant and growing literature on families caring for
children with CCCs, rural families are underrepresented. Thus, little is known
about how rural family caregivers manage caregiving for children with CCCs.
Given the lack of research and the state of the science on rural family caregivers
of children with CCCs, an exploratory design, using qualitative methods, was
selected. Exploratory designs are used to describe or explain a phenomenon of
interest, using qualitative field studies, small purposive samples, in-depth
interviewing, and inductive analysis, and are purposefully flexible. Two
assumptions underlie exploratory designs (Brink, 1998):
•

The topic has not previously been studied or explored or has not been
studied from the point of view of the participant or informant.

•

The sample has personal experience in, or knowledge about, the topic.
(p. 316)

Selection of Grounded Theory as Research Design
Grounded theory was the qualitative design selected for this study. The
term grounded theory refers to both the product (the theory grounded in data)
and the method (the inductive process of collecting and analyzing data to
develop the emerging theory). Grounded theory was initially developed by Glaser
and Strauss (1967) and further elaborated by Glaser (1978) (and in numerous
other publications over nearly four decades) as a method for discovering theory
from data. Grounded theory has its origins in sociology and the interpretive
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tradition of symbolic interactionism (Blumer, 1969) which is based on three
fundamental premises:
1. Human beings act toward things on the basis of the meanings that the
things have for them.
2. The meaning of things arises out of the social interaction one has with
one’s fellows.
3. The meanings of things are handled in and modified through an
interpretative process used by the person in dealing with the things he
or she encounters. (Patton, 2002, p. 112).
Symbolic interactionism is inherent in grounded theory research as the
researcher seeks “a parsimonious, evocative construction that illuminates and
explains the actions and interactions of participants as they manage the basic
social problem” (Milliken & Schreiber, 2001, p. 188) or the problematic situation
in their lives. Schreiber and Stern (2001) maintain that grounded theory is the
method of choice for learning how people manage their lives in the context of
health challenges and is ideally suited to nursing inquiry. Grounded theory has
been used extensively in research as a method to understand how people
manage chronic illness (Charmaz, 1990; Corbin, 1998; Corbin & Strauss, 1992;
Ingram & Hutchinson, 2000; McNeill, 2004; Rempel & Harrison, 2007; Wilson,
Hutchinson, & Holzemer, 2002).
What is key in this process is learning the ways that people understand
and deal with what is happening to them over time. Grounded theory was
designed to reveal the human characteristic of change in response to (or
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anticipation of) various life circumstances. It is particularly useful for
research in situations that have not been previously studied, where
existing research has left major gaps, and where a new perspective might
be desirable for nursing intervention (Schreiber & Stern, 2001, p. xvii).
Grounded theory methods are most commonly used to develop
substantive theory (e.g., focusing on specific social processes such as how
people manage chronic illness), but may also be used to develop formal theories
for more general, conceptual areas of inquiry such as stigma, suffering, or
caregiving. Both are grounded in qualitative data. Grounded theory is based on
the systematic, constant comparative process of data collection, analysis, and
interpretation, as theory is built from the ground up---from the data---rather than
from abstract concepts based on preexisting theory or what the researcher
thinks. The method is characterized by theoretical sampling (data collection
based on concepts from the evolving theory), systematic coding to generate
concepts and a central category, and integrating and refining the theory through
selective coding (Strauss & Corbin, 1998).
Strengths and Weaknesses of the Design
The strengths of grounded theory lie in its explicit analytic guidelines for
conceptualizing the data and elaborating categories, in the closeness of the
resulting theoretical explanation to the data, and in its history of use as a method
for understanding how people experience and manage chronic illness. Potential
weaknesses arise not from the method itself, but from how it is used, such as
premature commitment to conceptual categories and lack of depth in their
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development. Both may result from inadequate exploration of the issues, events,
and meanings of the participants’ lives, as well as from failure to simultaneously
collect, code, and categorize data (Charmaz, 1990).
Research Question
In grounded theory research, the research question identifies the
phenomenon of interest that will be studied and is necessarily broad. The
research question initially gives focus to the study and may change or be refined
as the study progresses, depending on the data generated (Speziale &
Carpenter, 2003). The research question for this study is: How do rural families
manage caregiving for their children with complex chronic conditions?
Definitions
Family.
For this study, which focuses on families with children, the definition of
family is adapted from Miller (2001). A family has the following characteristics:
•

At least two people living together

•

At least two generations, with at least one person 18 years of age or
below.

•

Members view themselves as family and rely on one another
economically, socially, psychologically, and emotionally. ( p. 24)

Complex chronic condition (CCC).
A complex chronic condition (CCC) is defined as a chronic health
condition that has lasted at least one year, requires complex care such as a
medical device to compensate for the loss of a vital body function and/or at least
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two hours of nursing care per day (provided by a professional, parent, or other
lay caregiver) to avert death or further disability, and requires a wide range of
medical, social, mental health, and educational services.
Data Collection Methods
Setting.
Primary family caregivers were recruited from a thirteen-county rural area
in northwestern Minnesota. All of the counties in the study region were
designated Health Professional Shortage Areas and/or Medically Underserved
Areas/Medically Underserved Populations (Minnesota Department of Health,
n.d.).
Eleven of the thirteen counties were designated frontier counties (National
Center for Frontier Communities, 2009). For those eleven counties, population
density ranged from 3.5 to 19.9 persons per square mile, compared to 61.8 for
the state as a whole. Determination of frontier status was based on 2000 census
data; use of the Consensus Definition Matrix established in 1998 (National
Center for Frontier Communities, 2007), a scoring matrix that accounts for
population density, distance in miles and travel time in minutes from a marketservice area (remoteness); and consultation with State Offices of Rural Health.
The consensus definition, which requires a minimum of 55 of 105 possible points
on the Matrix to qualify for frontier designation, has been formally adopted by the
National Rural Health Association and the Western Governors’ Association and
has been used by the National Institute of Mental Health to address frontier
mental health.
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Compared to the state as a whole, poverty is high in the study region.
According to 2004 data (Children’s Defense Fund Minnesota, 2007), the percent
of children living in poverty (less than 100% of the federal poverty guideline) was
11% for the state. County data from the same report indicate that the percent of
children living in poverty in the thirteen-county study region ranged from 7% to
23%, with twelve of the thirteen counties ranking at or above the state average
for children living in poverty. Five years later, based on 2009 data (Annie E.
Casey Foundation, 2012), the percent of children living in poverty had increased
to 13.9% for the state, and for the thirteen-county study region the range was
from 10.7% to 35%, with eleven of the thirteen counties ranking above the state
average. Two counties in the study area have the highest and second highest
percent of children in poverty in the state, and a third county in the study area
ranks fourth highest for percent of children in poverty.
Recruitment.
With families of children with CCCs living throughout the thirteen-county
study area and receiving health care in a variety of locations within and outside the
region, recruitment was a challenge in planning the research. Recruitment
strategies were planned in collaboration with the Minnesota Department of Health,
Minnesota Children & Youth with Special Health Needs (MCYSHN) district
consultant for the northwest region of the state. MCYSHN’s vision is “ongoing
improvement of community-based systems serving children and youth with special
health care needs and their families” (Minnesota Department of Health, 2010b). At
the time of recruitment, MCYSHN district consultants, located throughout the state,
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worked in community partnerships to assure access to and quality of services for
CSHCN and their families, and they connected children and families with needed
services. The MCYSHN district consultant for the northwest region, a social
worker, offered to assist the investigator in gaining access to families of children
with CCCs. She had knowledge of families receiving MCYSHN services, and she
also met regularly with multidisciplinary professionals from across the region who
provided care and/or services to families of CSHCN and could assist with
recruitment.
Purposeful sampling was used to select primary family caregivers based on
their experience with caring for children with CCCs at home. Inclusion criteria
required each participant to (a) be an adult identified by the family as the primary
family caregiver (providing at least 50% of the care) for a child under the age of
nineteen years living at home who had a chronic health condition that had lasted
at least one year and required complex care such as a medical device to
compensate for the loss of a vital body function and/or at least two hours of
nursing care per day (provided by a professional, parent, or other lay caregiver) to
avert death or further disability; (b) reside in one of the thirteen counties of the
study area while caring for their child at home; (c) need to travel over 50 miles or
one hour each way to access some or all of the health services their child
required; (d) speak English; and (e) have a telephone.
Primary family caregivers were the participants because they were
considered to be the family members most concerned with providing direct care,
making decisions, solving problems, and accessing and coordinating medical care
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and support services. As key informants regarding the family’s experience, these
primary caregivers were the unit of analysis. Their stories of caregiving would
reflect their views of their own and their families’ experiences. Whole family
interviewing, an approach in which the views of all family members are sought,
presents particular methodological challenges related to recruitment, consent and
coercion, confidentiality, rapport, privacy, and feeling safe (Neill, 2007; Rosenblatt
& Fischer, 1993) and was not considered to be suitable for this study.
After approval for the study was obtained from the University of Minnesota
Institutional Review Board (IRB) (Appendix B) and the Minnesota Department of
Health (Appendix C), a pilot interview was conducted with one primary family
caregiver who was a mother of a child with a complex chronic condition who
agreed to provide feedback on the content of the consent form and interview
guide. Because this individual was a student in her final semester in the program
in which the investigator was teaching, permission was also obtained from the
academic dean who chaired the human subjects review committee at that
university. At the time of the interview, the student had completed all required
courses that were taught by the investigator, thus avoiding any conflict of interest
for either the investigator or the student. Following the pilot interview, one
recommended revision to a statement in the Risk section of the consent form
was submitted to the University of Minnesota IRB and approved.
After IRB approval of the consent form revision was granted, recruitment
began. Flyers (Appendix D) with letters of explanation (Appendix E) were
distributed by the investigator and the MCYSHN district consultant, by mail and in
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person, to community leaders in public health and home care agencies and
family advocacy groups, and to school nurses and early intervention providers
who then distributed the flyers to potential participants and/or placed flyers in key
community locations. The flyers invited interested persons to initiate telephone
contact with the investigator. No names of potential participants were given to the
investigator by the individuals who distributed the flyers. Interested primary family
caregivers contacted the investigator by telephone. Using a written telephone
script (Appendix F), the investigator explained the study and informed consent
process and verified that participants met the inclusion criteria.
Interviews.
Interviews were then scheduled to take place in participants’ homes or an
alternative location of their choice. All but one participant chose to be interviewed
in their own homes; one chose to be interviewed in a private office at her work
place. Of eleven interested persons who contacted the investigator over a threemonth period, nine met the inclusion criteria; however, one cancelled the
interview after it had been scheduled and stated that it was not a good time for
her to be interviewed. Interviews were conducted with primary family caregivers
from eight families. Participants were interviewed in their communities in four
counties of the thirteen county study area, with the investigator traveling between
10 and 276 miles for each interview (average 78.5 miles per interview, total 628
miles for 8 interviews).
Prior to the beginning of each interview, background information and
informed consent were obtained. The background information form (Appendix G)
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requested information about the child’s condition, primary caregiver and family
demographic information, and travel related to the child’s condition. The written
consent form (Appendix H) explained the study and provided participants with a
list of resources and related contact information for families of children with
special health care needs. Participants were given a copy of the consent form to
keep. Semi-structured interviews using an interview guide (Appendix I) focused
on participants’ experiences caring for their children in their homes and
communities. Interviews lasted from one to two hours and were audiotaped. At
the conclusion of the interviews, participants were given a $25 incentive. After
leaving the interview setting, the investigator wrote or tape recorded field notes
focusing on (a) impressions and highlights of the interview, or what “stood out”
for the investigator, and/or (b) content shared by the participant as the
investigator was preparing to leave that had not been recorded but seemed
particularly relevant to the participant’s caregiving experience.
Reflexivity.
Reflexivity is “the researcher’s scrutiny of his or her research experience,
decisions, and interpretations in ways that bring the researcher into the process
and allow the reader to assess how and to what extent the researcher’s interests,
positions, and assumptions influenced inquiry. A reflexive stance informs how the
researcher conducts his or her research, relates to the research participants, and
represents them in written reports” (Charmaz, 2006, p. 188). In keeping with a
constructivist perspective (Charmaz, 2000, 2006), I recognized that I was a part
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of the research process, not separate from it, and that analysis of data was
influenced by my interpretations.
I reflected on my own personal experiences, biases, expectations, and
assumptions throughout the research process. As a long time resident of the
rural region where the study was conducted, I am aware of many of the
challenges of rural life in northern Minnesota. I am, to some extent, an insider
(Myers, 1998). My childhood was spent on a dairy farm in the Midwest; the early
years of my education were in a one-room country school that my father attended
before me. My background gives me an awareness and appreciation of rural
values and ways of being. In addition, I unexpectedly became a primary family
caregiver for an extended period of time during the research process for this
study, and in that role I experienced many challenges and rewards of caregiving.
Some of the challenges were related to the lack of resources in our community
and living a significant distance from the tertiary care center, with necessary
travel and extended absences from home and work.
These experiences could have a sensitizing effect, making me more
attuned to participants and their experiences. However, my own experiences
could also lead me to make assumptions about the nature of participants’ lives;
therefore, it was necessary for me to set aside those assumptions and be open
to the unexpected throughout the research process.
Because of my professional role as a nurse educator, I might have been
tempted or asked to offer advice to participants. In anticipation of this form of
potential role strain (nurse vs. researcher/interviewer), I viewed the participants
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as experts in the care of their children who were participating in the research to
teach me about their unique experiences. That perspective tempered any
inclination on my part to offer advice, and none of the participants asked for my
advice.
Throughout analysis, development of a theoretical model, and writing the
results, I regularly went back to the interviews to confirm that my interpretations
were grounded in the data. In addition, I used the grounded theory method of
writing memos (Corbin & Strauss, 2008) during analysis to track and reflect on
my thoughts about concepts emerging from the data and their relationships. The
act of writing memos required me to think about the data rather than being
influenced by a priori assumptions I may have had.
Analysis of Data
Audiotaped interviews were transcribed verbatim, yielding 317 pages of
transcribed interviews. The investigator listened to each audiotape multiple times
with different intentions: (a) initially, to review each interview to identify highlights,
or what stood out; (b) after each was transcribed, to correct any errors made
during transcription; and (c) later, after a delay in the analysis phase of the
research, to revisit the interviews and review the essential nature of each.
Similarly, each transcribed interview was read multiple times, in whole or in part,
during analysis. The transcribed interviews were identified by alphabetical codes
(Family A through Family H) with no personal names used. Audiotapes were kept
in a locked cabinet and were destroyed upon completion of the research.
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NVivo 2 (2002) qualitative data analysis software was used to assist the
investigator with the organization and analysis of data, using tools that qualitative
software provides (e.g., storing transcribed interviews and field notes, coding
segments of data, search and retrieval of text segments, data linking [clustering],
memoing, and data display) (Weitzman, 2000). The analytic strategy was based
on coding procedures described by Strauss and Corbin (1998) and Corbin and
Strauss (2008). First, using open coding, transcripts were read line-by-line to
identify concepts (labeled phenomena that represented events or
actions/interactions that were significant in the data). Concepts were then
grouped into more abstract explanatory terms or categories (e.g., family
caregiving challenges, management strategies, and intervening conditions).
Categories and subcategories were then developed in terms of their properties
(e.g., types of management strategies) and dimensions (e.g., examples of each
type of strategy). Next, using axial coding, categories and subcategories were
organized to form explanations about phenomena (in this case, the phenomenon
of rural family caregiving for children with CCCs), identifying and integrating the
conditions (challenges), intervening conditions, actions/interactions
(management strategies), and consequences (family outcome). Concepts,
categories, and their relationships were validated and further elaborated by
comparing incident to incident in the data (constant comparison). During
selective coding, the theoretical model evolved. Categories were refined,
relational statements were made, and the central category (managing with limited
resources) to which all other categories relate was identified. Throughout the
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analytic process, memo writing reflected the investigator’s thinking and reasoning
as open, axial, and selective coding proceeded and the theoretical model took
form. Multiple revisions and refinement occurred with every step.
Theoretical sampling.
An important feature of grounded theory is theoretical sampling, an
approach to data collection that involves collecting data from places, people, and
events with the intention of developing concepts in terms of their properties and
dimensions and discovering how those concepts vary under different conditions
(Corbin & Strauss, 2008). The researcher gradually moves from purposeful to
theoretical sampling during simultaneous data collection and analysis as
concepts are developed. Theoretical sampling involves strategies to develop
categories by seeking further information or clarification for emerging categories.
Theoretical sampling may involve selecting participants with a particular
experience based on the evolving theory, but this strategy is not always feasible,
particularly in sparsely populated areas and with relatively uncommon situations,
such as family caregiving for children with CCCs. Other strategies involve going
back to participants for further interviewing, asking questions in subsequent
interviews with other participants to explore issues that have arisen, going back
to interview data to further develop a concept, and going to other documents for
further understanding. For example, after working with agencies that provided
personal care attendants (PCAs) emerged in the first interview as a significant
source of stress for one family caregiver, the investigator explored concerns
related to use of PCAs in subsequent interviews with other participants to
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elaborate the concept. In addition, the investigator followed media and advocacy
organization reports of legislative actions affecting funding and availability of
PCAs and served on a county health and human services committee concerned
with contracts with PCA agencies. While the interviews with participants provided
sufficient data to develop the concept (family caregiving challenge) of relying on
PCAs, the media updates and committee involvement provided further
understanding of the issues affecting families.
Theoretical sampling is flexible and responsive to emerging concepts;
thus, it is not always possible to accurately predict the sample characteristics
prior to initiation of the study (Corbin & Strauss, 2008). In another example of
theoretical sampling, it became apparent during recruitment that more of the
family caregivers in the sample were caring for younger children (<10 years of
age) than for older children, and more were caring for children with
neurodevelopment disabilities and neurobehavioral disorders than for children
with severe functional limitations. Thus, the investigator considered strategies for
obtaining a broader representation in the sample families, with the intention of
reaching more depth and variation in concept development.
A school nurse then contacted the investigator about a potential
participant, a mother of a technology-dependent child with severe functional
limitations and extensive care needs. The school nurse thought that this mother
would be a source of rich information, based on her years of experience as a
primary family caregiver and her involvement with multiple systems of care
and/or service. However, the child was 18 years old, and the inclusion criteria
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stated that the child had to be under the age of 18. At that point, the investigator
submitted a request for IRB approval to extend the upper age limit of participants’
children with CCCs to 19 years. Approval was granted, and this mother was then
recruited into the study.
During analysis, it became apparent that this participant would be
considered a negative case, a participant who did not respond in the anticipated
way and whose reactions to particular phenomena were opposite to the majority
of participants’ reactions (Morse, 2007). Her case was integrated into the
emerging concepts, giving them greater depth and variation.
Theoretical sufficiency.
For this study, the investigator claims to have achieved theoretical
sufficiency, i.e., to have sufficient data to develop the categories and their
properties. Dey (1999) describes theoretical sufficiency as “the stage at which
categories seem to cope adequately with new data without requiring continual
extensions and modifications” (p. 117). With theoretical sufficiency the
researcher claims to have categories that are suggested by data but stops short
of claiming theoretical saturation, defined by Charmaz (2006) as “the point at
which gathering more data about a theoretical category reveals no new
properties nor yields any further theoretical insights about the emerging
grounded theory” (p. 189). In practice, one samples until categories are
saturated, and saturation is more important than sample size. But theoretical
saturation is problematic; the researcher may assume categories are saturated
when they are not. Moreover, elaboration of categories may be
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counterproductive when refinement and clarity are also desirable (Dey, 2007).
Dey (1999) proposes that the investigator can only conjecture that all the
categories and their properties are saturated; he suggests that saturation may
not be a legitimate claim, that one cannot know without a doubt that further
sampling will produce no new properties or insights. Therefore, theoretical
sufficiency is an acceptable, more realistic claim.
Criteria for Evaluation of Trustworthiness
Numerous criteria have been put forth for evaluating qualitative research.
Lincoln and Guba (1985) propose four criteria for trustworthiness in qualitative
research: credibility, transferability, dependability, and confirmability.
Trustworthiness establishes that a study is “worthy of confidence” (p. 328).
Credibility.
Credibility is the likelihood that the findings and interpretations are
credible, believable, or convincing. Research strategies contributing to credibility
in this study include prolonged engagement, regular debriefing, persistent
observation, and negative case analysis. Although it was not possible to have
prolonged engagement with the participants, the investigator has had prolonged
immersion in the rural context, as described previously, as well as professional
immersion in family health nursing, making it more likely that the rural and family
caregiving contexts were understood. Debriefing occurred through regular
discussions of the process and results of analysis with the investigator’s
dissertation advisor, a doctorally-prepared qualitative researcher who has expert
knowledge of both the substantive area (family caregiving for children with
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CCCs) and the methodology (grounded theory). Persistent observation, the
identification of the most relevant aspects of a situation and focusing on them in
detail, was applied by the investigator in the field (during interviews) and during
coding and constant comparison of data. Negative case analysis (described in
the discussion of theoretical sampling) was included in concept development.
Transferability.
Transferability, the extent to which findings have applicability in other
contexts, is aided by the use of thick description, in which the context or situation
is described with a wide range of information and with enough relevant detail and
depth that readers or potential users of the information feel as if they were
present in the situation or that it has relevance for them. The rural setting was
described extensively. To the extent possible, and in reference to particular
situations, thick description was provided in writing the results of analysis.
Dependability.
Dependability is the acceptability of the process of inquiry, and an audit
trail is a key strategy to assure that the process is sound. For this study, the
research process was described in detail, and an extensive audit trail was kept,
consisting of recorded and transcribed interviews; field notes; evolving codes and
categories; memos; diagrams; records of e-mail, phone, and in-person
consultations with the investigator’s dissertation advisor and with the MCYSHN
district consultant; recruitment activities; demographic data; printed materials
(forms, letters, flyers, etc.) used in recruitment and data collection; relevant
materials from the media (e.g., descriptions of legislation affecting PCA funding
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for resources for families), and notes from a local town hall forum in which family
members testified to legislators on the ways in which funding changes (increased
parental fees for waivered services) had affected their families.
Confirmability.
Confirmability is the acceptability of the product of inquiry (the data,
findings, interpretations, and recommendations). The audit trail described above
to establish dependability also establishes that the findings are grounded in the
data rather than in the investigator’s biases or assumptions. Thomas and Magilvy
(2011) maintain that reflexivity also contributes to confirmability; the investigator’s
reflexive stance was described earlier.
Summary
The qualitative research methods described in this chapter were informed
by the grounded theory approaches of Strauss and Corbin (1998) and Corbin
and Strauss (2008), with additional understandings drawn from the works of
Charmaz (2006) and other writers. Semi-structured interviews were conducted
with rural primary family caregivers of children with CCCs in a thirteen-county
area of northwestern Minnesota, an area characterized by sparse population,
significant distance from specialists, lack of community-based resources, low
income families, and medically underserved/health professional shortage areas.
Analysis of transcribed interviews resulted in conceptual categories describing
family caregiving challenges, management strategies, intervening conditions, and
family level outcome, as well as a theoretical model of rural family caregiving for
children with CCCs. These results will be described in Chapter IV.
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CHAPTER IV: RESULTS
Introduction
The aims of this grounded theory study were to (a) identify and describe
how rural families manage caregiving for children with complex chronic
conditions and (b) develop a theoretical model of rural family caregiving for
children with complex chronic conditions. Participants described numerous
challenges as well as strategies they discovered to manage caregiving with
limited external resources in a rural setting. The theoretical model, Managing with
Limited Resources: Rural Family Caregiving for Children with Complex Chronic
Conditions, was developed from their stories (Figure 1). Based on the Strauss
and Corbin (1998) approach to grounded theory development and on the lens
provided by integration of the principles of family-centered care (Hutchins &
McPherson, 1991) and Bronfenbrenner’s (1979) ecological model, the model
incorporates the family caregiving challenges (causal conditions), intervening
conditions, family caregivers’ management (action/interaction) strategies, and the
family level outcome (consequence).
Description of Participants
Nine family caregivers (seven mothers, one aunt, and one father) from
eight families of eleven children with CCCs were each interviewed once during a
four-month period in 2005. (See Table 1 for family characteristics.) The families
resided in four rural counties within the study area. Based on the 2000 census
(US Census Bureau, 2012), the population of their communities ranged from 145
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Figure 1
Managing with Limited Resources:
Rural Family Caregiving for Children with Complex Chronic Conditions

