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ABSTRACT
Therapeutic Camps and their Impact on the Family of Children
with Special Health Care Needs: A Mixed Method Study
by
Brandi Lindsey
Children with a chronic illness or disability can encounter many difficulties throughout their
lifetimes. Respite care through therapeutic summer day camps is a service used to relieve the
physical and mental strains placed on caregivers while also creating unique opportunities to
benefit the child. There are gaps in the literature surrounding therapeutic camps and their benefit
for the family and their ability to manage the child’s special health care need. The purpose of this
study is to determine how respite care in the form of a therapeutic summer day camp for children
with special needs impacts a family’s ability to manage their child’s special health care needs
within their family. This research study used mixed methodology combining quantitative data
collection through pre- and postsurveys and qualitative data collection through interviews that
work to answer questions relating to the effects of a therapeutic summer day camp on parents’
perspective and management of their child’s condition. The theoretical framework used to guide
the study is the Family Management Style Framework. Twenty-two parents completed The
Family Management Measure that was administered prior to and at the conclusion of an 8-week
therapeutic summer day camp program. Qualitative interviews with 11 parents helped to better
understand specific interventions and experiences of the therapeutic camp that benefitted their
child and family. Although the quantitative analysis did not yield statistically significant changes
in the family’s ability to manage their child’s condition as a result of attendance at the camp, the

qualitative interviews demonstrated robust evidence that the camp provided meaningful



experiences for the campers and parents while alleviating stress within the family. Themes that
emerged from the interviews include: (1) Family-Child themes of loss of normalcy, relationships
affected, increased stress, family adaptations, and love for the child; (2) Camp-Child themes of
meets individual needs, creates happiness, and behavior changes; and (3) Camp-Parent themes
of improved perception of the child, decreased stress, parent involvement with staff, and need for
specific environment at camp. Implications of the results are discussed, along with

recommendations for future research.
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CHAPTER 1
BACKGROUND AND SIGNIFICANCE
Background of the Research Problem

Children with a chronic illness or disability can encounter many difficulties throughout
their lifetimes. Hardships may include physical, mental, developmental, and social issues that not
only impact the child but also may increase demands and burdens experienced within the family
unit. Caring for a child with a chronic illness or disability can cause many challenges within the
family and may contribute to poor family functioning, inadequate management of the child’s
condition, negative perceptions of the child’s disability, and a lack of integration of the child’s
condition into family life resulting in caregiver burden (Aitken et al., 2009). Families of children
who have a chronic illness or disability may encounter certain issues that make family
management more difficult than other families in a typical situation.

The consequences of a chronic condition in children may include physical disabilities,
cognitive and academic deficits, school performance issues, behavioral adjustment, adaptive
functioning, and socialization (Morse, Wilson, & Penrod, 2000; Yeates, Walz, Taylor, Stancin,
& Wade, 2010). The child and family must learn to cope with daily medical tasks, doctor’s
appointments, and financial stress and overcome other psychological and medical aspects of the
child’s condition (McClellan & Cohen, 2007). For these reasons it is clear that a child’s chronic
illness or disability may have a negative impact on the child’s emotional, physical, and
developmental health that can last a lifetime.

These difficulties faced by families of children with chronic disabilities need to be
understood so health care professionals can assist these families in achieving optimal functioning

and incorporate strategies into their daily life that increase their ability to manage their child’s



condition. Because these obstacles can affect the everyday life of the child and family, it is
important that support services are identified and understood to meet the needs of these children
and their families. Respite care is used to relieve the physical and mental strains placed on
caregivers while also creating unique opportunities to benefit the child. Cowen and Reed (2002)
showed a statistically significant decrease in parental stress with a p value of 0.03 after families
received respite care. This reduction in parental stress resulted in a decreased risk for further
development of dysfunctional parental behavior. Parenting distress was also decreased after the
participation in respite care for their child with a p value of < 0.05 in a study by Mullins, Aniol,
Boyd, Page, and Chaney (2002). Meltzer and Johnson (2007) reported a reduction in stress levels
that improved psychological functioning of mothers, and Sherman (1995) reported a reduction in
somatic complaints by primary caregivers after their child’s attendance at respite care.

The literature demonstrates evidence that respite care is considered a valuable support
intervention to assist families with the daily struggles of caring for a child with special health
care needs. Therapeutic camps have been identified as a way to meet the needs of the child and
the family (Meltzer & Johnson, 2007; Michalski, Mishna, Worthington & Cummings, 2003;
Shelton & Witt, 2011; Swallow, Forrester, & Macfadyen, 2011). Research must be aimed at
discerning what aspects of the camp are beneficial to the family’s ability to function and manage
their child’s special health care needs. As this concept is further analyzed, explored, and
researched, nurses and other health care providers can seek ways to use respite care and
therapeutic camps to improve the wellbeing of the child, caregiver, and overall family

functioning.
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Statement of the Problem

The problem to be addressed in this study is the lack of evidence surrounding the benefits
of therapeutic camps as respite care on the family and their ability to manage their child’s special
health care need. Therapeutic camps have been shown to provide valuable experiences for the
child while also meeting the needs of the caregivers (Greenberg, 2011; Meltzer & Johnson, 2004;
Michalski et al., 2003; Shelton & Witt, 2011; Swallow et al., 2011; Woods, Mayes, Bartley,
Fedele, & Ryan, 2013). There is research that supports these outcomes, but there is little
evidence that shows how therapeutic camps assist the family in managing their child’s special
health care needs. There is scant research that identifies the specific components of therapeutic
camps as respite care that are meaningful to the families’ view of the child and their ability to
manage the condition. Most of the current studies examine how respite care and/or therapeutic
camps affect the child or parent, but they do not examine how these camps impact the family’s
ability to function within the context of managing the child’s condition (Greenberg, 2011;
Meltzer & Johnson, 2004; Michalski et al., 2003 Shelton & Witt, 2011; Swallow et al., 2011,
Woods et al., 2013). A deeper understanding of specific experiences and interventions that occur
at therapeutic camps that impact the family unit must be explored through research. Woods et al.
(2003) determined that therapeutic camps can provide hope to youth with chronic illnesses, but
the specific components of the camp that increased hope were not identified. There are gaps in
the literature surrounding therapeutic camps as respite care and its benefit on the family and their
ability to manage the child’s special health care needs. Specific interventions of therapeutic
camps must be identified to create experiences for families and children that are beneficial to

their well-being.
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The purpose of this study was to explore how respite care in the form of a therapeutic
summer day camp for children with special needs influences a family’s ability to manage their
child’s special health care need within their family. The researcher sought to understand the
implications of attendance at a summer therapeutic camp on the parent’s perspective of the
child’s daily life, condition management ability, condition management effort, family life
difficulty, view of condition impact, and parental mutuality. These components are all in
accordance with the theoretical framework used to guide the study, the Family Management
Style Framework (Knafl & Deatrick, 2003) and the instrument used in the study, the Family
Management Measure (FaMM) by Knafl et al. (2011) (see Appendix K). Specific interventions
and/or experiences at the camp that benefitted the family and improved their management styles
were explored through interviewing the parents. The information gathered from the interviews
supplemented data obtained through the administration of the FaMM. The researcher also made
visits to the camp to gather field notes regarding specific interventions and experiences discussed
by the parents in the interviews. The qualitative portion of the data included analysis of the field
notes. This added to the understanding of specific interventions and experiences at camp that
may assist the parents’ ability to manage their child’s condition and increase family functioning.

Research Approach

A sequential, exploratory mixed methods approach was used to obtain data that explores
the effect of a therapeutic summer camp on the family’s ability to manage their child’s condition.
Statistical data were combined with data collected by qualitative interviews to give a more
complete understanding of the research purpose. This was a multistrand design because more
than one phase was employed to collect data throughout the research process (Teddlie &

Tashakkori, 2009). Mixed method research allows the combining of qualitative and quantitative
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data to provide a more accurate overall picture of the data (Johnson & Onwuegbuzie, 2004;
Teddlie & Tashakkori, 2009). Sequential designs are used when the quantitative and qualitative
strands occur in chronological order and the conclusions from the first strand lead to the
formulation of the design components for the next strand (Teddlie & Tashakkori, 2009). Mixed
method research is considered, “research in which the investigator collects and analyzes data,
integrates the findings, and draws inferences using both qualitative and quantitative approaches
or methods in a single study or program of inquiry” (Tashakkori & Creswell, 2007, p. 4). This
method is used as an alternative to the qualitative and quantitative traditions because it uses
whatever methodological approach that answers the research questions in the most complete way
(Johnson & Onwuegbuzie, 2004). Mixed method research emerged as a way to explain
discrepancies that occurred in a research study by Trend (1979) at one site between the
quantitative and qualitative components (Teddlie & Tashakkori, 2009). The mixed method
approach was used to explain these discrepancies and provided the opportunity for divergent
views to be heard. This combination of methods also served as a catalyst for a more complete
and balanced evaluation of the data (Trend, as cited in Teddlie & Tashakkori, 2009). Mixed
method research is the only research approach that can simultaneously be used to answer a range
of research questions that are rooted in both quantitative and qualitative approaches (Johnson &
Onwuegbuzie, 2004). Mixed method research provides stronger inferences from the data through
the combination of the qualitative and quantitative data (Onwuegbuzie & Leech, 2004).
Research Questions

A combination of confirmatory and exploratory questions can be used with both the

quantitative and qualitative approaches in mixed method research to give a greater breadth and

depth to the research questions (Teddlie & Tashakkori, 2009) and enhance the strength of the
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study (Creswell & Plano Clark, 2007). The first seven research questions in this study are
quantifiable and confirmatory, and the last two research questions are exploratory in nature. A
variety of data sources including a questionnaire, field notes, and interviews were used to answer
these questions, which is in accordance with mixed method research (Teddlie & Tashakkori,
2009). The research questions for this study are:

1. In families that have a child with a special health care need, what are the effects of respite
care through a therapeutic summer day camp program on parental perceptions in regard to
the child’s condition?

2. In families that have a child with a special health care need, what are the effects of respite
care through a therapeutic summer day camp program on parental perceptions in regard to
condition management ability?

3. In families that have a child with a special health care need, what are the effects of respite
care through a therapeutic summer day camp program on parental perceptions in regard to
the child’s condition management effort?

4. In families that have a child with a special health care need, what are the effects of respite
care through a therapeutic summer day camp program on parental perceptions in regard to
family life difficulty?

5. In families that have a child with a special health care need, what are the effects of respite
care through a therapeutic summer day camp program on parental perceptions in regard to
the view of the condition’s impact?

6. In families that have a child with a special health care need, what are the effects of respite
care through a therapeutic summer day camp program on parental perceptions in regard to

parental mutuality?
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7. Are there differences in the family’s ability to manage their child’s condition (according to
the FaMM) prior to and at the conclusion of the child’s attendance at an 8-week
therapeutic summer day camp?

8. What are the perceptions of parents of children with special health care needs of the
interventions and experiences at a therapeutic summer day camp program?

9. What interventions or experiences (if any) impacted the parents’ perceptions regarding the
management of their child’s condition?

The specific aims of the reseracher are:
1. To understand and evaluate the outcomes that respite care through a therapeutic summer
day camp program has on family management styles of families of a child with a special
health care need
2. To understand and examine any specific interventions or experiences at camp that assisted
parents in improving their perspective of the child’s condition on their family life and ability
to function as a family
3. To use the findings to develop specific interventions or create experiences at therapeutic
camps that camp organizers can use to promote positive family outcomes and improve family
management styles
Importance of the Study
This study regarding the impact of therapeutic camps on the families of children with
special health care needs was valuable for several reasons. First, understanding how a family’s
view of their child’s condition, its impact on their family life, and their ability to manage their
child’s condition is imperative to create better health outcomes for these families and children

with special health care needs. If attendance at a therapeutic camp impacts these components,
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families can improve their functioning as a unit. The findings from this study will potentially
benefit therapeutic camps in several ways. Quantifiable data that demonstrate an improvement in
family management styles may assist camps with funding for their programs in order to provide
care to families that may not have the financial resources to allow their child to participate in a
therapeutic camp. Specific guidelines and interventions for what works best to assist families
may also be determined from the results of the study. These may be incorporated into camps and

other respite care services to benefit the families of children with special health care needs.
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CHAPTER 2
LITERATURE REVIEW
Childhood Disability and Chronic IlIness

A child’s chronic disability or special need may negatively impact the child’s emotional,
physical, and developmental health. The consequences of a chronic condition in children may
include physical disabilities, cognitive and academic deficits, school performance issues,
behavioral adjustment, adaptive functioning, and socialization (Yeates et al., 2010). These
changes and disabilities can adversely influence the child’s family functioning by increasing
family caregiver burden (Aitken et al., 2009). The family burden encountered after a child’s
diagnosis of a chronic disability can be related to the stress associated with the management of
the child’s conditions, perceptions of those close to the child, and the disruption to the normal
family processes (Wade, Taylor, Drotar, Stancin, & Yeates, 1998). Raina et al. (2005) also wrote
that demands placed on the caregiver of a child with special needs contribute directly to both the
psychological and the physical health of the caregivers. The family’s ability to function affected
health directly and influenced the concepts of self-perception, social support, and stress
management.

It is important to clarify the definition of children in this population to better understand
the health care needs of these children. According to the Federal Maternal and Child Health
Bureau (2006) a broad and inclusive definition that classifies children with a chronic illness or
disability as a child with special health care needs has been developed. This definition is
intended to encompass the characteristics held in common by children with a wide range of
diagnoses. The definition states that children with special health care needs are, *“ those who have

or are at an increased risk for a chronic physical, developmental, behavioral, or emotional
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condition and who also require health and related services of a type or amount beyond that
required by children generally” (McPherson et al., 1998, p. 138). This definition is useful in
understanding the wide range of disabilities or illnesses that impact a child’s well-being. This is
the definition that was used for this study to identify children with special health care needs.