Family Caregiving Challenges
(Family, School, Health Care
System, Rural Community, Society)

Management Strategies
Child-focused
• Integrating the children into
their communities
• Advocating for their children
• Emphasizing their children’s
strengths

• Making difficult transitions
• Needing information
• Lacking anonymity
• Feeling criticized
• Needing mental health services
• Negotiating with gatekeepers
• Relying on PCAs and respite care
• Traveling for specialty care

Family-focused
• Mobilizing the family
• Normalizing family life
• Connecting with other families
• Finding/keeping a sense of
place
• Self-regulating travel to
providers

Intervening Conditions

Cognitive/Emotional
• Framing/reframing their
situations
• Being grateful for support

• Nature of child’s
condition(s)
• Caregiver characteristics
• Having an advocate
outside the family

Family Level
Outcome
• Maintaining family
integrity
•
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Table 1
Family Characteristics
Age at
Dx
Child 1

Age at
Dx
Child
2

Child
1
Age

Child 2
Age

Dx
Child 1

Dx
Child 2

Family
members
living at
home

Family A

One
day

6
weeks

11
years

13
years

Rare genetic
syndrome

Rare genetic
syndrome

4

Family B

2
years

NA

15
years

NA

Rare genetic
syndrome

NA

6

Family
C

Birth

NA

9
years

NA

Down syndrome
with ventricular
septal defect

NA

5

Family
D

3
years

NA

4 yrs.
8
mos.

NA

Neurobehavioral
disorder

NA

5

Family E

Birth

2
years

2 yrs.
5
mos.

9 years

Neurodevelopmental
disability

Neurobehavioral
disorder

5

Family F

Birth

Birth

1 yr.
11
mos.

1 yr.
11
months

Prematurity and
low birth weight
with chronic
conditions

Prematurity
and low birth
weight with
chronic
conditions

3 yrs.
5
mos.