The child with special health care needs struggles with physical and psychological
impairment and is also at a disadvantage within the health care system. According to the Child
and Adolescent Health Measurement Initiative (2012) the needs and difficulties of these children
within the health care system are magnified. It is estimated that 14.6 million children or 19.8% of
children nationally have special health care needs with 65% of these children needing complex
services that go beyond a primary health care need for prescription medications to manage their
condition. The Child and Adolescent Health Measurement Initiative (2012) reports that 24.5%
of families of children with special needs indicated they had difficulty getting referrals for the
services they need with 43.6% not receiving the effective coordination of care when needed.
Inadequate health insurance was reported by 29.2% of families resulting in a decrease in access
to services. These data reinforce the idea that children with special health care needs face many
physical, psychological, and medical difficulties.

Although these children and their families face many obstacles, recent advances in
medical technology have resulted in significant improvements in the health care of this
population, enhancing survival and health related quality of life (\Varnie, Limbers, & Burwinkle,
2007). The transference of the burden of care from the hospital and /or residential setting to the
home setting has occurred through a shift towards better development of in home care and other
community-based services (Hockenberry & Wilson, 2011). This change led to the parent

becoming the primary care giver and taking on many more medical and nursing responsibilities
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for their child, which significantly impacted their parenting role and the ability of the family to
function as a unit.
Impact of the Child’s Special Health Care Needs on the Caregiver

Because the child with special health care needs faces so many challenges, the demands
of caring for this child can be daunting. The practical day-to-day needs of the child create
challenges for parents, and these demands placed on the caregiver contribute directly to both the
psychological and physical health of the caregivers (Kuster & Merkle, 2004; Raina et al., 2005).
These demands can consequently increase caregiver burden (Aitken et al., 2009; Meltzer &
Johnson, 2007), result in a great strain on the family causing physical and emotional stress
(Thomas & Price, 2011; Yantzi, Rosenberg, & NcKeever, 2007), increase somatic complaints
(Sherman, 1995), and possibly lead to depressive symptoms (Baker et al., 2003; Sullivan-Bolyai,
Sadler, Knafl, Gilliss, & Ahmann, 2003). Parents experience caregiver burden from the physical
and mental stress associated with caring for their child, and they may also feel social isolation
(Johnson, O’Reilly, & Vostanis, 2006; Yantzi et al., 2007), a sense of imprisonment and
disconnection from others (Eaton, 2008), and a limitation of current lifestyle (Johnson et al.,
2006).

Family caregivers are often overwhelmed with the stress of caring for their child’s needs,
and they express frustrations with the uncertainties of their child’s care (Eaton, 2008;
MacDonald & Callery, 2003). The distress faced by the caregiver is magnified as they seek to
manage medical tasks, responsibilities, access to educational and medical services, emotional
grieving, and stigmatizing reactions from the community and other family members
(Hockenberry & Wilson, 2011). The primary caregiver is usually the parent, so the child’s care

responsibilities are often accompanied by other tasks such as working, caring for other children
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in the home, and completing household duties that may increase the burden of care giving.
Fathers may be considered primary caregivers, but mothers of children with disabilities have
received the most attention in the literature (Meltzer & Johnson, 2007). Negative behaviors
exhibited by the child with special health care needs can lead to the mother’s feelings of self-
blame and conflict (Johnson et al., 2006). Parents who serve as primary caregivers may suffer
higher levels of distress and need greater support throughout the life of their child (Baker,
Blacher, Crnic, & Edelbrock, 2002). The stress experienced in caring for a child with special
health care needs can affect the family’s ability to function and achieve normalization (Knafl,
Darney, Gallo, & Angst, 2010).
Impact of the Child’s Special Health Care Needs on the Family

Caring for a child with special health care needs can have an overwhelming impact on all
aspects of family life (Thomas & Price, 2011). The family burden that is encountered after a
child’s diagnosis of a chronic disability can be related to the stress associated with the
management of the child’s condition, perceptions of those close to the child, and the disruption
to the normal family processes (Wade et al., 1998). Evidence has demonstrated that families with
a child with a chronic illness or disability are at a greater risk for problems with family cohesion,
parent-child interactions, problem solving skills, family conflict (McClellan & Cohen, 2007),
and lower family functioning (Baker et al., 2003).

Caring for a child with special health care needs may negatively affect parents and others
in the family. The impact on siblings of children with special health care needs has not been
widely researched, but there is some evidence that they face difficulties as they watch their

brother’s or sister’s health deteriorate (Thomas & Price, 2011). Parents express concern that
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caring for the child with special health care needs takes time away from interacting with the
other children in the home, which can adversely affect their wellbeing (Sherman, 1995).

Based on the these findings, it is important that health care providers assist families to
overcome the challenges they face as they care for their child with special health care needs in
order to create a functioning, viable family unit. The current trend to keep children at home for
much of their care has led to an increased need to support families through various programs that
help prevent family dysfunction and burnout (Sherman, 1995). For families of children with
special health care needs to function normally, they must be able to integrate their child’s
condition into daily family life, see their child’s life and their family life as normal, and manage
their stress through social support (Knafl et al., 2010). There are many services that seek to
provide interventions for these families and children. Respite care is an intervention that can
provide valuable support for families and children with special health care needs.

Respite Care

Respite care is identified as a way to alleviate the family’s burden of caring for a child
with a disability or chronic illness (Cowen & Reed, 2002; Eaton, 2008; Ling, 2012; Shelton &
Witt, 2011; Wilkie & Barr, 2008). Respite care has also been identified as a very positive
experience for both the child and the family (Thomas & Price, 2011). Respite care can provide
relief from the emotional and physical strains that are prevalent while providing care, and respite
care can provide opportunities for the child to gain new experiences and interact socially.
Occasionally, this service includes additional child-focused support that allows the family to
engage in activities with the child that would not have been possible otherwise (Robertson et al.,

2011). Respite care can occur inside the home, a residential facility, hospice setting, community
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setting, therapeutic day camp, or summer camp program. Respite care is extremely diverse and
varies in location, duration, and the person or organization that provides the service.

There is substantial evidence that respite care is beneficial to the child and family.
Respite is often the most frequently requested support service by families. This assistance is
considered a preventative strategy that strengthens families, allows individuals to remain in their
home, and protects family health and wellbeing. Respite care can reduce the risk of abuse or
neglect and keep all family members stable and safe (ARCH, 2006). This type of support is a
necessity to maintain the family unit (MacDonald & Callery, 2003). Families may seek respite
care when feelings of helplessness and anxiety regarding their child’s behavior become
overwhelming (Wilkie & Barr, 2008). Hoare, Harris, Jackson, and Kerley (1998) suggest that
respite care services should be provided early to prevent physical and emotional burnout. In a
qualitative study by Eaton (2008), all families that participated in some form of respite care felt
that they were close to “cracking up” before respite care began. The literature has shown that
respite care allows families to keep caring for their child in the home (Eaton, 2008), provides a
break from the tasks of everyday life (Ling, 2012), allows the family to function normally while
also caring for other children within the home (MacDonald & Callery, 2003), and reduces
caregiver stress (Cowen & Reed, 2002; Meltzer & Johnson, 2007; Robertson et al., 2011).
Respite care can provide a valuable support system for the family that is caring for the child with
special health care needs.

Not only does respite care have an effect on the family, but it can also influence the child.
Respite care can maintain positive family functioning, offer normal opportunities for children to
encourage independence, increase social experiences, and allow the child to become more

involved in the community (Swallow et al., 2011; Wilkie & Barr, 2008). This review outlined
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and explored the research documenting the effects of respite care on the caregiver, family, and
child.
Definitions

There is a wide variety of definitions of respite care present in the current literature.
Defining respite care can be difficult because there is such a broad range of services that may
create a lack of consistency among terms. MacDonald and Callery (2003) wrote that respite care
can have different meanings for different people. The ambiguity in the definitions involves
variations in the location of respite, who is providing respite, the services being offered, and the
purpose of the respite care. According to the ARCH National Respite Network (2011) respite
care is defined as, “planned or emergency care provided to a child or adult with special needs in
order to provide temporary relief to family caregivers who are caring for that child or adult”
(para 1). Respite care should provide a break to parents and benefit the child by offering the
opportunity for social interaction development of other life skills (Ling, 2012). This benefit is
apparent through evidence-based research, but it is still lacking in the majority of the literature.
Wilkie and Barr (2008) found that parents felt respite care provided their child with the
opportunity to interact with peers, increase social skills, and have more social and physical
interaction through leisure activities. Although Swallow et al. (2011) did not present a clear
definition of respite care, they did conclude that the purposes of respite care should be geared
towards the needs of the child as well as the family. Robertson et al. (2011) define short breaks
or respite care as being designed for families to have a break from the responsibilities incurred
from parenting a disabled child and also give the child opportunities for new experiences with
other people. The weight of the current evidence pertaining to respite care services supports the

idea that care should be focused on meeting the needs of the child along with providing relief to
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the caregiver (Shelton & Witt, 2011; Swallow et al., 2011; Wilkie & Barr, 2008). Therapeutic
camps can provide this specialized respite care that alleviates the burden of care for the caregiver
while also meeting the needs of the child.
Location of Respite Care

Although a wide array of respite care services have been studied, the evidence
surrounding the best location and type of respite care is inconsistent. MacDonald and Callery
(2007) concluded that the needs of families and children with disabilities are dynamic and evolve
over time, which may result in various types of respite care needed throughout the child’s
lifetime. Respite services can include inpatient care for a few days or up to 30 days or more at a
residential facility (Mullins et al., 2002). Respite can be given in the home, residential setting, or
hospice setting. The time frame for respite care can range from several hours per week to 24-
hour nursing care for a specified number of days (Eaton, 2008). Respite care can also be
classified as overnight care at a therapeutic camp for a period of several days (Meltzer, 2002;
Meltzer & Johnson, 2007; Shelton & Witt, 2011). The literature demonstrates that there is a wide
range of locations for respite care, but the literature is lacking in evidence regarding which
location provides the best outcomes for the child and family. Certain studies demonstrate that
parents and children preferred overnight care that occurred outside the home, but in home care
also has benefits to consider and may be preferred by some families (Hartrey & Wells, 2003;
Sherman, 1995). In home care may provide a more consistent environment and release the
burden of transporting the child and the medical equipment (Ling, 2012). There is some evidence
supporting the benefits of in home care, but the literature reveals a greater amount of evidence

that out-of-home respite care is advantageous.
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It is clear from the literature that families need a variety of respite offerings due to
difficult family scheduling and the need for planned breaks from caregiver responsibilities
(Eaton, 2008; Thomas & Price, 2011; Wilkie & Barr, 2008), but there are inconsistencies in the
methods that evaluate the best location for respite care. Evidence-based research will provide a
greater understanding of the type of respite that imparts the greatest impact on the caregiver,
family, and child with special health care needs. In particular, therapeutic camps must be
evaluated so that providers can better understand the needs of this population and assist with
enhancing health outcomes and promoting normalization of the family.

Therapeutic Camps as Respite Care

Therapeutic camps are created to give children with special health care needs
opportunities to participate in activities that other typical children may experience in the camp
setting. Activities focus on children’s abilities instead of their disabilities. Camps provide
children with social interaction and time to experience fun activities that they might not have
been able to experience otherwise. Camps can range from overnight weekly camps to day camps
in the summer. Counselors are specially trained to meet each child’s individual needs.
Therapeutic camp programs for children with special needs are unique because they are designed
to create goals and experiences for the children with disabilities in order to help them achieve
their maximum potential. Therapeutic camps often focus on increasing self-management skills,
enhancing emotional adjustment, enhancing self-esteem, and engaging in one-on-one and group
social activities (Hunter, Rosnov, Koontz, & Roberts, 2006; Michalksi et al., 2003). Morse et al.
(2000) conducted a study of medically fragile children who attended a summer camp program.
They concluded that as the children with disabilities became more accustomed to the outside

world, they developed attributes that helped them “fit in” with the outside world. They worked to
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develop their own capabilities, and they stretched the limits of their disability by maximizing
these capabilities. This helped change the perceptions of others in regards to their disability and
assisted family members to adapt to the child’s ever-changing disability. From this research, it is
clear that therapeutic camps are considered an effective avenue of respite care that benefits the
child and the family.

Impact of Respite Care
Impact of Respite Care on Caregiver Well Being

The impact of respite care to the caregiver’s wellbeing is the most commonly studied
concept in the literature. Although there are a small number of studies that have been designed to
measure the impact on the caregiver, the evidence within these studies demonstrates there are
benefits from respite services for the caregiver (Cowen & Reed, 2002; Eaton, 2008; MacDonald
& Callery, 2003; Meltzer & Johnson, 2007; Mullins et al., 2002; Shelton & Witt, 2011; Sherman,
1995; Swallow et al., 2011; Wilkie & Barr, 2008). After families had received respite care, there
was a decrease in parental stress (Cowen & Reed, 2002; Mullins et al., 2002). Reported
reduction in stress levels, improved psychological functioning of mothers (Meltzer & Johnson,
2007), and reduction in somatic complaints by primary caregivers (Sherman, 1995) were also
apparent.

Quantitative studies using a pre- and postdesign found that mothers’ stress levels were
reduced at 1 week and at 1 month after their child attended a therapeutic respite camp (Meltzer &
Johnson, 2007). A reduction in somatic complaints by parents 6 months after receiving in home
respite care was documented in the study by Sherman (1995). Although Mullins et al. (2002)

found an improvement in stress levels amongst parents immediately following respite
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interventions of short-term (3-7 days) and long-term care lasting 30 days at an inpatient facility,
the parenting stress level scores had returned to baseline levels 6 months after the intervention.