NA

Prematurity and
low birth weight
with chronic
conditions

18
years

NA

Family
G

Birth

Family
H

Infancy

NA

NA

Cerebral palsy
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4

NA

5

NA

5

to 11,917, with four of their communities having populations under 600, two with
populations between 2,000 and 4,000, and one community---where two families
resided---with a population over 10,000. Participants’ ages ranged from 37 to 50
years. Family income levels included $15,000 - $29,999 (two families), $30,000 $59,999 (three families), and $60,000 - $99,999 (three families). Participants
from seven families described their family’s background as White; one participant
described their family’s mixed background as both White and American
Indian/Alaska Native. Participants’ educational backgrounds ranged from high
school diploma or GED through vocational/technical school and college. Each
family included two parents living at home. The parents in two of the families
were guardians, foster parents, or adoptive parents for their children with CCCs.
In one family, both mother and father were interviewed together at their request.
The children were between the ages of 23 months and 18 years and had a
range of conditions that were serious (disabling or life-threatening), persistent,
and complex (requiring a broad range of multidisciplinary services). The families
needed to travel from 130 to 320 miles each way to access specialty care for
their children. The number of children living at home in each family ranged from
two to four. Of the eleven children with CCCs, five were females and six were
males.
Their health problems included developmental delays, attention deficit
/hyperactivity disorder, eating disorder, bipolar disorder, hypothyroidism,
ventricular septal defect, sensory deficit, speech delay, hypotonia, anxiety,
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impaired vision, bronchopulmonary dysplasia, and seizures. Their health care
needs included gastrostomy feedings, baclofen pump, orthopedic devices,
oxygen, psychiatric care, and a significant amount of supervision and assistance
as well as occupational, physical, and speech therapies and early intervention.
All but one of the families were receiving Personal Care Attendant (PCA)
services and/or respite care. One family was receiving continuous, round-theclock nursing care for their child while the other families were visited only
occasionally by nurses.
Central Category
Managing with Limited Resources is the central category of the theoretical
model. The central category is the concept that captures the essence of the
families’ experiences; all other concepts in the model relate to it (Strauss &
Corbin, 1998). All of the family caregivers spoke of the challenges of caring for
their children in the rural setting and of the strategies they employed to manage
those challenges. Those challenges were primarily related to the paucity of
resources in their communities.
Family Caregiving Challenges
Family caregiving challenges were identified in the contexts of the family,
school, health care system, rural community, and society. The aim was to identify
the range and types of challenges described by the family caregiver participants.
The challenges included (a) making difficult transitions, (b) needing information,
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(c) lacking anonymity, (d) feeling criticized, (e) needing mental health services, (f)
negotiating with gatekeepers, (g) relying on personal care attendants (PCAs) or
respite care providers, and (h) traveling for specialty care. All of the family
caregivers described their experiences with at least four of the eight challenges.
Half of the participants described the majority (seven or eight) of the challenges.
The challenges were complex and often occurred in multiple contexts.
In the exemplars that follow, the term parent refers to any primary family
caregiver participant, regardless of the legal relationship to the child (e.g.,
mother, father, foster parent, or legal guardian). When comments or questions
that were made by the interviewer are included in the exemplar, I refers to
interviewer.
Making Difficult Transitions
Difficult transitions arose at various points in the lives of the parents and
their children with CCCs. These transitions disrupted continuity of care and
services and placed new demands on the parents to acquire information and to
access and organize resources. For some, the first difficult transition was the
long trip home from the tertiary care center and/or establishing a caregiving
routine at home; for others, obtaining a diagnosis was challenging. Additional
challenges included family relocation and developmental milestones such as the
child entering school and the anticipation of transition to adulthood. Parents
tended to emphasize the transition most recently experienced, most current in
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their lives, or most vividly remembered. Because of the range in ages of the
children (23 months through 18 years), parents described diverse stressful
transition points.
Transition from hospital to home.
One parent of 23-month-old twins (Family F) described the transition to
home (235 miles) from the hospital where her premature/low-birth-weight infants
were born.
And then when it was time to come home, the one had to stay in the
hospital because of her eyes and I got to take one home. So we were
coming home, and we got as far as Royalton, and we noticed she was
having shakes, kind of like she was in a seizure...And we happened to pull
into the Dairy Queen to see if maybe the ride was too much for her, and
the EMTs pulled in right next to us. So we showed them, you know, we
said, “Well, could you look at our daughter?” Well, there’s a little fivepound baby. Needless to say they were pretty scared so they took her by
ambulance to [a small town hospital]. And they wanted to start doing stuff
there because they were thinking it was some kind of seizure, but I had
them call Minneapolis, so the whole team came from the NICU and got
her…..and brought her back to Minneapolis…and that was the scariest
thing in the first place, taking that long ride home…She’d been off the vent
for maybe six weeks by that time…but it didn’t seem like very long
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for…she was on it for nine. And so it just didn’t seem like enough
time…They did an MRI and they found a cyst in her cerebellum. And they
don’t know if that had anything to do with it…but the neurologist didn’t
think so. They thought it was just over-stimulation. ‘Cause they were so
little and in the NICU everything is so calm, then pretty soon they’re in a
car and the roads are rough and it was noisy…We stayed another three
weeks [at the hospital].
Then they both did come home at the same time. It was very scary. Only
one came home on the oxygen, so we only had one oximeter…so I was
checking the other one on the way home and her oxygen level started
going low on the way home. So we stopped at like three or four hospitals
to see if we could get some kind of splice to use oxygen on both of them
until we got home. And without an order, we couldn’t. So my mom was
with us, so she had to take the oxygen and put it back and forth from one
to the other.
We just thought we’d try somewhere else…and they’d send us
somewhere else, and they’d send us somewhere else…I guess I knew
that they [the NICU team] wouldn’t have sent us home unless they knew
they [the infants] were ready to go. ‘Cause I had a lot of trust in the
doctors down there. [So we would just] keep heading north.
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The transition to home continued to be challenging for this family, as this
mother’s description reveals:
And since then I’ve found out there is something like PCA. You know, the
personal care attendant that comes to the house. And, at the time that I
brought them home I didn’t know there was anything like that. We had a
public health nurse that would come to the house to, you know, check
their weight gains and that kind of stuff, but…no one to really come and
help with some of the care. That would have been very nice at that time.
You know, especially at night when it was time to put them to bed, when
the one…would scream and cry every night just because of the difference,
because at the NICU it’s bright all the time. They kind of turn the lights
down a little bit at night, but it was always bright. [My husband] was home
at that time, but he really didn’t help, so I just had a twin bed in their room.
So I could see the oximeter, and get up and get pacifiers back and feed
them as often as I could, cause, you know every four hours we had to feed
them, for sure, if not more, just because they took such little volume.
(I: At what point did you find out that you could have had PCAs help?) It’s
been about four or five months now. Mom has been doing some PCA for
me now, because we didn’t want to bring someone else because we didn’t
know about colds and flu and stuff over the winter. And if we are still able
to get some help, because A has to have her eye patched…up to four
hours a day. And, you know, just with the glasses and the eye patching
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and more therapy when she’s walking, we have a lot of exercises they
want me to do with her. So it’s been nice to have…a little relief for Mom, to
compensate for her time, of helping so much. (I: And how did you find out
about it?) The therapist that comes to the house, through the school, had
mentioned it.
But you know, at the time I was just so excited to have them home, and
you know, it did, overall, go pretty good. But you know, when you look
back it was some really sleepless days. Like I was trying to work from
home at the same time even after they came home. And they were still
encouraging me to breastfeed, so it was mainly pumping and freezing and
that kind of stuff, too. It was just a lot!
Transition of providers from urban hospital to rural home
community.
Although Family F received early intervention services (early education, as
well as physical, occupational, speech, and vision therapy) in the home, they
continued to rely on specialty services in Minneapolis for their children’s medical
care. This appears to be related to difficulties in establishing a relationship with a
provider in their community. (This parent also identified herself as her children’s
care coordinator.)
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(I: Earlier you mentioned that you had the girls under Dr. C’s care and
then [Dr. C] suddenly wasn’t here and you didn’t know why. And then, did
you start seeing a different pediatrician here? What did you do then?)
I saw Dr. D once and then we had to have shots again, an immunization,
so we went in and we didn’t even see a doctor for that. It was just a nurse
that did the immunization, and other than that, B ended up in the hospital
at New Year’s with a little pneumonia. So we saw Dr. D then, but that’s
pretty much the only doctoring that we’ve done in town.
Obtaining a diagnosis.
Another parent (Family B) told of the challenge of obtaining a diagnosis,
which didn’t occur until her son was approximately two years old.
Well, when we came up here with him, he was just really small. He was
able to breathe, and we knew what to do with the gavage feeding, and we
got some CPR training before we left the hospital. So we really just
thought he would outgrow it. He was just tiny. We didn’t know that he had
anything other than that wrong. So we were gavage feeding him, and that
was really the only special thing we were doing, other than every two
hours we had to get up because he didn’t cry and he didn’t act hungry.
And at the time the doctors labeled him with the failure to thrive. And it
really wasn’t the case. It was the Prader-Willi syndrome, which is quite
common for babies and infants to have those kinds of characteristics and
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things going on. But, of course, the doctors made me feel like I wasn’t
doing it right. Because they called it failure to thrive…that means mom’s
not doing something.
When we first moved up here a county nurse from the nursing
service started coming to see us. I can’t remember calling her. I don’t
know how she first found us. But she called and offered to come, and
maybe it was the hospital when we moved or something, but somehow
she got hold of us, and she came to see us, I think twice a week for a
while. And did the weight and length, and gave me advice and a phone
number to reach her. She was a very good person to have. She is the one
that actually found out that there was something in his records that we
needed to investigate. ‘Cause, apparently, the doctors or the hospital sent
her the medical charts from his stay in the hospital. And they had done
some chromosome test or blood tests that indicated there might be
something wrong on one of his chromosomes. But it didn’t say what! So
we had no idea what it was. But at about one and a half or so she got this
information and recommended that we should, at least, have it checked
out and find out what it was. And so we did….to start with we went to the
University of Minnesota, who did lots of blood work. And they did….find
out what it was, which was Prader-Willi. They examined him, looked at his
features, mostly his hands and feet, and then eye placement. And
concluded that that’s what it was. And that was at just about two.
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Yeah. She [the public health nurse] got the results from the hospital and
looked at them and said, “Here, they found something that looked odd but
they didn’t go any further.” (I: So it took you about two years, then to get
his diagnosis? And during that time you were thinking that it was about
prematurity and that he would outgrow some of his problems?) But he
wasn’t doing the normal baby things, like crawling. (I: When you finally did
get that diagnosis of Prader-Willi syndrome, how did you then get
information about it? How did you learn about what it meant?) Again, the
nursing service got the diagnosis as well…And then the nurse, she
ordered some information from the Prader-Willi Syndrome Association of
Minnesota, I believe. And she got a lot of that, and I got a little bit from the
hospital. And at the time we didn’t have a computer or internet access, so
we didn’t know a whole lot about it except what the doctors gave us. And it
was not hopeful at all. (I: And what do you mean by not hopeful?)
Well…they pretty much told us the worse case scenario that he would
never achieve and be cognitively delayed, quite a bit. That he would never
drive, he would never…basically all the things he’d never be able to do,
rather than anything he could do. And they basically explained to us about
the obesity and the food seeking, and the tendency to gain weight…They
said most Prader-Willi-diagnosed people end up dying of complications
from it. (I: So it sounds like at the time they gave you the diagnosis and
gave you some information, they gave a pretty bleak picture of what to
expect.) I cried all the way home. It was too much, not at all hopeful. (I:
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And then you continued to get information from the county nurse. And
from any other people around the area? Like a pediatrician?) We saw this
doctor for regular shots and things like that. But he really didn’t offer any
information about Prader-Willi syndrome. He was a family practitioner. So
we were given this diagnosis, but not really a plan of how to deal with it or
anything. [And] unless he was sick or something, we didn’t need a doctor.
And none of them knew anything about it anyway, so we just kind of went
along. (I: You kind of figured it out as you were going along?) By hook or
by crook.
Family relocation.
For another parent (Family E), relocating from another state to
northwestern Minnesota was an extremely stressful transition, even though they
moved from a more sparsely populated state (Wyoming) where she perceived
that there were even fewer services. The decision to move was based on both a
desire to be near family and the expectation that in Minnesota there would be
more resources for their two children who needed a wide range of services. The
move, however, was extremely disruptive and the transition difficult.
We went back several steps before we started going forward. P was
released from the hospital in Wyoming [state] not stable. They took away
what meds he was on. He was left on two meds, but they didn’t even
come close to helping. Then we moved just two days after he got out of
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the hospital…We came here, and we couldn’t get in to see anybody, it
was such a long list. We got here at the end of March and we finally got an
appointment with a doctor that helped, just a regular pediatrician, at the
end of April. And we didn’t see the psychiatrist until May. And so he was
unstable. He couldn’t learn at school. His teacher, I don’t really think she
even wanted him in the classroom….Yeah, I would have not had him gone
into the hospital in Wyoming. I would have kept him on the medications he
was on, even though he wasn’t doing real well. That would have been
better than coming without, which is what we had to do. It was, oh, it was
just a disaster!
I had to find all the help all over again for him. And actually, that was hard
on my health, doing it. I lost my short-term memory. And that was the
scariest thing I’ve ever gone through. And I think it was because in
Wyoming I knew what the boys had to do and when. We move here and I
have to find it all over again, I have to learn new people and new places
and figure where they are and get the schedule straightened out in my
head. And it was just overload on my brain. Yeah. It was horrid. I’ve never
ever gone through anything [like that], and it’s still not great but it’s better
than it was. (I: Did it take you a while to figure out what that was about? Or
did you just know this was overload?) No, I didn’t know. I went to the
doctor finally, because it was getting so bad it was scaring me. I have a
grandmother that has Alzheimer’s so it really scared me. And he wanted
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me to do memory tests at [a local mental health center]. Well, insurance
wouldn’t pay for it, and it was, I think, four hundred and something dollars.
And I said, “You know, I know I don’t have a memory right now. Why do I
need to be tested to see that I don’t have a memory?” So I’m not going to
pay it. And I figured, if it was just stress, my daughter and husband said
they thought it was the overload from all of this. Because, everybody had
been saying it was stress. Well, I didn’t feel stressed. I felt, actually, better,
because I was happy here, and I knew my kids were getting help more
than what they had before, but I guess it was still the stress on the system
and everything….It was a shock.
Transition from home to child care outside the home. For family
caregivers who wanted to work outside the home, finding daycare providers was
another challenging transition. It was difficult to find daycare providers who were
willing to take children with special health care needs, as described by this parent
(Family A):
And that was a struggle, finding qualified daycare or daycares who
thought they were qualified. By that I mean, you know, in a small
community, if they know there’s a different---special needs---there’s so
much fear. There was fear. Pretty tough to get daycare ladies to say yes.
In fact, when I did have trouble, we even had our county case manager
mention, “Well, maybe you’ll have to look for two different daycares.”
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When the boys are 16 months apart, I just didn’t see that that was a good
answer.
Another parent (Family D) found her ability to continue working outside the
home jeopardized by daycare challenges:
When S came here…he had been kicked out of two daycares in three
months. You know…it’s like, “Well, okay, I’m going to be quitting my parttime job.” And I’m not working for money. I have some benefits. They’re
flexible with my family life because they know that my family’s my first
priority. Anyway, I thought I would have to give that up, and so then [my
daughter] was working with my schedule for a while, until we found a day
care program. And they were hesitant to take him because he’s not toilet
trained, and I said to them, “He has a documented disability.”….Actually,
it’s been the best placement for him. He loves it. He asks to go to that
place, and I just really respect [them].
School entry.
With school entry, parents encountered a new set of challenges. This
transition required finding a suitable program, sometimes in another school
district, as described by the same parent (Family D):
Well, he’s in _____ School District. That’s open enrolled. We have to
transport him to and from his programming every day, because the school
district we live in does not have a program for [him]. And, you know, he
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needs something every day. He needs structure. He needs consistency.
And he needs an environment that, you know, is filled with learning.
For another parent (Family C), significant effort went into advocating for
her child with Down Syndrome to attend school with her siblings:
I think that our school district is not as progressive as most of the state. I
have to advocate for T a lot. I have to be at the school district a lot to
make sure that we are getting the best situation for T. I don’t think it’s
[segregation] happening in other schools, not as much as it is in the rural
schools. Segregation is a huge one for me. I really had to advocate [for
her] to be at her home school where her brother and sister went. They
wanted to send her to the school where those kids [with special needs]
went.
This parent talked about the long bus ride her child would have had to
endure to attend the other school, in addition to the learning environment that
she thought would be limiting. Both made the situation unacceptable.
And so, you know, I was really, really upset. My husband was upset. You
know, you pick your battles, and this was one we had to claim.
When asked if she thought this kind of separation would be as common in
a more urban setting, she said this:
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I can’t say that it doesn’t exist, but the benefit would be there are more
parents to come together to put their foot down and say, “uh-uh.” Up here,
a number of parents that have allowed their children to go into that
program….they’re not being told they have a choice. And there’s a lot of
trust in the people that are supposed to be experts working with our
children. So I think that when a challenge or issue does arise, I don’t have
access to other parents that are going to stand behind me. So there’s a lot
on your own, with everything.
I had discussions with Arc and the disability law firm, to make sure that the
school district remembered that it’s illegal to indeed segregate and ship
them off somewhere else. It’s just letting the school district know that I
would take it to the Supreme Court if need be that T was going to that
school. And I don’t want to say that I was extraordinarily aggressive and
threatening, but I felt like I had to be honest with them in letting them know
that I will not back down. So it was workable, but it was really quite, it was
very traumatic.
That has been my biggest challenge, and the one that struck fear in me
the most, too, you know, that it would even be implied that she would be
segregated like that. To think of another [challenge] that equals that is
going to be hard.
Transition to school-based care.
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For one parent (Family B) the transition to services within their small rural
school district was associated with lack of coordination between systems and
fragmentation of care. She identified the need for professionals in the healthcare
system and the school system to collaborate and to communicate with the family:
They’re two really big systems, and just trying to keep track of all the
different people that work with my son. I mean, there are people who see
him that I still don’t know why they see him or what they do with him or
what their goal is. For a while, he had a speech therapist at school, and
that’s sort of a medical issue and sort of a school issue at the same time.
And for a long time he saw this speech therapist and he did okay with him,
and then, basically, that just quit. And that’s okay, because he can
communicate pretty well. Maybe they just felt like he had met his needs.
But it just seems like sometimes the school tries to provide medical help in
the form of physical therapy or occupational therapy type things at the
school and speech therapy. But they’re not necessarily working with the
doctors, who recommend these activities. So it’s not necessarily helpful to
the child.
Preparing for transition to adulthood.
With anticipation of the child’s transition to adulthood, there was the
perception that in the rural area options for the child to live and possibly work
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away from the family home were limited. The same parent (Family B) also spoke
of her concerns about her son’s transition to adulthood:
And that’s another issue that I have to decide as a parent of a special
needs kid. The state says, or the law says that he can stay in school until
he’s twenty-one. Yet, I don’t want to keep him there if he can’t handle the
work, but from a social situation, it’s good for him to get out and see
people, besides parents and siblings. And I think he would notice if…he
didn’t graduate with his class. So that’s something coming up. That we’ll
have to decide, how long we want him to be there. (I: And if he weren’t
there?) Transitioning is an issue we haven’t even addressed yet. There is
nowhere for him to go around here. There are no homes that could deal
with a Prader-Willi person. At least not anywhere near here. I think there’s
one near the Cities. But, again, for my son, he’s a very loving, familyoriented kid, and he deserves to be close to people who care about him.
And they’re too far, ‘cause then who can check on him? I can’t trust
everyone else to look out for him. That’s my job. And if he’s too far away I
can’t…meddle (laughs)…or anything.
But yeah, as he gets to graduating from high school, then we face the
issues of where do we go next? Because of his issues, job hunting would
be very limited around here, without being able to drive. He would be
stuck somewhere local or going with Mom or Dad to work. And then, again
the issues of working are limiting too, because he has a low attention
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span. And working with food is always a question [because of the
tendency, with the condition, to seek food]. And his strength is really low,
so working at the lumber yard, or someplace like that, he couldn’t succeed
at it. I know he couldn’t do that. And so, trying to come up with a creative
solution for him is…that’s our next big challenge.
It’s unfortunate to think this way, but when he was first diagnosed….it was
so gloomy, the predictions they made, that I actually wished that I would
outlive him. Because, I didn’t want to have to deal with all of these
questions, like who will take care of him when I’m not here? That’s scary.
Even the chance for a trade school type thing, I’m not sure if he could
handle…who would go with him? And, there aren’t any higher education
facilities very close by. So without transportation or things like that, then
he’d have to live away from home, or we’d have to move….The idea of
him being independent in an apartment or being alone I don’t think he
could do that. I don’t have a clear vision of what I’d like to see in the
future. Right now I’m seeing mostly limitations that will come.
Another parent (Family E) voiced similar concerns about transition to
adulthood:
One of my other long range concerns, is what is there going to be for
these guys when they grow up, if there is going to be anything available?
I’m not sure if either will be able to live on their own. They may. I mean,
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I’m hopeful that they’ll be able to make it. But, even giving them as much
as I can, they may not be up to that.
The parent in Family H also described limited options for transition to
adulthood for her 18-year-old daughter but saw the need and opportunity to be
creative:
M will be done with school in two years, and the next thing is what? What
do we do? They have the ODC and the DAC, but those are not really
something that M could go to where they could offer her something. She
can’t fold boxes or…she can’t do all that repetitive stuff. And even if she
could, I don’t know. I guess I have different feelings about those programs,
depending on what they’re doing. So, I have been thinking about it, and it
just so happens that a friend runs an adult day service here. And I asked
her a couple of years ago about M coming there occasionally. She said,
“Well, I don’t see why not.” And so next, I talked to her again a while back
and she said yes, we would do this. Now next year when M goes into
school, she only has two years left. She’ll be going to an out-based
program. That’s what they do with the kids when they are 18. And that’s
where she’s going to go, and it’d only have to be for a couple hours a day,
but it’s starting that transition at school to get the kids in the community,
‘cause in a few years then their school isn’t any more.
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There’s not a lot of options out there. And asking who’s going to transport
her there, when she does, if she goes to the adult day center. You know, if
all parties approve it, her funding and what-not, then I’ll have to take her
there, I guess, because there’s no one, there isn’t a bus that I know
of….that goes around. I know someone down the road who goes there,
and they are taken there by their family members.
So, other than that, if it wasn’t for that, I don’t know what she would do.
There’s nothing out there that I can think of that she would do. I do know
that there is nothing out there. You know, they have some of the kids go
into fast food restaurants and wiping down the chairs and tables, and you
know, M can’t do that. (I: And what are you thinking about her living
situation?) She’ll definitely stay here. I’m not ready to give her up yet. You
know, eventually she will, she’ll have to move out because all the kids
need to go at some point, but not for a while. And then, I guess I feel when
we come there to that time then we’ll think about it. You know, because
we’re hoping that there’ll be different, I don’t know, homes available.
They’re getting away from the big group homes and more going smaller. I
like that idea. So, I’m hoping that by the time we’re ready to release her
(laughs), I have no idea when that could be. It could be in five years. It
could be in thirty years. If there’s going to be something there for her, we
do want a small home.
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And I’m not too concerned. I know that some people even bought houses
for their children. And their children pay the rent. And they have, because
they qualify for services, so they’re right there [services in the home]. I do
know some families that are doing that kind of thing. It seems like it’s just
a real creative…about what they’re able to make happen, that fits for them
and for their child.
Needing Information
Participants talked about the struggle to find information about their child’s
condition or about available resources. They were often on their own, needing to
ask the right questions to obtain answers because little information was provided.
Living a significant distance from advocacy organizations, parent groups, families
in similar situations, and service providers placed them at a disadvantage for
accessing needed information and resources. As one parent (Family A) stated:
That’s where I found all my information. I’ve always had to do it on my
own. How do you know what you’re planning for, if you don’t know what’s
out there? So, the big barrier was to become educated. Being, getting
educated is hard…I mean, we’ve had to do a lot of leg work, and it’s taken
a lot of time, energy, and you know, I’m not the type of person that likes to
create controversy or make waves. And I’ve had to. (I: Parents of children
with special needs do talk about feeling like they need to make waves, as
you say, when it’s not their nature to do that, and how hard that is.) Yeah,
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or to find that one person that would stick their neck out and say, “Yeah,
this is what you need.” Or just, you know, there’s nobody right there to
lend a hand.
And I can think of years where we were eligible but, you know, we didn’t
ask the right questions, so, it got to the point where, you know, I really
couldn’t take it much more. I saw them, the agencies, the county, not
looking at the boys’ needs. There are PACER and Arc [family advocacy
organizations]. They’ve let us in on some important information. But, you
know, I had to be the one to go. I had to say, Okay I need to learn this.
And so, a lot of times people are so busy with their family lives, they don’t
really take the time either. Luckily I did. I found the need and I found the
way to get there. But in some ways, sometimes I don’t think that happens
because….you know, you’re so busy.
Another parent (Family B) talked about needing information about her
child’s condition:
And at the time, we didn’t even realize there was a world organization for
Prader-Willi. And then when we went to this conference we found out that
there was a lot of research going on. And they had found that human
growth hormone helped. At the time they suggested it, it was…I think it
was a blessing from God because it was just the perfect timing that we
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found out about it, because if it had been much later for S, it probably
wouldn’t have helped.
Another parent (Family C) also talked about the quest for information
about resources and about her child’s condition:
On the county side of things, it would be really beneficial if the case
managers would share what is available to families to help support the
family. That you don’t have to go to, you know, fifteen workshops to figure
out, “Gosh, actually, there are some things that should be available to my
family, or to my child.”
Another thing that happens because of being rural, is the Down Syndrome
association or the different associations that are so key in the Twin Cities,
you know, they consider an outreach St. Cloud. That’s still a long, long
way! And so, now the Down Syndrome association has just been told,
hey, you’re getting a grant to be a statewide organization; be a statewide
organization! And they’re going to come up and do that. But that is
something that, you know, we here up in [northern Minnesota] experience
a lot because of a lot of different things, not just special needs issues.
Another parent (Family F) also recommended that more information be
offered to parents:
I guess the main thing…it’s hard for people when they come home with a
child that has disabilities….getting the information to the parent, and how
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you do that if you don’t know the parent either. But as far as doctors or
nurses being willing, when you’re in for appointments, being willing to
spread, to give you a pamphlet or something if they see that you might be
one of these people. I guess somewhere that someone from this
community would see that you might be in need of the services.
Another parent (Family G) talked about not knowing what was available in
their small community:
But you know, I didn’t think that our community really had any resources,
but as soon as I got down to Minneapolis they explained that I needed to
get ahold of school ‘cause N should have all this stuff, and nobody helped
us with that, told us about it. She was…gosh, I want to say a year old
before we even knew about physical therapy, OT. Nobody told us, we
didn’t know who to call. And they told us (in Minneapolis) to call the
school, and I did that, and they got me in touch with the right person,
and…and I was depressed [that] I didn’t even know they had all this stuff!
And if they wouldn’t have mentioned, we wouldn’t have [known]. Nobody
helped us with that, you know. We had talked to our home care a couple
of times about physical therapy, but they just didn’t have any space for
her. The one person that they had doing it was really booked. For a long
time, she didn’t get physical therapy; she just got O.T. But in the last year
and a half, the school contacted the hospital, and they put somebody in
charge of M, and now we’ve been getting it every week. (I: So it took a
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long time to get services in place, largely because you didn’t even
know….) We didn’t know who to call, or we’d ask Social Services, we’d
ask our home care, and we didn’t know where else to go, and nobody was
offering any help. I mean, nobody really knew. And once I got in touch with
the school, then….(I: It was the early intervention program?) Yes. (I: But
you didn’t know about that?) Never heard of it; didn’t know anything about
it then. And we’re still kind of struggling with a lot of issues. We just don’t
know what…we don’t know everything that’s out there, and we want
everything we can possibly do for our daughter.
Another mother (Family H) acknowledged that sometimes information is
provided but that there have been gaps:
But there is a lot of help out there. I know our case-manager keeps saying
to us [things like], “Now, you remember when you want to put a lift in your
van”….that was all taken care of. “You don’t have to pay for that.” Instead
of having to fight for it.
M was three before we even knew that there were services available for
her….before we even were made aware that there are services. Someone
said, “Do you have a case manager?” And, “What’s that?” And it was a
woman in town who was through the schools, ‘cause M started going to
school, and she said “You know what, I think you need to sit down here.
There’s things out there for you. We need to get you a case manager.”
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And that’s how everything fell into place. They don’t advertise that there’s
services for people out there at all…You are so in the dark about it! And
here we had to…having her born down there [in the Twin Cities], she was
in the hospital five days, both of us were, and the bills were atrocious, and
what insurance didn’t cover, we had to take out a loan to pay. And here
we could have had help. If we’d just known.
Lacking Anonymity
Some parents identified lack of anonymity in their small rural communities
as a challenge. They described being known in the community, working with
multiple professionals, having family boundaries disrupted by the presence of
other care providers in the home, and feeling that confidentiality might not be
respected. One parent (Family A) talked extensively about a personal conflict
with a social worker, and then went on to say:
That’s the drawback of living in a small community. Plus the fact that these
are the same people you see in church. And the anonymity isn’t there. I
mean, they know all about you, but do you really know them? A normal
family, or a typical family just has who they really want in their daily life,
but when you have special needs you have to let the doctors in, the
pediatricians in, the nurses in, the social workers in, the teachers in, the
special ed teachers in….administrators…So it gets awfully noisy, an
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awfully busy feel going on. But when things are going good and I see my
boys improving, it’s worth it.
A lot of times you just don’t really want people to know your business. And
there’s been a loss of privacy since they were pretty little. I think because
the boys are doing so well, sometimes I don’t think people understand.
And not that they’d ever understand because unless you have, you know,
dealt with….everyone has their own issues but….it’s kind of the privacy
thing and it’s kind of, you know, how you feel about getting help in life.
And even as a couple, my husband and I disagree on the fact that, I
mean, our house is kind of open. We’re kind of, we’re very vulnerable
because, for the staff to come and then the staff quits and then there’s
new staff and you know, we’ve only been with this certain agency for a
couple of years, and I bet we’ve had thirty people come through our
house. So that’s a whole, another vulnerability issue and, you know you
feel like pretty soon everybody is going to know everything about us.
We’re relying on them and just hope that they observe their confidentiality
and, you know, otherwise your vulnerability is out there again. You get one
and get another one, and it keeps going.
Another parent (Family B) described both lack of anonymity and feeling
like an outsider in her own community. When asked what it was like to live in a
small community with a child with special health needs, she responded:
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Well, I’m a transplant. I didn’t grow up around here, and I really feel as
though in the community, people know who I am because I’m married to a
local. But I don’t know them. It’s like, “Oh, you’re _____’s wife.” Like, how
do you know? I don’t know who you are. How come you know who I am?
And everyone who’s worked with G, except some of the teachers,
everyone who knows him likes him. He’s easy to like. And, I feel like he
has gotten a lot of love. And that’s good. Now me, personally, I don’t feel
like I’ll ever be accepted because I was just not from here! How could I
possibly understand this area? My husband, of course, has been working
ever since we got here, so we don’t socialize much. And we don’t belong
to a local church. So, we don’t get too involved in community stuff. We did
join 4-H, which, for my kids, that keeps them active in doing projects and
things. And G was pretty well accepted in that, which is nice.
Feeling Criticized
Closely related to the lack of anonymity was the feeling of being judged by
others for asking for and receiving services. The parent in Family A felt criticized
by community members for using services that were needed and available; she
also felt judged by the social worker. She and her husband had different
perspectives regarding the opinions of others:
And there’s always a struggle when you’re married, but we were never on
the same page as parents. You know, we have different beliefs,
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backgrounds. I mean, even the people you work with affect how you see
things because, you can be the liberal one or the conservative one and
there’s two different world views, you know. And we’ve had feedback
where people would say, “Why doesn’t your wife just stay home. She’s a
teacher. Why doesn’t she raise those kids?” I’ve seen time and time again,
it’s who you’re with that, you know, helps you become who…your
experiences. It influences how we see things as a couple, but it’s really
hard to overcome some of the barriers of differences, of the way of
thinking. Like, in society, do you handle what you’re dealt with, in your own
little barricade? Or do you see the wealth of information you can get
from…I mean, I believe that we are here to help each other in this life.
So then, anyway, through all the coaxing and talking to the social worker,
case manager, we finally got her to realize that, and we didn’t call it PCA,
her term would be, we needed some “in-home family support.” So we got
it all lined up and I mean, talked to my husband too, but the day the lady
arrived, [he] was, “…do we really need this?” Ah, I’m like, which one of us
is going to stay home right now: Did you want to or should I? One of us
will have to stay home, if the boys are going to be around doing their own
thing. And then he, it did come out, “Well, I work with a bunch of people
that really think that we’re asking for too much or---you know, they don’t
see the value in this.”
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We went through the paperwork, and they [the boys] are on waivers.
That’s what entitles them to these services and what I believe is, they’re
there for the boys to become as well equipped as possible. So if we don’t
equip them now, when will they get equipped, you know. That was a big
issue, too. We had the waivers without services for so long, and to ask for
anything, it was just like we were digging in the pocket of the person that
was in charge [the case manager]. So, I mean, it got to be a problem,
because it’s hard to ask for things if the person you’re asking doesn’t
really see the need, or is kind of using their judgment, you know.
I say my kids need to be educated in a different way than the mainstream,
and so we maybe spend some dollars on this now but they’re not in the
sports in the high school. They’re not taking part in the extra-curricular. I
mean, they have their own needs.
Another parent (guardian of a child with fetal alcohol spectrum disorder
[FASD]) felt judged because of her child’s condition:
There’s been a few times when I feel like I have to defend myself. It’s like,
well, you know, the only thing that happens is (pause) it [FASD] would
have been through me, you know. I shouldn’t have to feel that way, but I
feel like I have to [defend myself]. And I understand it, raising this child
with fetal alcohol, I understand…we as humans want to make judgment.
(Family D)
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Needing Mental Health Services
Some of the parents talked about needing mental health services, either
for their children or for themselves. Due to more limited availability of qualified
mental health providers and/or facilities in the rural area, access was a concern.
Parents sought help from psychiatrists and other health care providers,
counselors, support groups, and advocacy organizations.
When we lived in Wyoming [state], they had pretty much no mental health
services. P did see a counselor but the quality of the counselors, well, it
varied. There were some that were fairly good and some that weren’t. He
saw a psychiatrist maybe twice in the whole time. He’s got a very
complicated problem because…he’s been through abuse and neglect.
Plus in and out of his home, and there’s possibilities of mental health
problems from Mom and Dad as well as other behaviors. So his problems
could be from a number of things. I’m sure they are. And he’s got so many
diagnoses that it’s hard because they overlap, and the medications…it’s
pretty intensive. And the psychiatrist in town…I read that there’s only four
in Wyoming. Four psychiatrists. I don’t know if that’s true anymore, but
there was only one in town at the time that P started. And he didn’t take
kids that were…Title 19. They call it MA here. So P saw a physician’s
assistant, and she just didn’t really have an idea what to do ‘cause he was
so complicated. So I’m really happy we moved here. A lot of it, most of it,
was for P. But mental health, even for adults, in Wyoming was terrible.
91