There is a significant amount of qualitative literature providing a rich description of the
lived experiences and valuable perspectives of the caregivers concerning respite care. These
benefits include emotional and physical relief (MacDonald & Callery, 2003; Shelton & Witt,
2011; Swallow et al., 2011; Wilkie & Barr, 2008), increased time to participate in leisure and
social activities (Eaton, 2008; Wilkie & Barr, 2008), the ability to complete household tasks
(Shelton & Witt, 2011), and an improved sense of confidence in caring for their child (Wilkie &
Barr, 2008).
Therapeutic Camps

Based on the current literature, therapeutic camps are designed to help children with
special health care needs achieve similar experiences that other children receive through summer
camps (Meltzer & Johnson, 2007; Michalski et al., 2003; Shelton & Witt, 2011; Swallow et al.,
2011). The camp staff provides a range of therapeutic and recreational activities in a safe
environment that are used to enhance social skills, self-confidence, and self-esteem of the
campers (Michalski et al., 2003). Based on the studies of therapeutic camps for children, the
camp experience was enjoyable for the parent and the child (Shelton & Witt, 2011) and provided
relief from their caregiving demands and psychological distress (Meltzer & Johnson, 2007).
Swallow et al. (2011) found that when teenagers with life limiting conditions participating in an
overnight respite care program enjoyed the activities at the respite service, the parents had
greater peace of mind that enhanced their psychological wellbeing and perceptions of respite

care.
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Shelton and Witt (2011) and Swallow et al. (2011) demonstrate a clear picture of the
benefits to the caregiver during the child’s participation in a therapeutic camp. This is
documented by specific examples given by the research participants that resulted in specific
themes obtained through precise coding methods leading to data saturation.This type of respite
care provided the caregivers with needed breaks and peace of mind. Specific qualities of the
camps that contributed to the benefits of respite also emerged in the data, which increases the
robustness of the findings. The quality of these studies is measured in their methodological
description. Thorough documentation of the interview and coding process, careful explanation of
apparent themes, explicit summary of interview questions, and discussion of possible biases
enhanced the rigor of these studies (Shelton & Witt, 2008; Swallow et al., 2011) through
documented credibility, demonstrated dependability, and triangulation through the use of various
data collection methods (Thomas & Magilvy, 2011). There is no current research in the
literature that implements mixed methodology using quantitative data that are augmented with
qualitative data to better understand how therapeutic camps affect the child and family.

Impact of Respite Care on Family Unit and Family Functioning

There is scarce literature that evaluates the impact of respite care on the family unit and
family functioning. Studies that measured this concept concluded that respite care provided the
parents with more time to spend together as a couple and with other children in the home
(Shelton & Witt, 2011; Swallow et al., 2011; Wilkie & Barr, 2008). Respite care also gave them
time to be a normal family (MacDonald & Callery, 2003). Thomas and Price (2011) and Eaton
(2008) discuss how respite care improved the quality of life of the family, but there was a lack of
discussion regarding the reasons for the improvements. Quantifiable measures that were used to

obtain these data were not discussed, which diminished the credibility of the findings.
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Therapeutic Camps

Therapeutic camps affected family functioning because they provided the family with
more time to spend together (Shelton & Witt, 2011; Swallow et al., 2011; Wilkie & Barr, 2008)
and increased time spent with friends (Shelton & Witt, 2011). These outcomes describe benefits
that the family may have experienced as a result of respite care, but they do not specifically
measure family functioning. Shelton and Witt (2011) found evidence that respite care through a
therapeutic camp improved family functioning, but the specific components of family
functioning were not identified.

Further research using qualitative and quantitative methods needs to be conducted to
examine short-term and long-term effects of respite care on the family’s ability to function as a
unit. Comprehensive measurement tools with established validity and reliability need to be used
to evaluate benefits of respite care for the family as a unit and the individual perceptions of
others within the family. Among both qualitative and quantitative studies, there is a lack of
evidence surrounding the perceptions of the father and the siblings in regards to the impact of
respite care on the family. The involvement of fathers and siblings has been addressed minimally
in the literature that does not fully explore the impact of respite care, specifically therapeutic
camps on the family unit and family functioning.

Instrumentation

The evidence-based studies that were included in this review implemented a small
number of measurement tools to better understand the impact of respite care on the caregiver and
the child with special health care needs. There are some limitations with these tools. None of
these instruments involve the full range of complexities seen in assessing the impacts of respite

care, including the impact on family functioning. There is an inconsistent use of instruments
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pertaining to caregiver stress, and many of the instruments do not account for the intricate
psychological components that are directly related to caring for the child with special health care
needs.

Reliability and validity of all of the instruments are not discussed, and some studies have
limitations in their documentation of reliability and validity. There were a few studies that
mentioned the use of Cronbach’s alpha for reliability of questionnaires; however, the number fell
below 0.70. This may indicate a small number of questions or poor interrelatedness between
items requiring further evaluation thereby diminishing the reliability of the questionnaire
(Tavakol & Dennick, 2011). In addition, some of the measurement tools used to assess impact on
caregiver wellbeing only evaluated global stress levels and general psychological distress levels
that may also be present in the general population. These tools neglect the importance of stress
that is indirectly or directly related to caring for a child with special health care needs (Meltzer,
2002). Mullins et al. (2002) concluded that the use of unstandardized parent-report measures
that lack established reliability and validity to understand the impact of respite services creates
methodological errors (Meltzer & Johnson, 2007; Radcliffe & Turk, 2007). Although self-report
questionnaires may be seen as reliable, the specific self-report questionnaires in these studies had
no documentation of reliability. None of the measurement tools examined various aspects of
mothers as compared to fathers, and variations in parent mutuality and its effect on the impact of
respite care within the family were also excluded.

The effectiveness of respite services through high quality research with measurable data
is crucial due to the high financial cost of services and need for services by many families. There
is a need to incorporate methodology that employs tools that assess physical and psychological

stress specifically related to caregiver demands, family functioning, parent mutuality, and
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caregiver burden. The Family Management Measure (FaMM) by Knafl et al. (2011) was used for
this study. This instrument addresses issues that are pertinent to families of children with special
health care needs and their ability to manage their child’s condition.

Only three quantitative studies examined pre- and postdata around the intervention of
respite care (Meltzer & Johnson, 2007; Mullins et al., 2002; Sherman, 1995). These studies did
find statistically significant results including: a decrease in mothers’ stress and psychological
distress (Meltzer & Johnson, 2007), reduction in somatic complaints by caregivers, a decrease in
number of hospitalization days required by the child (Sherman, 1995), a reduction in
psychological distress for the caregiver, and improved functional ability of the child (Mullins et
al., 2002). Although these longitudinal studies increase the knowledge surrounding respite care
services, none of these studies used the same measurement tools or employed the use of control
groups, and there was variation in all three studies regarding the type of respite care that was
being researched. The lack of consistency among these longitudinal designs creates a gap in the
current literature. More quasi-experimental designs need to be undertaken that use standard
measurement tools to better understand the long-term impact of respite care on children and
families. For this study the FaMM was administered prior to therapeutic camp attendance and
immediately following the camp experience to better determine the effects of a therapeutic camp
on the family’s ability to function.
Theoretical Models and Frameworks

The review of literature yielded a significant lack of theoretical models or conceptual
frameworks to guide the studies surrounding respite care. From the studies that were included in
this paper, there were only two research studies that used theoretical models to enhance the

research process and findings (Meltzer, 2002; Cowen & Reed, 2002). In a dissertation by
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Meltzer (2002) regarding mothers of children with chronic illnesses and their experience with
summer camp respite care, Pearlins’s model of caregiver burden (Pearlin, as cited in Meltzer,
2002) was used to describe the stressors involved with caring for a child with special health care
needs. Meltzer (2002) further classified the stresses involved in care giving as objective and
subjective stress in accordance with the model by Pearlin. Objective stress involved stress
associated with medical tasks, doctor’s visits, etc; whereas, subjective stress involved the
mother’s perceptions of the stress in relation to each of the objective stressors. This model does
incorporate specific stresses that are encountered during the experience of caring for a child with
a chronic disability or illness, and it also accounts for mediators that might affect stresses and
outcomes. The use of this model was implemented throughout the study, and modifications were
suggested at the conclusion of the dissertation based on the evidence demonstrating a complete
underpinning of the model throughout the research. This model is specific to the stresses
associated with caregiver burden, but there are still some inadequacies with this model in regards
to the impact of respite care. This model does not incorporate concepts related to family
functioning, family management, or outcomes of the objective and subjective stress experienced
by the mother on the child.

The conceptual framework, The Ecological Model of Child Maltreatment Prevention by
Garbarino (1977), was used in the study by Cowen and Reed (2002) regarding the effects of
respite care for children with developmental disabilities. This model was chosen because it
provides a framework for understanding relationships between stress, social support systems, and
child maltreatment (Cowen & Reed, 2002). Respite care programs are considered a part of child
maltreatment prevention programs within the model proposed by the authors. The framework

was outlined at the beginning of the study, but it was not implemented throughout the findings
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and conclusion, which contributes to the lack of consistency within the organizing framework of
the study. This model does discuss prevention of child maltreatment, which was a component of
the data related to the outcomes of respite care in the study, but this model did not address the
other issues that were presented in the study such as parenting stress, coping, and family
functioning. The Ecological Model of Child Maltreatment Prevention by Garbarino (1977) did
not discuss cultural influences that were pertinent to the study. These gaps demonstrate that the
framework was not used to guide the entire study, which does not enhance the findings based on
the theoretical model.

The lack of integration of theoretical models in the current literature has created poor use
of theories to guide evidence-based practice. When the theoretical model or framework is used to
undergird the research questions, methods, instrumentation, and conclusions, conceptual and
empirical efforts can be combined to further the advancement of evidence based practice. A
theoretical model that encompasses all of the complex concepts surrounding the impact of respite
care may not be available, but there are certain principles that must be included within the model.
There is a definite need to integrate theoretical models that include how stress in the caregiver is
directly related to caregiver responsibilities of the child with special health care needs along with
perspectives of siblings and the concept of parent mutuality. A model must be chosen to
understand the entire family’s response to childhood illness or disability to assess family
functioning. This may include how the family defines the child’s illness, medical management,
and the impact of the child’s needs on family functioning within the context of daily family life.
A model clearly defining various components and classifications of family functioning may

provide a greater depth of knowledge surrounding the influence that respite care has on the
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family unit. For this study the Family Management Style Framework (Knafl & Deatrick, 2003)
was used to undergird the research process.
Family Management Style Framework

The theoretical framework that was selected and used for this research is the Family
Management Style Framework (Knafl & Deatrick, 2003). This framework was chosen because it
describes how families manage their child’s chronic condition, and it seeks to explain how a
family’s perspective may change throughout the course of their child’s condition. In this study
the Family Management Style Framework (FMSF) was used to better understand the impact of a
therapeutic summer camp on the family’s ability to manage their child’s condition. It was
developed through numerous qualitative studies and integrative reviews. This framework
includes views of each family member to further understand overall family response to a health-
related condition and to enhance understanding of how families incorporate the work of
managing a child’s chronic condition within family life (Deatrick, Knafl, & Havill, 2012). This
framework is narrower in scope because it addresses the family’s response to childhood chronic
illness specifically. Other theoretical frameworks address family’s response to stressors
(Symbolic Interaction Framework, Blumer, 1969; Pearlins’s model of caregiver burden, (Pearlin,
cited in Meltzer, 2002), but they do not specifically address stressors that are related to childhood
illness or chronic conditions. These models also do not address the family’s interaction and
response to each other, which are important components for this study. The Family Management
Style Framework includes aspects of decision making and specific responses to chronic illnesses.
This framework has been used in 46 published journal articles and includes 13 in nursing
journals and 12 in other interdisciplinary sectors (Knafl et al., 2012). The major components of

the framework include definition of the situation, management behaviors, perceived
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consequences, and contextual influences. The FMS framework identifies five management styles
that include: thriving, accommodating, enduring, struggling, and floundering (Knafl, Breitmayer,
Gallo, & Zoeller, 1996). These management styles can be seen through adjustments that the
family makes while adapting to the child’s disability or chronic condition (Deatrick, Knafl, &
Walsh, 1988). Another component of the framework includes the perspective of the family
caring for the child with the chronic condition. This corresponds to the family management
styles leading to the outcomes of individual and family unit functioning. Sociocultural influences
on family management of childhood chronic conditions include social networks and response to
the child and family, health care, education, social service professionals and systems, and
resources. The framework also accounts for parental mutuality and parenting philosophy. Family
focus and future expectations of the child are also accounted for within this framework (Knafl et
al., 2012). Three attributes are included that are definition of the situation, management
behaviors, and perceived consequence (Knafl & Deatrick, 2003). This framework is built on the
concept that the family’s response is based on how they define and manage certain aspects of
their child’s health related condition. This framework is directly aligned with the Family
Management Measure, which is the quantitative instrument used in this study.
Conclusion of Respite Care Review

Gaps in the Current Literature

The current literature surrounding the impact of respite care has some significant gaps
and limitations specifically in regards to the exploration of therapeutic summer camp programs.
There is a consistency in the small amount of evidence that respite care through the use of
therapeutic camps has a positive impact on the caregiver, family unit, and the child’s wellbeing.