And here, even though it’s rural there are more things available. And I
guess we kind of lucked out because I think that the psychiatrist he has is
very knowledgeable. There aren’t a lot of them that do children’s meds.
And I think if this one that we have didn’t work out, we might be out of
luck. And if he ends up going into a mental hospital again---he’s been in
one twice---there’s none here in town. I think there’s Duluth and possibly
Brainerd, I can’t remember for sure. He wouldn’t be here. And he is so
clingy, and he hates to be away from us. I went and saw him every day
when he was in the hospital in [Wyoming]. And I couldn’t do that if he went
to one here. Yeah, that’s a big concern. Hopefully we won’t get to that
point, but at some time we might. Very likely we will. (Family E)
This fall, when we were having a very difficult time, our health care
provider suggested that we seek therapy. And she was right! But I went to
therapy with S once and then I went two other times, and I thought, it’s just
another meeting. I don’t need anything to fill my time with. I have enough!
And I felt that, not that she wasn’t good, but I think that we have such a
unique situation that (pause)…(I: It’s hard for anyone else to even grasp
what you’re doing.) It is because I have many professionals that tell me
that they don’t understand it. I have Arc, you know. I went to a support
group of parents with special needs. Well, last year I went; a lot of times I
was the only parent. Well, what kind of support is that? It’s like, “Do
parents all get this?...What’s wrong with me?” I felt so alone, in the sense
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that, you know, they have other issues. I wasn’t worried about some of
those issues. And I wondered about the few parents that did come. I’m
thinking, “They’re worried about that?” I figure out how to deal with that,
you know. And you know, there is no fetal alcohol support group around
here, and if they are, it’s parents that have done this to their children, and
I’m not at a point in my life that I’d be willing …or able…to go to a support
group with people that have done this to their babies, trying to raise them,
because their issues are so much different than mine. I don’t have alcohol
and drug issues, you know. I have no dependency issues. (Family D)
Well, in the past we’ve had a person to come in the home and have family
counseling. I think that’s where [my husband] and I became more on the
same page. Just being parents of special needs kids was tough. I mean,
the whole thing about how you want to have kids that are ideal. And you
don’t. So that’s another issue, and what we value was different. And who
you work with. It’s just what you hear all day is…that’s all you know. And
he would have to struggle with the questions about, you know, your kids,
why are they…you know. Or who’s with the kids, that type of thing. (Family
A)
Negotiating With Gatekeepers
Parents talked at length about the challenge of negotiating with, or
working through, gatekeepers in the social service and school systems.
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Gatekeepers were case managers and school administrators who controlled and
allocated funds for services for the children. They were viewed by some
participants as withholding services to which the children were entitled. Parents
sometimes felt they were in an adversarial relationship with their gatekeepers.
Or, she [the social worker] wouldn’t even tell. She wouldn’t really say
anything until I asked the question. Actually, I didn’t even know what a
social worker was, until I had the boys. I mean, what is her position? What
is she there for? “Why do I have to talk to you if you’re not willing to
help?” And it was almost like, I see it as she, a social worker holds the key
to whatever can make a person as good as they can be. Or not. I know
that’s not a good way to describe it, but if there’s some unmet needs, she
probably should be there to help fill them, or to make them better. So that
was the whole miscommunication, and I don’t know how to describe it
other than with her against me. Without the boys’ needs being first. Which
I saw them as being first but, you know, that’s the drawback of living in a
small community. (Family A)
This parent also felt that the case manager held her responsible for the
success or failure of PCA services:
And we did get a letter from our case manager---I have it in writing---and it
says, you better make this work ‘cause it’s your only option. (I: So it’s up to
you to make it work?) Right. And so you wonder what she’s told them, and
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how that works against you. It’s almost like you resent the fact that they
can say things like that. Because who’s in charge or who has the power?
And I really think we’re very giving people, and we do want the best for
what we can muster up for our boys every day. I mean, we shouldn’t have
to accept bad service.
The parent in Family B described her experience with her son’s school:
It really feels as though the school is there to withhold everything. And you
have to, as a parent and an advocate, go in there and say, “I need the
moon.” And they’ll give you the stars, or you know, you have to ask for
more than you need, and hope you get close to what you need. And, even
though it’s the law that they provide it, they try to avoid doing it, I think.
And of course, I realize a special needs child at school costs the school
money. And I know that. But they’re still required to go by [the law].
One parent (Family D) spoke at length about the lack of financial support
for the level of care and attention her child with FASD required.
[When] they granted us legal guardianship, we never thought it would go
this far, that quickly. We were under the understanding that they would
help us with some of his expenses and those kinds of things, and it ended
up being that, we should have probably [been] foster parents. Becoming a
legal guardian you do---there’s some services that you cut yourself off
from. They don’t have to help you because you’ve taken on some of that
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financial [responsibility.] We did not realize how much he would have an
impact on our lives. You know, with fetal alcohol spectrum disorder, what
the county has told us, is that we knew what we were getting ourselves
into. You don’t know what you’re getting yourself into…My husband and I
have done hours of research on it, and there is no way that you know what
you’re getting yourself into. They’re turning their back on you. It’s been a
pretty frustrating ordeal. And in the midst of it all, it’s kind of changed our
lives.
I trusted them. That, you know, they knew they’d place this little boy here,
and they knew that we would do the best job we could, that we had the
ability to do, and I figured by us doing that, they were going to, in return,
do what was necessary for his financial situation. But that was a
misconception on my part…And I guess my thing in all of this is [with]
anybody that pulls any purse strings, it’s been a real experience. It’s very
unfortunate because the few people out there that hurt the system, that
they think everyone’s going to do that.
S should have never been in the state that he came to us in. Apparently
he’d been in social services…I blame them for some of this. They were
paying people to take care of him and they weren’t doing a good job. And
yet, they’ll fight me for a nickel or a dime, and it’s like, if they only knew
how much energy I put into this person, you know. I’ve continued fighting
for services for him because I think he’s partially a challenge for me,
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thinking that maybe he can have somewhat a normal life. There’s not a
monetary compensation, and if I look at any of this, there isn’t. He has big
expenses. Social services only now has approved us to have respite.
[They were] fighting us until about four months ago.
About a year and a half ago, we were trying to get personal care services.
Nobody knew how, because they kept on telling me S didn’t qualify. It took
us about a year to get his services. But finally, you know, we kept on
asking, and I kept on calling, and we finally figured it out.
You know, I’ve let a system bully me. I feel that’s what they did to us, my
husband and I. You know, the system bullied him, bullied us, so they could
have a home for S. And they wanted a safe environment for him. Well,
they got it. I asked them, “Can you change this agreement and we
become a foster family?” No. They basically told us if we would give up
legal guardianship, they would place him someplace else. Now isn’t that a
sick system?
I think about when S first came here, we should have pushed, you know.
And my husband is not a very verbal man. My husband is a very quiet,
humble man. I’m the one that asked all the questions, and there were
questions I probably should have asked when I think about it. So I never
asked about money because I made the assumption that they were going
to help us. I trusted them.
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Some parents felt that restrictions on the funding of services meant they
were not treated as a family:
I realize the funding has dropped off considerably this past couple of
years, because of the state, but the attitude that his family…one example
would be, the doctors who know about Prader-Willi syndrome recommend
swimming as the best activity for exercise. So in summer we have a pool
in [closest small town], and I asked the county and several years in a row
we have gotten this membership during the summer so that he can go as
often as I can take him, and exercise. Well, I think a single-person
membership is forty dollars, and a family membership was eighty. And the
county recommendation was that…their attitude was that the family should
not benefit because of G. So we can’t have a family membership. Yet, I
still have to drive him, and he’s not going without me. The family cannot
benefit by having G, yet G benefits by having a family! I mean, where
would the county be if he didn’t have a family that cared about him!
(Family B)
Relying on PCAs and Respite Care Providers
In the rural counties of the study area, families were challenged to find
reliable PCAs and respite care providers. Few agencies were available, giving
families little or no choice if the family-provider relationship did not go well. In
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addition, families sometimes found themselves needing to do their own hiring
and firing, a responsibility welcomed by some but avoided by others.
They have given us respite care, although it’s not a whole lot. About
twelve hours a month. And then personal care attendant services. And
that is what I use the most. And that allows me to work. T is in school now,
but she gets sick a lot, too. I’ll have her come out and watch T when she’s
sick. (I: How do you find your PCAs?) Word of mouth. I’ve gone to the tech
college, and I know other moms. We have a…PCA organization, and they
claim to take credit for hiring and what-not, but what they do is run an ad,
and then give us a list of all the people that replied to that ad. There’s no
background check. There’s nothing done for these people on the list. And
so I’ve chosen not to go that route, and that’s how most of them work. (I:
But you do the hiring?) Yeah, I’m not going to have somebody else hire
somebody to come into my family. And they’re there when we’re not there,
you know. It’s our home, and they have access to our home. It’s very
invasive. Another problem is getting PCAs to come to our house. The
waiver pays for their services to come out and be in our home. They don’t
pay travel. And it’s hard to convince a starving student, which is usually
who is coming in and working with the kids, to travel forty miles round-trip
for free. And I think we just have fewer people to draw from here, too. The
population is smaller. (Family C)
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The mother in Family A also voiced concerns about limited choices. She
described getting poor service from an agency, but she did not have an
alternative resource in her community.
The main concern I have is just in the rural area, there’s really no choice
as far as which agency would probably be a good one and who would
treat us better. You know, some [places], you could shop around for what
you deem as important qualities in somebody who works with your kids.
That’s the main [problem]. The choices just aren’t there.
Because there’s not that many choices of care providers, we have a
difficult situation with the agency we use. When we agreed to go with
them, I said, “What happens if the staff doesn’t show up?” “Well, we’ll
personally come out there,” or whatever. But we had run into a situation
where nobody showed up. We both had to be at work, and we tried calling
numbers, and we couldn’t even get hold of them. And when we did,
then…I don’t think we were treated really well. I mean, when you’re in
business, especially in the health care field, you should really be there for
your client. So I don’t know, and you don’t look for trouble, but when staff
doesn’t show up it becomes a problem. And then just a week or two ago
there was a miscommunication where we had no staff all weekend, but we
didn’t know that was going to happen…I think we’ve accepted a lot from
them. I wish they were as accepting with us. And just living in the small
community, again, you know, word gets back to you. I think sometimes
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even that agency has problems with “Why can’t she watch her own kids?”
I think that judgment is passed along.
Well, that day [my husband] had to stay home until, and it was the
manager that came. But then, again, if you don’t really like that person,
why would you want her in your house?
It’s a very delicate situation. Like I said, they’re in charge of hiring the staff.
I wish there was more choices for us, right now. But I don’t really find that I
have the time and energy to hire and fire. It’s not in my nature to be a
manager.
But definitely, it’s been a hard time trying to be at your best for these
people that do make decisions [for] your children. But you really don’t
have the control. I think we have been very willing to take what we are
dished [out].
Traveling for Specialty Care
Participants talked about the costs of traveling significant distances to see
their children’s specialists.
We’d all go. And usually get a motel. The county would sometimes help us
to pay for our motel room, but the rooms weren’t very nice. The hotels that
the county recommended were really…there’s no good word for it. They
were in bad neighborhoods and just not where you want to be. And so
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sometimes we’d get a little help with the travel expenses, but with six of
us, it was never comparable to what it actually cost. (Family B)
The relationship with a specialist was an important one, however, and
parents were more willing to make the long trips if the time with the provider was
productive and encouraging:
That attitude as a practitioner is very…it does affect how you view the
disability. He’s encouraging. He’s looking for ways to help ease the strain,
or he offers helpful suggestions, and is willing to listen, and most of the
doctors we’ve seen just ask if you’re having any problems, and they don’t
offer any advice. Basically, if you don’t have a problem, they don’t talk to
you. So we found that this doctor in the Cities is very willing to listen. Most
of the doctors you see will talk to you for five to ten minutes and that’s it.
And Dr. R, we found, is willing to take even up to a half hour to talk to us.
And is more in-depth in the questions he asks, and he was more
knowledgeable about Prader-Willi, and this other doctor that we’ve seen
down in the Cities was really discouraging in that he suggested we’d just
have a bigger problem [with human growth hormone]. And Dr. R really
gave us hope that it would at least help a little bit. It’s important to me to
have that. (Family B)
Intervening Conditions
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Intervening conditions influence the relationship between the challenges
(causal conditions) and the family caregivers’ management (action/interaction)
strategies by (a) altering the impact of a challenge in some way (i.e., lessening or
intensifying the challenge), or (b) facilitating or constraining caregivers’
management strategies (i.e., improving or diminishing their effectiveness). The
broad conditions that either altered the impact of challenges or facilitated or
constrained management strategies were (a) the nature of the child’s
condition(s), (b) caregiver characteristics, and (c) having an advocate outside the
family.
Nature of Child’s Condition(s)
Characteristics of the child’s condition have an influence on the amount
and nature of the support services the family receives. This influence may be
less related to the amount of burden or strain on the family than to the visibility of
the child’s condition.
So many people have problems. I think one of the biggest things is, and
this has always bothered me, but it’s just the way that it is, is if your child
is very disabled and looks disabled, then it can be seen and it all makes
sense. “Okay, this child gets all these services.” But it’s when the child is
very disabled but doesn’t show that so much, is when you really run into
all these diagnoses, and trying to find out, you know, if he’s just acting out
or is he really that, you know? That has been, to me that’s just a huge
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problem. (I: A disparity, the difference. So is this something that you
learned from other parents whose children’s disabilities aren’t so visible?)
Yes, I’ve been in a support group forever. And it’s just there are so many
kids who are not as disabled as M and their parents are struggling all of
the time to get services. It’s a fight with their case worker all the time here.
They want all these diagnoses, you know. With M it’s cut and dried. She’s
using a wheelchair, she has cerebral palsy, you can tell she’s
developmentally and physically disabled, and so the doors are wide open
for us. (I: So you don’t have that same trouble obtaining services?) We
don’t. (Family H)
This same parent attributed the family’s longstanding, stable, positive
relationship with respite providers to their ease in caring for her daughter:
They’ve been with us for a long time. One has been with us for about
fifteen years, and the other about twelve years. And they’ve become
friends. They’re wonderful people. We take her to their house, and one of
them has three children now and her kids have grown up with M, and
she’s grown up with them, and it’s been a real good experience all around.
The other respite provider, they have four boys, and M’s the only girl, and
so they really spoiled her. Her husband, you know, that’s his girl. And so,
we’re so fortunate. But if you don’t find anyone, then I don’t know what you
do. (I: Do you attribute that to anything in particular? Like how that has
worked so well for you?) It’s M. As many as her needs are, you know, she
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does have medication for seizure disorder, which keeps them under
control now. And she’s tube fed. She’s very healthy; she’s rarely sick.
She’ll get an occasional cold; she doesn’t have ear infections. When you
put her down, she doesn’t go anywhere because she doesn’t walk. I think
that she’s just so easy to care for.
Caregiver Characteristics
Participants spoke of personal qualities or abilities they had that helped
them obtain services, such as having knowledge of what should be available,
being assertive, having initiative, and being reasonable. For example, one parent
described being both knowledgeable and assertive:
Counties don’t have a lot of money. It is an issue, but I don’t know that the
answer is [for the case manager] to pretend like nothing exists. And with
the right parent…I happen to be a parent that said, “No, I do know
something exists, and we will fight our way through what T will need.”…
And so, I think it also takes a parent that’s savvy enough. (Family C)
Another parent attributed her confidence in seeking services to her age:
It’s been very helpful for me being the age I am you know, and going
through all this, ‘cause I’m more determined to see that I’m going to get
what I need for the girls…I think younger parents might get shoved under
the carpet a little and not realize this stuff is out there. (Family F)
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Another parent spoke of having the initiative to pursue available options:
And it is nice…you have those places to go, and when you’re told, you get
all the information, but they’re not going to call you. You have to call them.
You’ve got to take the bull by the horn…and get moving. And that is how a
lot of kids get lost because it’s not being done. The parents are thinking
that, you know, the school should be taking care of this. And that’s not
how it works. (Family H)
This same parent identified the need to be reasonable in asking for
services:
And so the school coordinates all this. They are so wonderful. They are a
big help…We’ve had good luck with them. We’ve met half way many
times, and you just, that’s what you have to do if you need a service and
they’re not wanting to give it to you. You do need to meet with the
superintendent of special ed. and work together on it. And it can be
done…as long as you’re asking for realistic services, something that’s not
off the wall, because that does happen, too. I hear of parents who ask for
the world and they’re not going to get it. And they’re angry, but you have
to use common sense and just, you know, you give a little, you take a
little. It’s just a back and forth thing. And I think if you can do that, I think
people would have a lot more success. (Family H)
Having an Advocate Outside the Family
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Parents talked about the importance of having someone outside the family
who was on their side and willing to advocate or go to bat for them, who believed
in them and provided direction.
We work through a behavior analyst, and he comes out of Grand
Forks…What we’ve got going right now has been just a terrific situation.
The behavior analyst kind of gives everybody the direction that we need.
So many times, I think, as parents we find that it’s just our word against
maybe the county, the state, the agency, the school. This way, he’s kind of
the “ring leader,” and so it’s not just whiny parents asking for this. There is
a plan in place, and he sees to it that it’s a good plan. (Family A)
Oh, I have no complaint about the health care provider [nurse practitioner]
that S sees now. She’s awesome! I mean, there’s nothing negative. She’s
gone to bat for us. In fact, a couple of weeks ago, when we were having
problems with S’s medication, I called her up, and she called me right
back. And she generally calls me back right away. At that point she had
given me her cell phone number, if I need to get her. She knows when I
call I’m calling for a reason. (Family D)
Management Strategies
Family caregivers employed a range of strategies to manage the
challenges of caring for a child with a complex chronic condition. These
strategies were child-focused, family-focused, and cognitive/emotional in nature.
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Child-Focused Strategies
Child-focused strategies were actions taken specifically to optimize health
and quality of life for the children with CCCs, including integrating them into their
communities, advocating for them, and emphasizing their strengths.
Integrating the children into their communities.
They (PCAs) get them out into the community, since most boys
their age could be doing their social events independently and around the
community…go to ball games…the boys absolutely love to be with their
peers, so we try to get them out in the community as much as possible
each day…We’ve always thought it was important to keep them in the
community, so going to church, going to theatre, music, sporting events.
They’re just wonderful observers of all that, you know. Actively
participating in an organized sport or a band wouldn’t be quite [realistic] at
this time, but they just do so well, people are amazed, and they’re always
an addition to the audience. Everybody loves being around them at an
event…In a rural community there isn’t that much to do, but when there is
something you’d better partake in it. (Family A)
The same parent also credited early experiences in the community:
All in all, I’m really happy. It was a struggle to get the services, to get the
daycare provider, to get everything coordinated up through now,
especially when they were little. But when all is said and done, I think that
108

was the main experience that got them to be as social and integrated as
they are today…where they had typical kids to observe and to learn from.
And then the Head Start program…I give that a lot of credit, too. And then
we were always in ECFE [Early Childhood Family Education]. That was
part of our deal, and then the pre-school learning readiness…And there
isn’t that many, like in the metro area I’m sure there’s more choices of
programs, but what we found was the programs here were excellent.
Another parent described the benefit of having her child integrated in the
community:
Well, a positive aspect is T is very well known in this community, which
makes me feel like there’s more eyes watching out for her, and that is a
good thing. (Family C)
Advocating for their children.
Parents had many stories that focused on advocating for their children,
whereby they brought attention to their children’s needs and garnered the
support of others. To do so required strong communication skills. For example,
one parent (Family H) talked about advocating for her child at school:
And when we were in the elementary and middle school, we did
something where you would go in and pick out so many kids out of each
class, like her second grade class, or fifth grade, whichever grade she was
in. And, over lunchtime, you’d have these kids, and you’d ask them to help
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you map out a day for M, a week for M. “What can we do? What should
we do about M? Because there’s so many things that she can’t do that
you can do, so how can we include her? What can we do?” And they
would brainstorm with us, and they would tape it. And write it all down.
And it was very supported by our superintendent of special ed.
For the first year [in middle school], for just a while, I had a hard time with
the teacher, because her view on inclusion and mine were not the same.
But I have to say that in the end, we became very close. We just worked it
out, because you can’t have conflict all the time. You just can’t. And so I
listened to her, and she listed to me, and we just kind of came together
and made a plan, and that’s how it worked.
Advocating for their children also involved coordinating their care.
Because a formal system of care coordination was lacking, most of the family
caregivers served as their child’s care coordinator, as described by the same
parent (Family H):
I really would say there probably isn’t someone really out there [as care
coordinator]. Your case manager is probably one, but there’s probably a
whole bunch of them. A case manager, the teacher, the therapists, so it’s
kind of up to you to go around and collect these fragments and put them
all together. When you have a child with a disability in your home, you
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need to be responsible. You need to take responsibility; that’s how you’re
going to get your services. You need to be on the ball.
Emphasizing their children’s strengths.
More than half of the parents spontaneously described their children’s
strengths to the interviewer. For example, one parent (Family E) spoke of her
foster son as her miracle child:
He had anoxia at birth. For five months he didn’t relate to people in any
way. He didn’t cry when he was hungry, and he’s come such a long way.
He’s expressive; he uses sign language; he’s now talking. He’s
affectionate; he wants to be with people; he names the people in his
family; he’s learning language readily now. He’s truly my miracle child.
The parent from Family H emphasized her child’s endearing qualities:
So as far as her, her thinking process, like ours, we don’t know what that’s
like, but you know, you just look at her and she’s just a smiling person and
just upbeat. And happy, and if she’s not smiling then you know
something’s wrong, because…I mean that’s rare.
Parents also described their efforts to emphasize their children’s positive
qualities to others in the community.
It’s almost like you wanted to have a teachable moment at all times. I felt
like if somebody asked a question or didn’t ask a question, you wanted
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them to understand just what you’re dealing with. Or it’s almost like you
have to sell your kids to people. You know, talk about their good points.
So you end up talking about their strengths a lot, and you try not to talk
about the negatives. (I: And is that so that they will see your children in the
same way that you do? That they will also focus on your children’s
strengths?) Well, yeah…Very few things happen. [Few] changes occur. I
mean they don’t grow very fast. They don’t develop fast. (I: So each one of
those changes is noteworthy, remarkable, and you want others to know
about those changes, too?) Yeah! Because…if the struggles are so steep,
you know (crying) (Family A)
A parent from Family B talked about needing to educate professionals
about her child and wishing they would focus more on the child’s strengths:
Well, unfortunately for the advisor [at school], it would require a lot more
work from her. He needs, basically, every class looked at and say, “Well,
he can’t write essays, don’t grade him on an essay, grade him on what he
can do.” But then, that means they have to focus a little more on what he
can do than what he can’t.
I guess that’s the hard part for me, trying to educate the people around me
who deal with my son, so that they can understand a little bit about what’s
going on with him. That’s hard. ‘Cause the many professionals, be it
doctors or health care or the school, they really focus on the negative and
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what’s wrong with your child, rather than what’s working. It’s really
discouraging for the child and the parents if they’re surrounded by people
who don’t think you can succeed.
Another parent (Family D) noted her child’s accomplishments and positive
qualities influenced family relationships and others’ responses to him:
When he came, well, he could speak twenty words. He could not even sit
and look at a book. He could not even name anything in a book. You
know, everything was either a bird, airplane, or an eagle. Eagle was his
big thing. Anything that was in the air was an eagle. Now he can...he loves
books. He will bring me books and say, “Mommy, will you read me a
story?” He’s so sweet, he’s probably the sweetest thing you’d ever find
and when his mind and behaviors aren’t getting in his way, he’s probably
the best little guy that...and he’s very compassionate. And his toileting and
eating problems, those are getting better, so it’s a little easer, but it’s still a
challenge, you know. He presents a challenge, but he beckons at your
heart. And I often tell him, “If you weren’t so cute, life wouldn’t be so easy
for you, buddy.” And everybody says that. You know, everybody, in all the
programs he’s involved in.
Family-Focused Strategies
Family-focused strategies were actions taken by family members
specifically to optimize health and quality of life for the whole family, including
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mobilizing the family, normalizing family life, connecting with other families,
finding and keeping a sense of place, and self-regulating travel to health care
providers.
Mobilizing the family.
Parents described coming together as families and drawing upon their
inherent strengths and internal resources to meet the demands of their situation.
In some of the study families, immediate or extended family members were
employed as PCAs or respite care providers for the children. Family members
could be trusted, and there was commitment on the part of all family members to
providing a nurturing and consistent environment for the children with CCCs. In
addition, family members filled a need in the rural area where it was difficult to
find such supports.
L is my PCA. She’s my twenty-four-year-old. I have a life since we have L
here. We came at the end of March last year, and she came in August
after I found out about it. I found out that there was that service [PCA]
before we moved here. But I didn’t know what it was or how to go about
getting it or anything. We didn’t have that in Wyoming [state], and it was
hard; it was exhausting. Daily care is exhausting without it. But as I found
out about it, I told L that we were going to get this, and the nurse was
going to come and interview and find out how much time, and at that time,
she was working for early Head Start in Wyoming. And she said, if she
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can do it, which, I found out family members can do, and if he got at least
thirty hours a week, she would come and do that, because she really
missed the boys. She had a hard time. She didn’t miss me; she missed
them. So then we moved her here so she could do that, and it’s been
wonderful! I think that’s been the most important part of managing all this.
And I’m dreading the time she decides she doesn’t want to do it anymore,
because I trust her. And she’s been a part of his life. She knows what he’s
like, and I just don’t know if we’d be able to keep PCAs. I think they’re
hard to come by. A good one, and they burn out fast. So if there was one
thing I had to pick above everything else, besides medications…L. Having
the PCA would be the next most important thing, and then probably the
support group after that. (Family E)
So, my parents do respite care for me, as well as [my husband’s] parents.
(Family B)
[Having a PCA] has enabled me to continue doing a part-time job. Three
mornings a week I’ve been able to have someone come into the home.
Prior to this fall, our oldest daughter was living at home, so she was able
to do that, which made it a little easier because she knew our routine.
They were able to [pay her as a PCA]. It was really helpful. She worked
around her school schedule. So when she transferred, that all changed.
The problem with that particular service [PCA] is the services are as good
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as you can get people to do it. The real struggle is with finding someone.
Finally, my son-in-law’s mother has agreed to come. (Family D)
Normalizing family life.
Participants described efforts they made to provide developmentally
appropriate life experiences and transitions for the children with CCCs and their
siblings, as well as for the family as a whole. This strategy involved efforts to
model their attitude toward everyday family life for others:
You have to make it seem like this is just another person, another day,
another…you can’t make a big deal about it. Otherwise, they catch up with
that and they’re all nervous. So as long as you just let it all flow, then they
are so willing to come in and….I think that people first look at the mom
and dad, how are they doing? If they have it under control, seemingly
anyway, then they can do it, too. Otherwise, all your life is, “Oh, that poor
family.” And that’s not how it is, and that’s not how you want it, and our life
just moved on. We have an older child; we have a young child. We are so
busy! We don’t have time to play that game, I guess. And not only that…M
has been such a blessing to our family. Like, she has made our family
complete. And so, yeah, I guess you have to portray it this way, and then
people will catch on. And it’s not such a big deal anymore. (Family H)
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Normalizing family life involved providing opportunities for the children to
develop a sense of independence from their parents. In turn, this strategy helped
the parents to see and appreciate the changes in their children:
…us being a little farther away from the boys, which is a natural
continuum, if you’re a parent and you have preadolescent and adolescent
kids. And if you’re the kids, you need to have some space between your
mom and you, to develop, to become a whole person. Without these, I
think we were with the kids so much we couldn’t even see any process of
getting better, or improvement. Now, when I see them run through the
door when the staff brings them back, sometimes I can see a…
something, whereas, if you’re stressed out and they’re needing all the
attention and you have all the duties around your house, too, you don’t
really have time to even notice. (Family A)
Parents balanced the needs of all family members and made adjustments
to minimize the impact of the child’s chronic condition on family life:
I also have children that are in football and basketball, and jazz band, and
she doesn’t do well if I have to drag her to all of these things. And my
husband travels a lot. So, without a PCA, my kids could not participate in
life. (Family C)
Connecting with other families who have children with complex
chronic conditions.
117