There must be a greater breadth and quality of literature that covers this concept within the
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specific population to expand the knowledge surrounding respite care. There is perpetual
ambiguity in regards to the definition of respite care creating contradictions in the meaning and
purpose of respite care that must be addressed through further concept analysis and theoretical
literature. Certain methodological issues that limit rigor and robustness of the findings include:
lack of research on the impact and effectiveness of various types of respite care services,
specifically therapeutic camps, lack of consistent use of documented valid and reliable
instrumentation, minimal insight into family perception and functioning, and negligible use of
longitudinal studies measuring long-term outcomes of respite care. Outcome measures of respite
care and specific standards of care have not been documented within the literature leading to
inconsistencies in the best location and most recommended types of respite care across
disciplines. This may be attributed to meager explanations of activities offered and protocols
enforced within the various types of respite care. The current evidence also yielded problems
with measuring the impact of respite care on family functioning and child outcomes. There is a
major lack of theoretical models and/or conceptual frameworks to guide current studies. This
study used quantitative and qualitative methods to answer research questions regarding the
effects of therapeutic camps on the family’s ability to manage their child’s condition. An
instrument was used (FaMM) that had documented reliability and validity, and the Family
Management Style Framework was used to guide the study. This researcher sought to explore,
provide evidence, and fill some of the existing gaps in the current literature regarding the

benefits of therapeutic camps.
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CHAPTER 3

METHODS

Introduction

An exploratory mixed methods design with a sequential approach was used to collect

data. This method was chosen to combine both quantitative and qualitative approaches to create
a design that provides the best understanding of the phenomenon being studied. The mixed
method uses both qualitative and quantitative approaches to establish types of questions, research
methods, data collection, data analysis, and inferences. Research questions can be answered,
modifications can be made, and new meanings from the previous strand can be explored through
the use of the sequential design (Newman & Benz, 1998). The qualitative and quantitative
strands of this study occurred in chronological order, so a sequential design was used. The design
implemented between-strategies data collection. This method for data collection involves
research that gathers qualitative and quantitative data with more than one data collection strategy
(Newman & Benz, 1998; Teddlie & Tashakkori, 2009). The use of various data collection
strategies in mixed method research has been identified as a form of triangulation that enhances
the findings of the research (Teddlie & Tashakkori, 2009). Johnson and Turner (as cited in
Teddlie & Tashakkori, 2009) list a fundamental principle of mixed method research as using
methods that are mixed in a way that has “complementary strengths and nonoverlapping
weaknesses” (p. 238). A quantitative instrument was used by the researcher to measure family
management styles. This tool does not specifically address the effects of a therapeutic camp on
family management styles, so interviews addressing this specific concept were added to the

research to explain and augment the findings from the quantitative instrument. Both of these
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types of data collection complement each other and minimize weaknesses to create robust
information regarding the phenomenon being studied.
Ethical Considerations

The researcher followed ethical guidelines by obtaining IRB permission from the
researcher’s educational institution. The camp director provided a letter of support that indicated
his enthusiastic approval for the research to be conducted in the summer camp (see Appendix H).
A meeting was held with the camp director to discuss the sampling plan, recruitment,
questionnaire, interviews, data collection, and analysis.

The parents were invited to participate and were made aware that there would be no
penalty for their child at camp if they chose not to participate. The researcher stressed that
participation was voluntary, and each parent was given the opportunity to sign the informed
consent document. They were given ample time to read the document and ask any questions of
the researcher. Each questionnaire was assigned a number by the researcher in order to maintain
confidentiality of the participants. The questionnaires were given to each parent and then
returned to the researcher who then placed them in a sealed envelope and kept them in a locked
cabinet. Initials were used to identify the participants to the researcher in order to maintain
organization of the number system for the questionnaires. Once the data had been entered into
SPSS version 21, the files remained in the locked cabinet in the researcher’s office. The
document that correlated the initials with the number on the questionnaire was kept in a separate

locked cabinet.

A private room was used at the camp to conduct the interviews, and parents were given
the option to decline participation in the interviews. The interviews were scheduled at a time that

was convenient for the parents in order to meet their needs. The interviews were audiorecorded
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and transcribed verbatim by the researcher. Initials were used to identify the participants and
protect anonymity. The files were kept on a password protected hard drive in order to protect
participant confidentiality. All raw data will be kept for five years after publishing in Proquest
and then they will be destroyed. There was no correspondence with the participants through

email.

In the observation phase the researcher only observed parents who had signed the
informed consent document. Children over the age of 17 were not included in the observations.
Children who may have been present in the observation had consent documents signed by their
parents. Any observations that occurred with children who were capable of understanding an
assent document would have been given the opportunity to sign the form. However, no children

met this criterion in the observation, so no assent forms were signed.

Philosophical Worldview

The worldview underlying this study is a pragmatic worldview (Cherryholmes, 1992),
which is a commonly used philosophical orientation in mixed methods research (Johnson &
Onwuegbuzie, 2004; Newman & Benz, 1998). Pragmatism focuses on what works regarding the
research questions under investigation. This worldview grounds this study. The research was
focused on what interventions from the therapeutic camp assisted the families in providing better
care for their child with special health care needs. Pragmatism supports the idea for mixed
methods research because truth is seen as what works best at the time (Creswell, 2009). A mixed
methods approach was used for this study to provide a better understanding of what works for
families of children with special health care needs to help them manage their child’s condition as
a result of the therapeutic camp. This is in congruence with the ideas of the pragmatic

worldview.
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The pragmatic worldview acknowledges that the values of the researcher may play a role
in the interpretation of the results of the study (Johnson & Onwuegbuzie, 2004). In this study the
researcher’s experience of working with children with special health care needs and their
families within a therapeutic camp setting assisted with the planning for the study. The
researcher believes deeper insight into the parents’ perspective on the effects of a therapeutic
camp and their ability to manage their child’s condition is very important. Based on the
researcher’s experiences with this population and camp setting, it is vital to understand and
consequently create interventions and experiences that benefit both the child and the family.

In a pragmatic worldview both objective and subjective viewpoints are taken into
consideration within the participant-researcher relationship. Mertens (2003) wrote that in mixed
method research, objective data in the form of a questionnaire are important to limit bias that can
be present with subjective data. For this study objective data though a questionnaire were
coupled with subjective data from interviews. It is important for the researcher to be present in
the field setting to better understand the participant’s subjective experience (Teddlie &
Tashakkori, 2009). For this study objective data were obtained through the questionnaire, and
subjective viewpoints were obtained through the interviews in which the researcher was a
coparticipant.

Theoretical Framework

The theoretical framework used to guide this study is the Family Management Style
Framework (Knafl & Deatrick, 2003). The major components of the framework include
definition of the situation, management behaviors, perceived consequences, and contextual
influences (see Figure 1). The FMS framework identifies five management styles that are

thriving, accommodating, enduring, struggling, and floundering (Knafl et al., 1996). These
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management styles can be seen through adjustments that the family makes while also adapting to
the child’s disability or chronic condition (Deatrick et al., 1988). The framework describes the
family’s reponse to health callenges and explains how families “incorporate the work of
managing a child’s chronic condition within family life” (Kanfl, Deatrick & Havill, 2012). This
framework was used to develop the FaMM, which is the measurement tool used for the
quantitative portion of this study. The framework describes how families manage their child’s
condition, the underlying purpose of this study.