Participants extended themselves to other families in order to interact with
someone who had the same or similar experiences. Extending themselves
required initiative and going beyond their small, rural communities to connect
with other families in person, by mail and telephone, or through use of the
Internet.
We did, by chance, meet up with a family that lives in the center part of the
state. We’ve only met them a couple of times. My husband had pictures of
the boys stuck on his cubicle at work. And a man stopped by his desk and
said, “Are those your boys?”… “I know two boys just like them…I can get
you in touch with the parents.”… What a help that was. I sat down, wrote a
letter, sent some pictures. I thought, if she is having a bad day, she’s just
going to want to throw this in the garbage. But one day mail there, the next
day back. So I had pictures of her boys in two days. And it was just this
wonderful thing. It was amazing, and wonderful. Just knowing somebody
you can communicate with is out there, even if you don’t talk very often.
We’re still in touch. (Family A)
We’re involved in a family support network, and usually the meetings are
in ______ [another small town]. That’s been a good network. (Family A)
There aren’t any parents in the area that I know of with Prader-Willi. We’ve
met a few parents down near the [Twin] Cities. And in fact, last fall we
went down to the Cities for a retreat for parents of Prader-Willi kids, and
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met several people and children there. And that was really helpful. It was
like an experiment, to see if they got any participation. And I think they had
maybe ten kids, and then maybe twenty parents altogether, that came. We
came the farthest distance. Most of the people that came were from near
the Cities…It is really isolating from here, but just knowing that there are
other people out there in the same, or similar, boats, is kind of nice.
(Family B)
The thing that has helped the very most as far as my mental health has
gone….was the Internet. I got on a support group for parents of children
that have problems like this. And that has been my lifesaver. If everything
was going rotten and I’m having a horrible day, I don’t know what to do, I
can go vent on that support group, and they’ll give me suggestions. Oh! It
is the best thing. Until I went on that website, I’ve never met a parent that
had gone through what we’ve gone through with P, and so nobody knows
what it’s like. And you feel like you’re not alone anymore. I’m not crazy;
there are people out there that are having this, you know. (Family E)
Finding/keeping a sense of place.
In spite of the challenges families encountered in meeting the needs of
their children with CCCs in the rural area, none of the participants indicated that
they were considering a move to a more urban area where there would be more
resources. On the contrary, they were firmly planted in their communities while
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being clearly aware of the limitations and challenges of caring for a child with
complex needs in a rural area, such as distance to providers, relative isolation,
and limited resources. For some, there were perceived advantages, and living in
a rural community was a choice they made. Family ties were an important
consideration in that choice:
My husband and I were married down in the Cities. He grew up in this
area. And G was a preemie…and after we had him we realized that I
couldn’t leave him. And we couldn’t…I didn’t have a good enough job to
pay someone to come in while I worked. It was just better for me to stay
home. So I stayed home with G, and then my husband lost his job about
three months after we had him. So we retreated, and we came back up
here. His parents live over by [another small town], which is about fifteen
miles away. We didn’t stay with them, but we stayed north of [another
small town] about five miles. His grandfather’s home was empty at the
time, so we lived there, and it was a good time for us, even though G was
very small and tiny. We needed a chance to regroup. [Having G] was quite
a shock for us because G was our first, and we were very young parents.
[My husband’s] parents and grandparents, actually he had two sets of
grandparents still living when we first moved up here, plus his parents.
And his brother and sister-in-law…they were in [another small town]. So
this was the closest family we had, up here. So we came up here mostly
because there were family up here, and we just felt like we couldn’t
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survive on one income down in the Cities. And at the time it just seemed
like an open door that we needed to go through. And since his
grandparents’ house was empty, we got to stay there for about a year,
with no rent. And it was good for us, even though it was really far from
everywhere. (Family B)
Well, I’ve lived in Minnesota before, and I knew that…Minnesota is so up
there in children related things. One of the top places in the nation. Plus,
I’m from this area. So I’ve never lived in [small town], actually, but I told
my husband that we wanted to go to Minnesota. We talked about it. But he
picked the area because of his job, and I’m sure it had to do with my
parents living here, too. I actually thought [large city in southern
Minnesota] would be better for the boys, and I have a sister in [another
southern Minnesota town]. But my mom and dad live here, and then his
job he could do more easily here. So that’s why we came here. It’s great
for the boys, too. That has been wonderful. I’m definitely impressed. I’m so
glad. This is the right move. We did good! It wasn’t a hard decision. It was
just easy. We knew we needed to get him help somehow. There was none
[in the state of Wyoming]. And plus, in Minnesota, there is more fishing
and that has been P’s obsession since he was real little. So, that part was
good, too. You know, the family, and the whole environment was a good
thing, too. (Family E)
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(I: You were saying that maybe when D was more critical, there were
times when you wished that you could have moved to a place where
there’s more…) More medical technology and stuff like that. (I: But you
didn’t, and now it’s worked out okay?) Right. Now that she isn’t so in a
critical state, we’re glad we stayed. (I: But you still do travel a lot?) Yeah.
Believe it or not, you can get used to it. You just do it, and that’s that. But,
we’ve got ties here, and…(Family G)
Another dimension of the families’ sense of place involved having a home
that would accommodate multiple needs for their child with a CCC as well as for
the family as a whole. Some of the parents were able to obtain funding for home
modifications. They modified their homes to provide safety and access for their
children with disabilities, as well as sufficient room for equipment, other care
providers, and privacy for family members. One parent talked about the desire to
have enough room to gather as a family.
So we’re looking for something with a more open floor plan so she can be
amongst our family in the evenings. Right now we love her to have her
own space, but there’s evenings that we want her [with us]. Our kids miss
her, and so they go in the bedroom and drive the nurses crazy. They don’t
mind it, but still, we want her out with us. And we used to have her out
here every night amongst us. But you know, we have the nursing now, so
we’re using it. If we don’t they might take it away. And by the time you get
two adults and two other children in that little living room it gets [pretty
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crowded]. So we want a more open floor plan. And we want the nurses to
have more room. D’s got tons of equipment. Not all of it’s even in her
room. H just put a bunch of it in storage. (Family G)
Self-regulating travel to health care providers.
With the challenges of traveling to a tertiary care center, some family
caregivers self-regulated the amount of travel according to what they felt their
child needed and what would be best for the family as a whole. They balanced
the recommendations of health care providers against what was realistic and
manageable.
Sometimes one of our agencies, they think they need to tell us, “Oh, run
her to the hospital.” We take her when…we just know when to take her.
And sometimes we are over paranoid, but if we took her as much as they
wanted [us] to we’d be there every week. But we’ve learned over the
years, you know, what to take her for and what not to. We’ll wait so many
days into a cold or whatever, and then we know, it’s time to go. (Family G)
And he [physician in the Twin Cities] prescribed the Genotropin [human
growth hormone] for us, and wanted us to come back every three months.
Just to monitor him, because sometimes the growth hormone causes
problems with scoliosis. So that started about four years ago. (I: And did
you keep going back every three months?) No. We pushed it up to four
months. That was only three trips a year instead of four. And we did that
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for at least two years, which, I mean, the trips weren’t so bad, but, you
know, it’s the scheduling. It’s terrible. Because this doctor only saw
Prader-Willi syndrome patients four days a month, Mondays and
Wednesdays, afternoons only. And it was really, just terribly inconvenient
because my husband would have to take off work. I didn’t feel comfortable
trying to make the trip all in one day. I just think that’s not safe. And so, my
husband would come with me, and we’d usually take all the kids with us,
because respite care doesn’t pay for the care for the other three. Just so I
can go for G. I don’t know why. I mean, it seems like they should. But they
don’t. So anyway, we went down for at least two years, two and a half,
and then I found out, well, I put off the last trip. We were going to go last
September. And I had the schedule all made and the appointment well in
advance, and then I found out that school was going to start before Labor
Day, for the first time in several years. So it screwed up the whole plan.
And my daughter was starting junior high, and I just couldn’t let them miss
the first day of school. I had to cancel it. And then, of course, trying to get
time off during school, when G was having some trouble with the school
work, it just didn’t make any sense to make him miss school to do that. So
I contacted Bemidji and we started seeing this visiting doctor who comes
from Fargo. We saw him in July, and we were planning to go down to see
Dr. R in the Cities in September because I still wanted to see him at least
once a year. But it hasn’t worked out. So we’ve seen Dr. L [in Bemidji]
three times now. Bemidji’s no problem to get to, but the Cities is quite a
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distance. I would like to see Dr. R more, still, because he’s very forward
looking and optimistic, and even though we only see him once a year, that
does help. (Family B)
Cognitive/Emotional Strategies
Parents described cognitive and/or emotional strategies they used to view
their situations in a positive light. Two of those strategies were (a)
framing/reframing their situations, and (b) being grateful for services that they
perceived to be supportive.
Framing/reframing their situations.
One parent(Family F) reflected:
You know, it’s really been an amazing experience. It’s almost been easy,
it’s been so amazing. It’s as if God has been leading the way.
Another parent (Family A) used this metaphor:
I like to describe it as each day my boys are kind of unraveling or
unfolding, just like a flower, and we’re understanding more and more
about them.
This parent also spoke of how her children have gained from receiving
services such as time out in the community with PCAs, even though there have
been frequent changes of personnel:
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If you can make a negative thing positive…benefits. I sometimes think I
should write them down, just so many things. We have such good
feedback on how they behave without [us].They kind of have grown to be
more individual instead of more babyish. We’ve seen a lot of progress. We
see a very high turnover rate of staff, but I see how the boys are so open
to new people. They kind of like the mystery of it all…the process of trying
to see who this is and what will she be like. (Family A)
Being grateful for support.
And you know, I’ve been lucky with this, with P, because doctors haven’t
blamed me, because I’m not the birth mom. So many parents who have
children like that get blamed for the problem, and that’s just devastating
because, you know, it cuts down their own self-worth, and really it isn’t the
parenting. You have to be an excellent parent to be able to handle it, and I
think that’s another thing that I’ve really liked about [this town], that
nobody does that. They are all willing to help, and in [previous place of
residence], they didn’t blame me because I wasn’t the birth mother, but
they weren’t willing to listen to me either. And here the people that I have
helping are willing to listen, and that I know what I’m talking about. Where
there they didn’t. And that’s worth a lot to me. (Family E)
And our caseworker is so wonderful. He comes here twice a year, and we
have a meeting. And he just, he went through with us what was going to
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happen, and our expectations, and we talked. We could talk to him, and
so we pretty much knew what was going to happen, and of course through
Arc I knew. So many people had been through it, so I kind of knew a lot of
what would happen. But even if we hadn’t, we had our caseworker here
and because he is…I maybe shouldn’t say one of the few, but he is
special, compared to many others, and he really walked us through
everything, and he gave us information, and if you have any questions call
me, and I don’t think that you hear that a lot. Not from other parents…their
caseworkers…you’re just another person, another number, another time I
have to go meet with you. He wants to be at all of her IEPs, and he is
really something else. I mean, I send him her picture every year because
he wants his kids around him. He wants to see who he helps out. So that’s
another thing, yeah, I don’t know how many people have that. I don’t think
very many. (Family H)
Family Level Outcome
Maintaining Family Integrity
Throughout the course of the interviews and during the analysis,
maintaining family integrity emerged as the outcome of the families’ striving to
manage the challenges of caring for children with CCCs while living in rural
communities. The family caregivers’ descriptions led this investigator to identify
maintaining family integrity as the overarching outcome. Amidst the stories of
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challenges and the corresponding management strategies, I could hear
indicators of family integrity. For this study, family integrity is defined as a
shared sense of connectedness, competence, and commitment among family
members, described by family caregivers during the interviews.
Family integrity was experienced uniquely by each family, and some
family caregivers emphasized certain properties more than others. However, all
of the family caregivers told stories that indicated family integrity. The caregivers’
stories illuminated such properties as acceptance, self-reliance, and belief in their
ability to provide optimal care for the child with a chronic condition while also
meeting the needs of other family members and of the family unit. Their stories
also revealed a sense of satisfaction about having adapted to their situation and
mastered the challenges with limited information and resources. A sense of
connectedness within the family and, to varying degrees, with their respective
communities was evident in family caregivers’ accounts. Although living with their
children’s chronic conditions presented numerous challenges for these families, it
seemed that each family had integrated their situation into their everyday lives.
One father (Family G) reflected:
Well, I personally feel that I’m not doing any more or less than any other
parent with a child like this. I do strongly believe, if you’ve got a pretty
good solid base as far as wife and husband, and a child together…they
will survive. I mean you have to have a solid base in order to build off that,
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and I think, you know, our relationship is a very solid base, and we’ve
been able to work through a lot of these things. It’s been beneficial for N
and our [other] children, and our children have learned a lot through N.
Another parent (Family D), who is a legal guardian, talked about the
family’s growth:
He takes something away from our family, but he’s also given something
back. I think we’ve all become better people because of him. And that’s
the thing…I think since he’s been in our lives, we’re a much…I mean
we’ve always been a very close family, but I think we’re much closer now.
However, maintaining family integrity also involved ongoing challenges.
Families continued to struggle with uncertainty and vulnerability, particularly in
regard to the continuing availability of the supports that they deemed critically
important to family functioning, such as funding for PCA and respite care. For
some, this uncertainty presented a threat to their belief in their ability to provide
optimal care for the child with a chronic condition and also meet the needs of the
family.
What if the plan for the Department of Health and Human Services and
the cuts that are happening in this state right now, that [the governor] has
proposed…what happens if he cuts more and more. What happens if he
cuts providers so much that they can’t stay in business? Well, maybe it’s a
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good thing we had a little break, you know. Hopefully this will continue. I
see so many benefits.
I just don’t see it improving because of what’s happening in our state. We
already do what we can, and we try to go down and lobby. We get to know
our legislators. We tell them what our issues are. As far as the legislation
that causes the reimbursement of health care services, yeah, if we can
improve, give the workers more of a reimbursement or the agencies,
maybe there would be better services up here. If they got reimbursed at a
higher rate, the reimbursements the agencies themselves are getting. I
think they’re seeing they’re getting a raw deal. It’s getting less and less, so
how do they stay in business even? And to do an excellent job, maybe if
they felt like they were getting what they deserve, maybe that would trickle
down to better [care]. (Family A)
And the fear, too, is that government, legislators…will drop what mental
health services they have from M.A. (medical assistance) or the insurance
that these kids get. So that’s always a fear in the back of my head. (Family
E)
Summary
The findings from interviews with primary family caregivers reveal the
types of challenges experienced by these rural families caring for their children
with CCCs, the strategies they employed to manage those challenges, the
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intervening conditions that influenced both the impact of the challenges and the
effectiveness of the management strategies, and the family level outcome,
maintaining family integrity.
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CHAPTER V: DISCUSSION
Overview of Findings
The categories and their relationships in the theoretical model, Managing
with Limited Resources: Rural Family Caregiving for Children with Complex
Chronic Conditions (Figure 1) were derived from the analysis of the primary
caregiver interview data. The challenges identified by the primary family
caregivers were complex and often occurred in multiple contexts. The geographic
region in northwestern Minnesota in which the participants resided did, indeed,
have limited resources. Participants described difficult transitions, including the
transition from hospital to home, establishing relationships with providers in their
communities, obtaining a diagnosis, family relocation, school entry, and
anticipation of transition to adulthood. Information about their children’s
conditions and available support services was not readily available to them. For
some participants, accessing mental health services for themselves or for their
children in their communities was difficult. Most of the participants were
geographically isolated from families in similar situations, i.e., families of children
with the same chronic conditions or similar disabilities. All of the families traveled
significant distances---between 130 and 320 miles each way---to access
specialty health care for their children. Some participants had concerns
commonly associated with rural communities, such as lack of anonymity and
compromised confidentiality. Negotiating with gatekeepers for services was
difficult for most participants. PCAs and respite providers were often hard to find
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and sometimes unreliable, although parents often viewed PCAs as being like
family and critically important to the family’s functioning.
These family caregivers continued to face the challenges that evolved with
their children’s changing physical, emotional, academic, and social needs. For
most, their ability to access appropriate health care for their children continued to
be constrained by limited options within their communities. For some, however,
there had been improvements over time in the availability of outreach care from
specialists. Lacking a formal system of care coordination for their children, the
caregivers in these families continued to serve as their own care coordinators.
The nature of the child’s condition, characteristics of the caregiver, and
having an advocate outside the family were intervening conditions that influenced
the family caregiving experience. These intervening conditions altered the impact
of the challenges or influenced the effectiveness of the management strategies.
Family caregivers utilized a variety of child-focused, family-focused, and
cognitive/emotional strategies to optimize health and quality of life for their
chronically ill children and for their families, and they tended to view their
situations in a positive light. Maintaining family integrity was the overarching
outcome of this complex process of managing the challenges of rural family
caregiving for a child with a CCC.
Discussion of Findings
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The rural family caregivers of children with CCCs in this study described
many of the challenges identified in research conducted with primarily urban and
suburban families. In addition, they faced challenges related to the rural
environment in which their families resided.
Family and Caregiver Strain and Rewards
Through their stories of caregiving, the participants described both positive
and negative experiences consistent with many family and caregiver impacts
described in the literature, including caregiver psychological distress (Leonard et
al., 1993); difficulty finding reliable care for their children, financial strain, marital
strain, and personal and family growth (Teague et al., 1993); perceived stigma
(Carnevale et al., 2007; Green, 2007); barriers to social participation (Rehm &
Bradley, 2005a, 2005b); role conflict related to employment outside the home
(Green, 2007); and emotional rewards (Green).
PCA/Respite Care
While only one of the study families had a significant nursing presence in
the home and most were visited only occasionally by nurses, all but one family
received PCA services and/or respite care. Their experiences with having these
care providers in the home were consistent with both the positive and negative
aspects of parent-professional relationships found in research on home care of
children with CCCs (Coffman, 1995; Lauver, 2008; O’Brien & Wegner, 2002;
Patterson et al., 1994; Rehm & Bradley, 2005b). In addition, these rural family
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caregivers described significant challenges in finding PCA and respite services,
obtaining funding for services, and maintaining continuity in personnel. These
difficulties seemed to be related to the scarcity of agencies providing those
services in the study region, the influence of gatekeepers---case managers---who
allotted funding for such services, and the distance these care providers needed
to travel to some families’ homes without reimbursement for travel.
Parents from three of the eight families were employing, or had employed,
family members as PCAs, e.g., adult children who lived at home or had returned
home to be their families’ PCAs, a grandmother, and a more distant kin. Having
family members paid to be PCAs was highly valued by those participants, as the
arrangements provided continuity of care in the home, involved relationships built
on trust and shared knowledge of the child’s needs, fulfilled the desire of family
members to be involved as care providers while also receiving some
compensation, and minimized invasion of privacy by persons unknown to the
family.
Participants described uncertainty about continued availability of funding
at present levels for PCA and respite services. At the time of this writing the
Minnesota Legislature had recently reduced pay by 20% for PCAs caring for
family members, then temporarily (for the current biennium) reversed the pay cut
before it went into effect, and has now delayed the cut for another year, to July 1,
2013. The resulting uncertainty about PCA funding and other family supports
may contribute to family caregivers’ feeling vulnerable and threaten their sense of
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efficacy in managing their situation. Uncertainty surrounding a child’s chronic
condition can contribute to family distress (Dodgson et al., 2000); uncertainty
about continued funding for family supports may also contribute to family
distress. For rural families, any such threats to PCA funding worsen a situation
that is already difficult, as family members are sometimes the best or only option
for PCA services.
At the time of the interviews, a similar source of uncertainty involved an
unexpected increase in the parental fee for families receiving Home and
Community Based Services for their children, services designed to keep children
with chronic illness and disabilities at home with their families. In addition to
contributing to feelings of uncertainty and vulnerability, changes such as the
parental fee increase contribute to financial strain and role conflict regarding
employment outside the home.
Transitions
Findings from this study related to transition points were similar to those
described in previous studies, including taking the child home from the hospital
(Allen et al., 1994; Cohen, 1999; Judson, 2004), and preparation for school entry
(Rehm, 2002). However, rural family caregivers’ experiences with these transition
points may have additional challenges due to the distances traveled in bringing
the child home from the hospital, unanticipated events during the long journey
home, lack of communication between specialists and local health care and
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service providers, lack of resources or information about resources for children
with CCCs in their communities, lack of information about their child’s diagnosis,
and limited resources (e.g., school nurses, special education services) in small,
rural schools. In addition, transition to adulthood was a concern for the
participants from three families whose children with CCCs were adolescents. It
appeared that those parents were not receiving transition counseling to address
future needs for their children’s health care, education, employment, and
community living, nor did they seem to have satisfactory options.
Lack of Anonymity and Related Concepts
Some of the participants described a lack of anonymity in their
communities, as described by Lee (1998). In small rural communities lack of
anonymity means that families are visible and identifiable, and they are known by
many community members through numerous associations. Privacy is limited;
personal lives are scrutinized; and confidentiality may be compromised. Personal
and professional boundaries may be diminished. With lack of anonymity, there
may also be stigma attached to receiving health and/or social services. Families
may be judged for asking for help.
One parent spoke at length about her perception of stigma in the
community regarding the family’s use of public funding to pay for PCAs to assist
their children at home and to take them to community events. It is possible that
the effort to integrate the children into the community resulted in more visibility
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(less anonymity), and stigma or scrutiny about the family’s use of services. An
additional interpretation is that because of their distinctive physical and
behavioral characteristics, the children were not valued by some members of the
community. However, personal contact is thought to be an effective intervention
strategy to reduce stigma (Heijnders & Van Der Meij, 2006), so it is also possible
that the children’s visible presence at community events helped to curb stigma.
Stigma is a complicated phenomenon, and it is beyond the scope of this
paper to fully explore stigma in relation to children with CCCs in small rural
communities. Nevertheless, the experience of stigma appeared to be a source of
significant anguish for this parent. In addition, two other parents spoke of
potential or felt stigma toward them or their children. One of these parents was
the legal guardian for a child with a neurobehavioral disorder; the other was an
adoptive parent of a child with mental illness. Both identified the potential to be
stigmatized because of the perception that parents are the cause of behavior
problems and childhood mental illness. There is a need for interventions to
reduce stigma regarding (a) physical, behavioral, and intellectual disabilities and
(b) the use of publicly funded services to support families. This need may be
greater in rural communities where there is less diversity.
One parent described experiencing the newcomer and outsider
phenomena that are associated with rural communities. The concept of
newcomer (Sutermaster, 1998) is closely related to anonymity; newcomers in
small rural communities may have less anonymity because they are more visible
138

than in urban areas. Newcomers may live in a community for years before
becoming fully integrated; long-term residents may be reluctant to establish close
personal relationships with them. Newcomers may be unaware of the shared
history or ways of doing things of local residents. Because of the lack of
integration and close/personal relationships, families who are newcomers and
who have children with CCCs may not receive the social support that other, more
long-term residents might receive. For rural families caring for children with
CCCs, being newcomers may further any social isolation that exists due to their
child’s condition and the constraints of caregiving.
Being an outsider (Bailey, 1998) consists of differentness, unfamiliarity,
and unconnectedness. An outsider in a rural community may be different for a
number of reasons, but for the caregivers in this study, differentness might be
related to having a child with a CCC. Unfamiliarity may mean that the caregiver is
not well known or not well acquainted within the community. Unconnectedness
refers to a lack of family or personal ties within the community. For the parent
who described her experience of being a newcomer and an outsider in her rural
community, being an outsider consisted of lacking strong personal ties in the
community and being relatively isolated from the community due to living a few
miles out, being busy with family, and caregiving for her child with a CCC. The
concepts of newcomer and outsider are closely related, and both may influence
the social support that is extended to rural families of children with CCCs.
Unmet Health Needs
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Three of the participants talked about needing mental health services for
their children or for themselves, with concerns about (a) access to and limited
availability of qualified mental health providers, (b) feeling that mental health
providers didn’t understand their unique situations, and (c) limited opportunities
to interact with other parents in support groups. These findings are consistent
with findings from other reports on mental health care in rural areas (Maine Rural
Health Research Center, 2010; Minnesota Department of Human Services
[MDHS], 2009; Newacheck et al., 2000). For example, in a 2009 report on mental
health acute care needs in Minnesota (MDHS), there were 435 psychiatrists in
Minnesota. With counties categorized as metropolitan, micropolitan, or rural, 87%
of psychiatrists practiced in metropolitan areas, and only three practiced in rural
counties. Furthermore, less than 2% of certified nurse practitioners in Minnesota
were certified in adult or family psychiatric/mental health, and only 6% of clinical
nurse specialists were certified in child psychiatric/mental health.
One mother’s positive statements about her participation in an Internet
parent support group (IPSG) are consistent with literature that underscores the
importance of such groups, especially those that utilize an online facilitator, for
reducing isolation, increasing social support, decreasing stress and depression,
improving caregiver-CSHCN relationships, sharing ideas for management
strategies, increasing positive emotions, increasing acceptance, promoting
altruism, reducing guilt, and helping participants to gain insight, find people to
trust, and reframe their situations (Baum, 2004; Bragadottir, 2008). Scharer and
colleagues (2009) also found both Internet-based social support and telephone
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support offered by psychiatric nurses to be useful in helping mothers of mentally
ill children manage emotional strains of dealing with their children’s behaviors
and attitudes. IPSGs are particularly useful for “dispersed populations and
groups that have restrictions on their time” (Bragadottir, p. 32); thus, this form of
mental health support seems well suited for rural family caregivers of children
with CCCs. Due to inconsistent broadband coverage throughout Minnesota, highspeed Internet access is not presently available to all rural families. However,
high-speed Internet service is rapidly expanding in many areas, thus increasing
opportunities for rural family caregivers to connect with others and receive social
support through IPSGs.
Several families did not have a relationship with a local physician or other
primary care provider for their children with CCCs, and it appeared that none had
a care coordinator. Mental health, primary care, and care coordination needs of
rural families caring for children with CCCs may also be addressed by advanced
practice nurses (APNs) ---in this case, nurse practitioners and clinical nurse
specialists who specialize in psychiatric-mental health nursing, care of children
and families, or the care of CSHCN. APNs possess the knowledge and skills to
provide community-based, comprehensive, safe, family-centered, cost-effective,
quality care and to provide leadership in care coordination. However, there are
significant barriers to practice for APNs in rural areas, such as lack of a peer
network, lack of public and professional understanding of their role, physician
and/or psychologist resistance, low salaries, and limited space and facilities
(Chevalier, Steinberg, & Lindeke, 2006; Lindeke, Jukkala, & Tanner, 2005). If
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these barriers are reduced, there is great potential for APNs to address unmet
health needs of children with CCCs and their families in rural, underserved
communities.
According to 2010 health workforce data on APNs in Minnesota (MDH,
2011), there is an ongoing need for, and maldistribution of, primary care services
in rural areas of the state. For example, using Minnesota Department of
Employment and Economic Development (DEED) areas, 10.4% of the state’s
population resides in the 27-county northwest region (which includes the 13county recruitment area for this rural family caregiving study), but only 5% of the
state’s nurse practitioners and clinical nurse specialists practice in the northwest
region. The barriers to rural APN practice described above (Chevalier et al.,
2006; Lindeke et al., 2005) contribute to this maldistribution. Before more APNs
can be recruited to practice in rural settings, barriers to rural practice must be
overcome through public education, legislation, research, marketing, improved
salaries, and professional support (Chevalier et al.; Lindeke et al.).
Travel and a Sense of Place
The families in this study traveled significant distances for specialty health
care for their children with CCCs, yet they seemed to be strongly tied to their
rural communities, where they had a sense of place. Place is “the local, lived
articulation of sense, body, identity, environment, and culture; a person is always
in and of place. Place is captured in the intersubjective sharing of experience and
social practice” (Kelly, 2003, p. 2280). In a discussion of bioethics and rural
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health, Kelly contends that the American health care system devalues rural
places and that perceptions of rurality may influence the quality and nature of
health encounters and health care. Rural residents’ health-seeking journeys may
be impacted by the tendency of urban professionals to associate rural place with
assumptions about their values, knowledge, practices, and beliefs---to stereotype
and “other” them. Rural residents’ health journeys are dynamic, consisting of
more than access, transportation, and distance; of equal or greater concern is
how patients and family members perceive they are informed, respected or
marginalized, and whether they are given voice in health care decisions as they
move between rural and urban health care places.
The family caregivers in this study described a range of experiences with
health care providers in urban settings, both positive and negative, as they
traveled for specialty/subspecialty care. Like families in related studies (Marcin et
al., 2004; Scott-Findlay & Chalmers, 2001; Shepherd & Woodgate, 2011; Yantzi
et al., 2001), some of the family caregivers in this study described hardships
related to the need for travel. In spite of the travel hardships, however, supportive
family-specialist relationships were highly valued. This finding is consistent with
the value placed on relational continuity in Miller and colleagues’ (2009) study.
As a result, families self-regulated the amount of travel in order to maintain some
continuity in those relationships while also minimizing disruption to the family.
Traveling large distances to care increases financial burden in the form of
both travel costs and time lost from work for parents and results in more missed
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school days for patients and their siblings. In addition, limited geographic access
to subspecialty care may contribute to poor health outcomes for the child.
Enhanced care coordination efforts in rural areas can address appropriateness of
referrals, determine what care can be provided by the primary care provider, and
promote the provision of care within the child’s community (Mayer, 2008).
The family caregivers’ narratives of their rural-to-urban, health-seeking
journeys underscore the need for continued efforts to provide outreach and
telemedicine/telehealth services to families in their communities to ensure quality
care without long drives and extended time away from home. For example,
home-based telehealth videoconferencing can assist families and care providers
in the management of CCCs in children, particularly in the management of minor,
acute illnesses (Cady, Kelly, & Finkelstein, 2008). Telephone-based care
coordination and case management can also reduce unplanned hospitalizations
(Cady, Finkelstein, & Kelly, 2009). Young, Siden, and Tredwell (2007) found
videophones to be highly useful for communication with parents caring for
children at home following scoliosis surgery, particularly for families living at a
distance from the hospital. Hopper, Buckman, and Edwards (2011) reported on
satisfactory use of videoconferencing for pediatric genetic consultation, and
Spaulding, Belz, DeLurgio, and Williams (2010) found that telemedicine
consultations in child psychiatry provided substantial savings in travel time and
costs for rural families, and were also cost-competitive for the institution when
compared to the cost of a psychiatrist travelling to the community.
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Family Advocates
The importance of having an advocate outside the family was stressed by
several participants. Advocates identified by family caregivers included a nurse
practitioner, a physician, a behavior analyst, a public health nurse, a school
administrator, and a social worker/case manager. These advocates responded to
caregivers’ concerns promptly, provided information, gave priority to the child and
family’s needs, and advocated for the services they needed. The value of these
advocates to the families underscores the need for nurses to partner with families
in advocating for care coordination, family-centered care, improved access to
primary and specialty care, transition services, and policy change (Looman &
Lindeke, 2008) and to partner with families in providing expert, family-centered
care coordination (Lindeke, Leonard, Presler, & Garwick, 2002).
The findings of this study also underscore the need for implementation of
the health care/medical home concept for children with CCCs in rural locations
(Farmer, Clark, Sherman, Marien, & Selva, 2005; McClune, 2009). The medical
home concept (American Academy of Pediatrics [AAP], 2002) is a team
approach to the care of infants, children, and adolescents that is accessible,
continuous, comprehensive, family-centered, coordinated, compassionate, and
culturally effective. The medical home is based on partnership with families,
sharing of information, provision of primary care, continuous availability,
continuity, consultation and collaboration between primary and
specialty/subspecialty providers, interaction with community agencies, care
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coordination of a specific care plan, maintenance of a central record, and
counseling for transition to adult health care, work, and independence. The 2002
AAP policy statement on medical home was reaffirmed in 2008, and the medical
home concept has become the focus of numerous national initiatives, including
Healthy People 2010 and Healthy People 2020 objectives for CSHCN (USDHHS,
2010). Although all patients can benefit, a health care/medical home particularly
benefits patients with chronic and complex conditions through familycenteredness, improved continuity of care, and coordination of care between
providers and community resources (MDH & MDHS, 2012).
When the interviews for this study were conducted in 2005, a pilot project
known as the Minnesota Medical Home Learning Collaborative had been
launched in the previous year to improve care for children with special health
care needs (Schiff & Ricketts, 2006). Of the eleven original participating clinics,
none were in northwestern Minnesota. Of the 36 clinics that participated between
2004 and 2009, only one was in northwestern Minnesota (Decker, Hardeman,
Heineman, & Pittman, 2009), but none were in the thirteen-county recruitment
area for this study.
As a result of Minnesota health reform in 2008, individual clinicians,
clinics, and practice systems in Minnesota can become certified Health Care
Homes for patients of all ages and can be reimbursed for partnering with families
to provide care coordination. To date, there are 170 certified Health Care Homes
in the state in both urban and rural locations, but few in northwestern Minnesota.
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Of three certified clinics in the thirteen-county area of this study, none have
pediatric specialty practices; however, they do offer family medicine.
Meanwhile, Health Care Home (HCH) Regional Nurse Consultants are
now available throughout the state to provide guidance and technical assistance
to clinics and systems on becoming certified Health Care Homes. As part of a
recent reorganization in the Minnesota Department of Health, district consultants
for MCYSHN have been reassigned to the Health Care Home Section. These
HCH consultants live in the regions they serve, understand local strengths and
challenges and are available to help identify resources and problem solve. The
MCYSHN vision of improving community-based systems of care serving CSHCN
and their families is now being addressed by these HCH consultants. Their
consultant work focuses on supporting small and medium-sized independent and
community clinics in HCH certification and on continued collaboration with
community partners serving CSHCN (MDH & MDHS, 2012).
Of five HCH Regional Nurse Consultant regions in the state, the northwest
region has not yet been assigned a Health Care Home consultant; however, the
HCH consultant for the northeast region has been assigned to four counties in
the northwest region (MDH, 2012). This consultant’s work to improve communitybased systems of care for CSHCN includes a focus on access to quality care and
transition from pediatric to adult care for youth with special health care needs (J.
Larson, personal communication, May 24, 2012).
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In greater Minnesota, many small clinics need to develop the resources to
become certified. The health care home movement is strong in Minnesota, and
although it appears to be gaining a foothold more slowly in the state’s rural,
northwestern counties, interest continues to grow as significant progress is being
made throughout the state (MDH & MDHS, 2012).
Caregiver Appraisals of Family Impact
Cognitive coping has been defined as “thinking about a particular situation
in ways that enhance a sense of well-being” (Turnbull & Turnbull, 1993, p. 1) or
make the situation more manageable (Affleck & Tennen, 1993). Family
caregivers described framing or reframing their situations and being grateful for
support; these cognitive/emotional management strategies are positive
appraisals that emphasize the benefits and rewards of their situations, focus on
their children’s’ strengths rather than limitations, acknowledge what and who has
been helpful, and appear to make their situations seem more manageable.
Attributing positive meanings to their situation is one aspect of the resilient
family process (Patterson, 1991). In attributing positive meanings, parents
reduce overall demand by seeing their situation as less problematic, minimizing
its impact, and acknowledging the positive contributions the child has made to
their family. In a study of parental appraisal of the family impact of childhood
developmental disability (Trute, Hiebert-Murphy, & Levine, 2007), mothers’
positive appraisal was related to higher maternal self-esteem and predictive of
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more positive family adjustment. Furthermore, Trute and colleagues found that
positive and negative appraisals of the impact of childhood disability can be
coexisting phenomena. The rural family caregivers in this study described both
positive and negative aspects of their situations. In particular, three emphasized
the positive aspects while downplaying the negative.
Because the majority of the interviews were conducted with individual
primary caregivers, the meanings they attribute to their situations are individual
meanings that cannot be construed to be family level meanings, which are
collectively constructed as a shared family process and distinct from individual
meanings (Patterson, 2002; Patterson & Garwick, 1994). Nevertheless, these
family caregivers’ stories and the meanings they shared reflect their views of
their families’ experiences. Their stories shed light on the three levels of family
meaning (situational meanings, family identity, and world view) described by
Patterson and Garwick, from the perspective of family caregivers. These
meanings help families make sense of their situation and contribute to family
resilience (Patterson, 2002).
The first level, situational meanings, focuses on the stressor (i.e., the
child’s chronic condition), the demands (caregiving), and the family’s capability to
manage the demands. These family caregivers described positive attributes of
the child, feeling closer as a family, becoming stronger and more assertive,
mobilizing their own resources, and being committed to the child and their
situation.
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The second level, family identity, focuses on how the family defines itself
and reflects both family structure and functioning, including relationships,
boundaries, roles and rules. These family caregivers described family routines
and rituals that were part of caregiving, their strategies for balancing the child’s
needs with needs of other family members and the family as a whole, the ways in
which they normalized family life, boundary issues related to the presence of
other caregivers in the home, the family role structure for accomplishing tasks,
and their decisions regarding work outside the home. Living in a rural area was
part of their family identity.
The third level, family world view, focuses on the family’s views and
orientation toward the world beyond the family, including such dimensions as
their core assumptions about their environment, their sense of purpose in life,
their beliefs, sense of mastery, shared control, and shared purpose. These family
caregivers described their views about giving care and receiving support within
the context of their communities, sharing control with others and a higher power
in matters of their child’s health and well-being, relating to specialists beyond
their communities, and their expectations of others. Participants described
experiences of both stigma and acceptance in their community. These
experiences helped to shape their world views. For one family, differing world
views became a struggle for the parents. In discussing their views of giving and
receiving help, the mother stated, “I believe that we are here to help each other in
this life.” For this family, having two children with disabilities challenged their
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individual and family world views, and the parents’ world views at times collided.
The parents’ disparate world views were shaped in part by their social and work
environments within their rural community. For other parents, the perceptions of
support within their communities contributed to a sense of optimism.
Strengths and Limitations
This study builds on the work of other researchers and addresses a gap in
the literature by adding the perspective of rural family caregivers in northwestern
Minnesota to what is known about family caregiving for children with CCCs.
Participants were open and candid in describing their experiences and views of
managing the care of their children at home in their rural communities, which
resulted in the development of a new theoretical model. The Managing with
Limited Resources: Rural Family Caregiving for Children with Complex Chronic
Conditions model is grounded in the data from family caregivers’ stories.
Grounded theory methodology was appropriate for answering the research
question and guided the investigator through the steps of planning the research,
data collection, data analysis, and the development of the theoretical model.
A possible limitation of the study is that the participants’ views and
experiences may not be representative of the views and experiences of other
families within the same geographic region who did not participate. Because
community leaders distributed flyers to potential participants, the investigator did
not know how many flyers were distributed. Therefore, it was not possible to
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know how many family caregivers received flyers but chose not to participate.
The individuals who distributed flyers to potential participants may have selected
family caregivers who they thought would be willing to be interviewed, who would
be articulate, and who had mastered many of the challenges of caregiving. This
approach to recruitment may have excluded those whose experiences did not
stand out to recruiters but were, nevertheless, relevant to the research. It is
possible that family caregivers who struggled more with the demands of
caregiving were not given flyers and therefore not informed about the study.
There may also have been family caregivers who received flyers but, for a variety
of reasons, chose not to participate.
Although maintaining family integrity was the overarching family level
outcome for the participants in this study, it may not be the outcome for other
families who have fewer skills and resources for managing their situations.
However, the study sample included participants who did struggle significantly
and for whom maintaining family integrity was the family level outcome.
The participants had been caring for their children with CCCs for periods
of time ranging from 23 months to 18 years; their children’s diagnoses were not
new. Participants’ stories represented both their current experiences and recall of
past experiences. Their recollections may not have been accurate but were
accepted as representing their views at this point in time.
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Although the findings of this study may have fit for families and health care
professionals in other rural locations, researchers and health care providers
should use caution in transferring these findings to other rural populations.
Although there are many commonalities, there is also rich diversity among rural
communities. Rural locales are sometimes said to be more different from one
another than they are alike (Bigbee & Lind, 2007). For example, there are
differences in ethnicity, age distribution, socioeconomic circumstances, climate,
resources, population density, definitions of rurality, influences on health, health
care systems, remoteness, and access to care that need to be considered.
Recommendations for Further Research
The inherent diversity among rural settings creates a need for further
research on family caregiving for children with CCCs in other rural locations.
Research should also include families who have not been able to manage the
care of their children at home and who have needed to place their children in
foster care, residential care settings, skilled nursing facilities, or other out-ofhome settings. There is a need for more intervention research that examines the
effectiveness of specific strategies such as family-centered care, health care
homes, Internet-based support for families, transition counseling, and telehealth
care for families caring for children with CCCs in rural areas. More longitudinal
studies are needed to identify changes in families’ caregiving situations and their
responses over time, as youth develop and their health status fluctuates.

153

Participatory action research (PAR) is an approach that may be
particularly well suited to research with rural families because it encourages
collaboration between researchers and those who will benefit from it (families
and health care providers) throughout the research process. The process
typically begins with community-based needs assessment which results in the
development of an action plan. PAR builds on community strengths, empowers
community members, recognizes priorities of participants, and encourages
development of relevant interventions and family-centered care (Garwick &
Seppelt, 2010).
Based on work of participants at a 2008 conference on transition issues
facing adolescents with chronic conditions, an interdisciplinary transition research
agenda was developed for the State of Minnesota (Garwick & Rinehart, 2008). Of
an extensive list that was compiled of more than 60 youth-, community-, and
systems-focused research questions as well as questions focused on
professional development and training needs, one research question specifically
addressed how isolation, poverty, and lack of providers, employment,
transportation, and peer support influence transition for youth in rural areas. This
question and questions regarding rural family caregivers’ experiences with
transition and transition services are highly relevant for transition research.
Recommendations for Policy and Practice
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The theoretical model, Managing with Limited Resources: Rural Family
Caregiving for Children with Complex Chronic Conditions, can inform and guide
health care providers and policy makers in addressing the concerns of rural
family caregivers of children with CCCs. These recommendations for policy and
practice are derived from the challenges and management strategies described
by participants and from specific recommendations that they made.
Discharge Planning from Hospital Units
Although neonatal intensive care units (NICUs) are becoming more familycentered, and the principles of family-centered care are being applied to the
NICU discharge planning process (Griffin & Abraham, 2006), more attention
needs to be given to the unique needs of rural families who must make long
journeys home with their infants after discharge. NICU staff and discharge
planners need to anticipate and plan for problems that may arise during the trip
home. The same consideration regarding travel should be included in familycentered discharge planning for children and adolescents.
A recommendation that came from the majority of participants is that
parents of infants and children with CCCs should be provided with information
about their child’s diagnoses and about services and resources in their home
communities that will help them make the transition from hospital to caring for
their infants and children at home. Care coordination should also be provided
before and after hospital discharge, and there should be a health care
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professional and health care home anticipating the arrival of the family in the
home community. Every child with CCCs should have a health care home.
APN Roles in Rural Areas
APNs are ideally suited to provide services for children with CCCs and
their families in rural communities. Barriers to rural practice for advanced practice
nurses (APNs) should be removed to encourage recruitment of APNs to rural
communities. APNs should have opportunities to practice in rural communities to
the full extent of their preparation, thus addressing shortages in mental health,
primary care, and care coordination and development of health care/medical
homes (HCH) for children with CCCs in rural communities. The HCH movement
should be expanded into rural areas, and APNs should play a key leadership role
in development, implementation, and evaluation of HCHs in rural communities
(Lindeke, Anderson, Chesney, & O’Conner-Von, 2010).
Care coordination by APNs should involve improved communication
between health care providers, health systems, and school systems in rural
communities. Transition counseling should be offered to families of youth with
CCCs in rural communities, along with the development of satisfactory options
for health care, education, employment, and independent living.
Telehealth Strategies
APNs should also play a key role in the development of telehealth
strategies to support rural family caregivers, provide care coordination and case
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management, and provide care that will avoid costly travel for families. The
TeleFamilies Nursing Project (www.telefamilies.org) is one example of a program
involving telehealth (telephone and interactive video) care coordination and case
management by APNs for children with CCCs. Program telehealth strategies are
currently being evaluated for their effect on unplanned or crisis health care
utilization, quality of life for children and their families, and receipt of needed
care. When evaluated with outcomes research such as this, the TeleFamilies
Project and similar programs can serve as models for evidence-based
development of new telehealth programs. Telehealth support to families should
also include Internet parent support groups.
Family Impact Analysis
APNs should partner with families to advocate for legislation that is
supportive to families caring for children with CCCs, and their advocacy work
should attend to the impact of policies on rural families. Policy and program
development and evaluation should include the use of tools that evaluate impact
on families, such as the Family Impact Checklist that is available from The Policy
Institute for Family Impact Seminars (2000)
(http://www.familyimpactseminars.org) and from the National Council on Family
Relations (www.ncfr.org). This checklist, developed by the Consortium of Family
Organizations, is based on six principles: family support and responsibilities,
family membership and stability, family involvement and interdependence, family
partnership and empowerment, family diversity, and support of vulnerable
157

families. This work in family impact analysis is based on Bronfenbrenner’s (1979)
ecological framework and family systems theory (Ooms, 1995). Family impact
analysis should be applied to planning and evaluation of policies and programs
such as those that were of concern to caregivers in this study: parental fee
increases for Home and Community Based Services and reduced pay for PCAs
who provide care to family members.
Family-Centered Care
Health care and other professionals serving families of children with CCCs
in rural areas should follow the principles of family-centered care, partner with
families in planning and providing services, and assess their practices for familycenteredness. The Family-Centered Care Self-Assessment Tool developed by
Family Voices (2008), available from www.familyvoices.org, is intended for use
by providers, families, and policy makers to assess and improve quality of care in
outpatient settings for children and youth, including those with special health care
needs. This tool assists in identifying strengths and areas for growth and in
developing action plans related to family/provider partnership, care setting
practices and policies, and coordination with community-based services. In
addition to being useful for health care providers, aspects of the tool could be of
use to case managers, school administrators, and other gatekeepers of services
and funding for children with CCCs and their families, as they examine their own
philosophy and approaches to their work with and on behalf of families.
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Stigma Reduction
Much of the existing literature on stigma and stigma reduction focuses on
mental illness (Dalky, 2012; Mukolo, Heflinger, & Wallston, 2010; Pinto-Foltz &
Logsdon, 2009; Pescosolido, Martin, Lang, & Olafsdottir, 2008; Rusch, Kanter,
Angelone, & Ridley, 2008), and some of this literature has relevance for children
and adolescents and their families. Parents of children with mental illness can be
stigmatized by association or blamed for their children’s problems, and stigma
can contribute to caregiver strain in those families (Mukolo et al., 2010). Stigma
may also contribute to caregiver strain in families of children with other chronic
conditions.
Strategies and interventions to reduce stigma regarding disabilities,
specific health conditions, and the use of public funds to support families of
children with CCCs should be implemented in rural communities, and their
effectiveness should be evaluated. Many types of interventions exist at several
levels---intrapersonal, interpersonal, organizational/institutional, community, and
governmental/structural (Heijnders & Van Der Meij, 2006). Such initiatives can
target patients, families, work environments, schools, health care and service
providers, policy makers, and the public, and can involve multiple methods such
as counseling, education, entertainment media, personal contact, and advocacy.
Nurses can and should play a key role in stigma reduction initiatives to support
families of children with CCCs, including those in rural areas.
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Supporting Family Strengths
A strengths-based approach involves a focus on the capacities,
competencies, and resources that exist within and around the family and involves
a partnership with the family (Feeley & Gottlieb, 2000). It is of utmost importance
that health care providers and policy makers recognize, acknowledge, and
support the strengths of rural family caregivers of children with CCCs. The
management strategies described by these family caregivers and illustrated in
the theoretical model are evidence of their resourcefulness in balancing
caregiving and family life while working with limited resources in their
communities. Those strengths contribute to the family level outcome of
maintaining family integrity. Seeing, acknowledging, and supporting strengths
rather than focusing on deficits, and supporting those strengths by partnering
with families and providing appropriate resources, may require viewing families
through a new lens.
Conclusion
The theoretical model, Managing with Limited Resources: Rural Family
Caregiving for Children with Complex Chronic Conditions, provides an
understanding of the family caregiving challenges, management strategies, and
intervening conditions that influenced the experience of rural family caregivers in
this study. The model explains how these rural family caregivers managed their
situations. In partnership with family caregivers in rural locations, health care
providers can use the model as a guide in planning and implementing health care
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strategies that address their concerns and support family strengths. The model
can also be used by researchers in conducting future research on rural family
caregiving, and by policy makers in allocation of resources and formulation of
health policy that is supportive to families. Further research with rural families
may contribute to its expansion or revision; however, the model makes an
important beginning contribution to knowledge development in rural health, family
caregiving, and childhood chronic illness.
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ethnography.

chronic conditions
(medically fragile and
developmentally delayed
[MF/DD].)
Rehm & Bradley (2005b)
How families normalize
family life with a child
who is MF/DD.
Rehm & Rohr (2002)
Parents’ and
professionals’
perceptions of risks and
benefits of school
participation for children
who are medically
fragile/technology
dependent.
Sherman (1995)
Impact of home-based
respite care on families
caring for children with
chronic conditions
requiring medically
intensive care.
Stephenson (1999)
Stress, coping, and wellbeing in families of
technology-dependent
and healthy infants.
Teague et al. (1993)
Pilot study to test
instruments and methods
for multi-site national
study of family impact of
caring for technologydependent children.
Thyen, Kuhlthau, &
Perrin (1999)
Maternal employment,
child care, and maternal
mental health in families
caring for technologyassisted children.

Toly, Musil, & Carl
(2012a)

children who were
MF/DD.

Parent interview data
from two studies
including 26 families of
31 children who were
MF/DD.
Semi-structured
interviews with 11
parents in their homes; 8
educators, 9 nurse case
managers, and 5 school
nurses during site visits
to 3 elementary schools
and 1 high school.

Qualitative,
ethnography.

Not
specified.

Qualitative,
interpretive,
ethnographic
methods.

Parents
both urban
and rural.
School site
visits in
large urban
school
district.

Interviews and
questionnaires with 26
families.

Quantitative;
quasiexperimental,
pre-post
evaluation.

Urban.

Mailed questionnaires
with 172 families with
infants < 6 months of age
(87 with healthy infants,
85 with technologyassisted infants).
Structured telephone
interviews with 63
caregivers and home
interviews with 10.

Quantitative;
descriptive,
correlational.

Not
specified.

Quantitative;
report of
preliminary
findings.

16% rural.

Mailed questionnaires
with 70 mothers of
technology-assisted
children and 58 mothers
of children recently
hospitalized for acute
illness, 6 months after
hospital discharge for
both groups.
Questionnaires with 103
mothers of technology-

Quantitative.

Not
specified.

Quantitative,
descriptive,

Not
specified.
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Family functioning,
maternal depressive
symptoms, and
normalization in families
caring for technologydependent children.
Toly, Musil, & Carl
(2012b)
Family functioning,
maternal depressive
symptoms, and
normalization in families
caring for technologydependent children.
Tommett (2003)
Evolving family patterns
of living with medically
fragile children.
Valkenier (2002)
Primary caregiver
experiences with inhome nursing respite
care.
Wilson, Morse, & Penrod
(1998)
The experience of
mothers caring for
ventilator-dependent
children at home.
Youngblut, Brennan, &
Swegart (1994)
Day-to-day problems and
decisions for families
caring for medically
fragile children at home
and resources that were
helpful.

dependent children.

correlational,
cross-sectional.

Builds on Toly et al.
(2012a) with
questionnaires at Time 2
(12 months after Time 1)
with 82 mothers from the
Time 1 study.

Quantitative,
longitudinal

Not
specified.

Three interviews with
each of five motherfather parent couples.

Qualitative,
hermeneutic
dialectic.

Urban.

Unstructured interviews
and observational data
with 10 mothers at three
time points: prior to
initiating respite care and
at 6 and 12 months.
Telephone interviews,
twice with each of 16
mothers.

Qualitative,
grounded
theory.

Not
specified.

Qualitative,
grounded
theory.

Not
specified.

Interviews with adult
family members from 10
families in their homes.

Mixed methods,
descriptive.

Not
specified.
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Appendix D

RURAL FAMILY
CAREGIVING PROJECT
A University of Minnesota
Nursing Research Project

We would like to learn more about how rural families manage
caregiving for children with complex chronic health
conditions.
• Do you have a child under the age of 18 years with a
chronic health condition that has lasted for at least one
year?
• Does your child require special care at home?
• Do you live in one of these counties?
Becker, Beltrami, Clearwater, Hubbard, Kittson, Lake of the Woods,
Mahnomen, Marshall, Norman, Pennington, Polk, Red Lake, Roseau

Family caregivers will be invited to participate in one
2-hour interview.
*Participants will receive $25.
For more information, please call Diane at (218) 755-3869.
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Appendix E
RURAL FAMILY
CAREGIVING PROJECT
February 2005

To Providers of Health Care and/or Services for Children with
Special Health Care Needs:
You are receiving these flyers because you may know of families of children with
complex chronic health conditions who might be interested in participating in this project.
I would appreciate your help distributing flyers to families. You will not be asked to
provide names of families or be involved in the project in any other way.
I am a PhD student in nursing at the University of Minnesota and am conducting the
Rural Family Caregiving Project as my dissertation research. The purpose of the study is
to identify and describe how rural families manage caregiving for their medically fragile*
children. I will be conducting interviews with primary family caregivers who reside in
northwestern Minnesota. The interviews will take place in their homes or at another
place of their choosing and will last approximately two hours. I hope that families will
indirectly benefit from the opportunity to tell their stories and help educate others about
their experiences. The study has been approved by the University of Minnesota
Institutional Review Board.
I am asking that you assist with recruitment of families by distributing the enclosed flyers.
The flyers will invite family caregivers to contact me voluntarily if they are interested in
participating. When those individuals contact me, I will explain the study and ask a few
questions to determine that they meet the criteria for inclusion in the study. Please:
o Distribute the yellow flyers to families you believe are potential participants
o Place the green flyers in community locations where they might be read by
interested family members.
If you have any questions about this study, please feel free to contact me at 218-7553869, or email rosex056@umn.edu. You may also contact Dr. Ann Garwick, my faculty
advisor at the University of Minnesota, at 612-624-1141, or email garwi001@umn.edu.
Thank you very much for your assistance.
Sincerely,
Diane Rose, PhD(c), RN
Doctoral Candidate in Nursing
University of Minnesota
*Medically fragile is defined as having a chronic health condition that has lasted at least one year
and requires complex care such as a medical device to compensate for the loss of a vital body
function and/or at least two hours of nursing care per day (provided by a professional, parent, or
other lay caregiver) to avert death or further disability.
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Appendix F
Telephone Script
Thank you for contacting me about the Rural Family Caregiving Project.
We are interested in learning how families who live in northwestern Minnesota manage
caregiving for children with complex chronic health conditions.
If you decide to participate in this study, I would ask you to complete a brief background
form about your child and your family, and to participate in an interview that would last
about two hours. We would meet in your home or, if you prefer, in another location that
is private. I would ask how you think living in a rural area influences your ability to
manage caregiving for your child, what things are helpful, what things are challenging,
and your experiences with health care providers. The interview would be tape recorded,
and all of the information you share would be considered confidential. You would not
have to answer all of the questions, and you could end the interview at any time. You
would receive $25 as compensation for your time.
How did you hear about this study?____________________________________
First, I’d like to ask you a few questions to see if you are eligible for this study.
Do you have a child under 18 years of age with a chronic health condition?_______
What condition(s) does your child have?___________________________________
___________________________________________________________________
Has this condition lasted for at least one year? ______________________________
Does your child require special care at home (by a nurse, a family member, or other
caregiver) for at least two hours per day?___________________________

Does your child require any type of medical device such as tube feedings, IV
medications, a catheter, a tracheotomy, or a monitor or assistance with
breathing?___________________________________________________________
___________________________________________________________________
Are you the primary family caregiver (responsible for at least 50% of your child’s
care)?_______________
What county do you live in?
____Becker
____Beltrami
____Clearwater
____Hubbard
____Kittson

____Lake of the Woods
____Mahnomen
____Marshall
____Normal
____Pennington
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____Polk
____Red Lake
____Roseau

Do you sometimes need to travel over 50 miles or one hour each way to some of your
child’s health services?____________________________________________________
Do you have a telephone at home? ____Yes

____No

(If not eligible to participate):
I regret that we are not able to include you in this study because:
_____You live outside the region that is the focus of the study.
_____Your child’s condition or health care needs are not within the criteria for being in
the study.
Would you like to have names and contact information for some resources for your
family? (If yes, give appropriate information from this list):
•

Minnesota Children with Special Health Needs: 1-800-728-5420 or e-mail
mcshnweb@health.state.mn.us
Web site:
www.health.state.mn.us/divs/fh/mcshn
For northwestern Minnesota: 218-755-3820

•

Arc-Minnesota: 1-800-582-5256. Web site: www.arcminnesota.com
Arc Minnesota Chapters:
Arc Headwaters (for Beltrami, Clearwater, Hubbard, Kittson, Lake of the Woods,
Mahnomen, Marshall, Pennington, Polk, Red Lake, Roseau counties): 218-7590097 or 1-800-450-7338, or e-mail arcnw@paulbunyan.net
Arc Norman County: 218-233-5949 or 1-800-411-0124, or e-mail
arccc@fargocity.com
Arc West Central (for Becker County): 218-233-5949 or 1-800-411-0124, or email
arccc@fargocity.com

•

PACER (Parent Advocacy Coalition for Educational Rights) Center: 1-800-5372237, or e-mail pacer@pacer.org. Web site: www.pacer.org.
One PACER project is the Parent-to-Parent Health Information and Advocacy
Center.

Thank you for your interest in this study.

(If eligible to participate):
I would like to invite you to participate in this study.
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Do you have any questions?
Would you like to participate? ____Yes

____No

Is there another adult in your family who also provides at least 50% of your child’s care?
If answer is “yes”: I’d like to invite them to be in the study and participate in the
interview, too. Would that be OK with you?
If answer is “yes”: When would be a good time to talk with (you) or (both of you)?
Schedule interview:
Date______________________
Time______________________
Location__________________________________

May I call you a day or two before the interview to confirm that you will still be
available?
_______Yes Phone #__________________
_______No
Thank you for your interest in this project. I look forward to meeting you.
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Appendix G
ID #
Date_________

Rural Family Caregiving Project
Background Information Form

1.

a. Child’s age?_______________(years)

b. Gender? Male/Female (circle one)

2.

List your child’s condition(s) or diagnoses:
______________________________________________________________
______________________________________________________________

3.

How old was your child when first diagnosed?_____________(years)

4.

a. What is your age?________(years)

5.

What is your relationship to your child?
Circle one: Parent / Grandparent / Aunt / Uncle / Legal Guardian

6.

Which best describes your educational background?
Check one:
____Less than 8th grade
____Some high school
____High school diploma or GED
____Vocational/technical school certificate
____College

7.

Which best describes your family’s background?
Check one:
____African American
____American Indian/Alaska Native
____Asian/ Hmong/ Cambodian
____Hispanic/Latino
____White

8.

How many family members live in your home? _____

9.

How many children in your family live at home? ____

10.

Which best describes your family’s total income (from all sources)?
Circle one:
____Less than $15,000
____$15,000 - $29,999
____$30,000 - $59,999
____$60,000 - $99,999
____>$100,000
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b. Gender? Male/Female (circle one)

11.

How far do you have to travel (one-way) to take your child
a. to an emergency room? …………………… # of miles _____
hours/minutes_______
b. to the hospital ? …………………………….. # of miles _____
hours/minutes_______
c. to their regular doctor or nurse practitioner?.. # of miles _____
hours/minutes_______
d. to see a specialist?………………………….. # of miles _____
hours/minutes_______
e. to see a therapist? (PT/OT/Speech)…….……# of miles _____
hours/minutes_______

12.

In the past year, how often have you had difficulty getting transportation for
your child’s medical appointments?
Check one:
____None of the time
____Some of the time
____Most of the time
____All of the time
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Appendix H

CONSENT FORM
Rural Family Caregiving Project
University of Minnesota
You are invited to be in a research study of how rural families manage caregiving for
their children who have complex chronic health conditions. You were selected as a
possible participant because you have a child with a chronic health condition who lives
at home and you expressed interest in being in the study. We ask that you read this form
and ask any questions you may have before agreeing to be in the study.
This study is being conducted by Diane Rose, a PhD student in the University of
Minnesota School of Nursing.

Background Information
The purpose of this study is to learn how rural family caregivers manage caring for their
children with complex chronic health conditions who live at home. We are especially
interested in how you think living in a rural area influences family caregiving.

Procedures:
If you agree to be in this study, we would ask you to do the following things:
You will be asked to complete a brief background information form and participate in an
interview that will last about two hours. The interview will include questions about how
you manage caring for your child, what things are helpful, what things are challenging,
and your experiences with health care providers. The interview will be tape recorded.
You may tell me as much or as little as you want to share, and you may stop the tape
recorder or the interview at any time. You may find that some of the interview questions
are of a sensitive nature. For example, “What are the challenges of providing care for
your child at home?” and “Think of a caregiving situation in the last year that was
particularly challenging or difficult for you. Could you describe that situation for me?”

Risks and Benefits of being in the Study
Risk: There is a risk that you may experience some distress as you recall unpleasant
experiences during or after the interview. If you find after the interview that you would
like to talk with someone about those feelings or specific needs, you can contact:
•

Minnesota Children with Special Health Needs: 1-800-728-5420 or e-mail
mcshnweb@health.state.mn.us
Web site:
www.health.state.mn.us/divs/fh/mcshn
For northwestern Minnesota: 218-755-3820

•

Arc-Minnesota: 1-800-582-5256. Web site: www.arcminnesota.com
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Arc Minnesota Chapters:
Arc Headwaters (for Beltrami, Clearwater, Hubbard, Kittson, Lake of the Woods,
Mahnomen, Marshall, Pennington, Polk, Red Lake, Roseau counties): 218-7590097 or 1-800-450-7338, or e-mail arcnw@paulbunyan.net
Arc Norman County: 218-233-5949 or 1-800-411-0124, or e-mail
arccc@fargocity.com
Arc West Central (for Becker County): 218-233-5949 or 1-800-411-0124, or email arccc@fargocity.com
•

PACER (Parent Advocacy Coalition for Educational Rights) Center: 1-800-5372237, or e-mail pacer@pacer.org. Web site: www.pacer.org.
One PACER project is the Parent-to-Parent Health Information and Advocacy
Center.

Benefits: There are no direct benefits associated with participation in this study. A
possible indirect benefit is that you may become more aware of the challenges and
resources, as well as your own strengths, in meeting your child’s health care needs.
Family members often feel they benefit from sharing their experiences. You will receive
a brief summary of the results after the project is completed.

Compensation:
You will receive $25 as compensation for your time.

Confidentiality:
The records of this study will be kept private. In any sort of report we might publish, we
will not include any information that will make it possible to identify an individual or
family. Research records will be stored securely and only the researchers will have
access to the records. Tape recordings of interviews will be stored securely until their
contents are typed, and then they will be destroyed.
As health care professionals, we are obligated by law to report to authorities any
situations involving possible maltreatment or neglect of a child and situations involving
an individual’s plan to seriously harm him/herself or another person. Confidentiality does
not apply to those situations.

Voluntary Nature of the Study:
Participation in this study is voluntary. Your decision whether or not to participate will not
affect your current or future relations with the University of Minnesota or with any of your
health care providers. If you decide to participate, you are free to not answer any
question or withdraw at any time without affecting those relationships.
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Contacts and Questions:
The researcher conducting this study is Diane Rose. You may ask any questions you
have now. If you have questions later, you are encouraged to contact Diane Rose at
218-755-3869, email rosex056@umn.edu,
or Dr. Ann Garwick, Advisor to the Principal Investigator, at 612-624-1141, email
garwi001@umn.edu.
If you have any questions or concerns regarding this study and would like to talk to
someone other than the researcher, you are encouraged to contact the Research
Subjects’ Advocate Line, D528 Mayo, 420 Delaware St. Southeast, Minneapolis,
Minnesota 55455; (612) 625-1650.
You will be given a copy of this information to keep for your records.

Statement of Consent:
I have read the above information. I have asked questions and have received answers.
I consent to participate in the study.
Signature:______________________________________ Date: _________________

Signature of Investigator:___________________________ Date: _________________
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Appendix I
Interview Guide
I am interested in learning about how rural families like yours manage caregiving for
a child with a complex chronic health condition. This information is needed to
improve services and resources for families like yours. I appreciate your willingness
to share your experiences.
Think about a typical day for your family.
 What kind of special care does your child need at home? at school?
 How do you think living in a rural area influences your ability to care for your child
at home?
 What are the resources that help you manage your child’s care at home?
Probes:
o Where do you get most of your support and help in caring for your child
when you most need it?
o

What kinds of support are most helpful?

 What are the challenges of providing care for your child at home?
Probes:
o

Are there barriers to accessing the medical care that your child needs?

o

(If yes) Tell me about those.

 Think of a caregiving situation in the last year that was particularly challenging or
difficult for you. Could you describe that situation for me?
Probe:
o What happened? What did you do? What was the outcome?
What resources could you have used?
 How would you describe your experiences with home care nurses?
 How do you think living in a rural area influences your child’s health care?
 What recommendations do you have for improving services and resources for
families like yours in rural areas?
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