Sociocultural Major Family Management Outcomes
Context Components Members Style

Definition of the

Individual
/ Functioning
|"fL“ne"°°s—> Management Behaviors———>
Management
T l Father \ Family Unit
. Functioning
Perceived

Consequences Sibling

Figure 1. The Family Mangement Style Framework Conceptual Model (Knafl, Deatrick,
& Havill, 2012)
Quantitative Instrument

The measure used for this study derived from the FMS framework was the Family
Management Measure (FaMM). The FaMM is an experiential condition specific measure that
includes six family management factors that were identified in a quantitative validation study.
These are (1) the child’s daily life, (2) the impact of the condition on family life, (3) the
difficulty of family life, (4) the effort managing the condition, (5) the ability to manage the

condition, and (6) parental mutuality (Knafl et al., 2011). The instrument has 53 items for
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partnered parents and 45 items for nonpartnered parents. Research was conducted to assess the
psychometric properties of the FaMM including factor structure, internal consistency, test-retest
reliability, and construct validity. The FaMM was initially tested with 579 parents from 417
families with a wide array of chronic conditions. (Knafl et al., 2011). There were 162 families in
the sample that had two parents participating. The parents responded to the 65-item FaMM along
with measures of family functioning (Family Assessment Device, child adaptation (Eyeberg
Child Behavior Inventory), and child functional status (Functional Status Measure Il). In order to
evaluate construct validity, hypotheses testing was used and reliability assessment was also
completed. The calculations of reliability and validity were modified to account for variations in
which both parents were in the home. Based on this analysis, internal consistency reliability for
the scales ranged from 0.72 — 0.90. Sixty-five parents were also retested within 2-4 weeks, and
this retest reliability was calculated at 0.75-0.94 (Knafl et al., 2011).

The FaMM was developed to understand family management over time and compare
family management styles at different points in the child’s life while assessing interventions that
change the problematic aspects of family management and promote other interventions that
strengthen child and family outcomes (Knafl et al., 2011). The instrument was used for this study
to measure how a therapeutic summer day camp for children with special needs affects a
family’s ability to manage their child’s condition. It was also one component used to determine if
the camp can be identified as an intervention that promotes optimal child and family outcomes.
This measurement was chosen because it was specifically developed to assist the practitioner in
understanding how families are able to manage their child’s chronic condition. The components
of the measurement are directly related to a family’s ability to normalize their child and family

situation, and it correlates with the items outlined in the Family Management Style Framework.
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This tool provided a description of each family’s management abilities prior to and at the
completion of camp. This offered the researcher insight into the outcomes that the camp had on
the family’s ability to manage their child’s illness and family life.

This measurement was chosen for its ease and convenience of administration. It is not a
lengthy questionnaire, and it can be administered and returned via email if needed to enhance
convenience to the participant and prevent attrition. It has already demonstrated reliability and
validity, which enhances the validity of the findings from the questionnaire for the study. One of
the limitations of this tool is its lack of questions specific about interventions that occur at camp
that may impact family management. In order to fill this gap, qualitative interviews were
conducted with parents. This approach helped the researcher better understand specific
interventions that occurred at camp that promoted the family’s ability to manage their child’s
special health care needs.

Research Site

The therapeutic camp in which the study was conducted is located in the southeastern
region of the United States. This camp is a Christian, summer day camp for children with special
health care needs 6-25 years of age. The camp is designed to allow children with special needs to
participate in an interactive, social, and fun environment during the summer months each year.
The counselors focus on the children's abilities rather than disabilities. Campers are encouraged
to participate in all activities, and the staff seeks to adapt each activity to the child’s need. It is
divided into two sessions that occur individually in June and in July. Campers are able to attend
one or both sessions depending on a family's need. Campers are divided into groups of about 8-
12 campers based on age groups to better meet their developmental needs. In each classroom

there is one lead counselor and two or more support counselors that gives a ratio of one
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counselor to every three campers. A nurse is on site at all times, and volunteers participate in
camper groups with more involved activities when needed.

There is an average of about 40 children at camp. They may come to one or both
sessions. The disabilities include children with autism, Down Syndrome, cerebral palsy, and
other mental and/or physical disorders. The camp is held from 8:00 am to 3:00 pm Monday
through Friday in the summer. Many of the participants have attended camp in previous years,
but there are always new campers. Activities are all geared towards children with special needs.
The campers participate in art, music, puppets, various recreation activities, and field trips. The
older campers participate in life skills training such as cooking, cleaning, and other activities that
will help prepare them to be more independent and function better in society.

The typical schedule for the day at camp is as follows:

8:00 to 8:30 = Group Welcome

8:30 to 9:00 = Bible Study

9:00 to 9:30 = Craft

9:30 to 11:30 = Field Trip

11:30 to 12:30 = Lunch

12:30 to 1:30= Organized play in the gym

1:30 to 2:30 = Activities

2:30 to 3:00 = Pack up and go home
This site was chosen for this study because it is similar to many other therapeutic camps that
occur in this region of the United States (Easter Seals, 2014; EmpowerMeDayCamp, 2014).
Children of various ages and special health care needs are present, and they are typical of the

population at these types of camps. This site was chosen because it provided an opportunity to
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learn how to help meet the needs of children with special health care needs and their families.
This camp is one of the few respite therapeutic camps in this area, and the researcher wanted to
learn more about how this camp’s activities and interventions are able to affect how families
manage their child’s condition.

Sampling Plan
Recruitment

The initial contact with families that participated in the research study occurred within
the first week of camp. Each camper and the parent or guardian arrived at camp on the first day.
Parents had already met with the director and counselors to identify special needs and establish
goals for the camper for the summer sessions. The camp nurse was available on the first day to
provide assessments and obtain medications. The researcher set up a table near the nurse and
camp director at the beginning of the camp day and at the end of the camp day to meet with the
parents and discuss the possibility of participation in the research. All of the information in
regards to the research was given to the parents of campers at this time.

The researcher had worked in the camp before (full time for 1 year and part time for 2
years) as a nurse and was familiar with the counselors, director, and many of the parents and
campers. As the parents and campers entered the camp for the day, they passed by the nurse and
director, so the researcher was able to interact with them at this time. This occurred prior to
checking the campers in for the day. There was a designated room on this hallway that was used
for privacy to fill out the questionnaire. As the parents interacted with the nurse and director, the
researcher approached them in a friendly manner that invited conversation about the well-being
of their child and family. This provided an opportunity for the researcher to explain to the

parents about the research study and discuss the consent form. The researcher was present at the
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table at the close of camp when parents were passing by to pick up their children from the camp.
Many of the families know the researcher, so trust was already established. The researcher
explained that although she has worked in the camp before, her role would be exclusively to
obtain research data throughout the summer camp experience.

At the initial contact with the participants, the researcher presented them with a flyer that
explained the importance of the research study and gave a brief description of the procedure for
obtaining data. The flyer also contained the researcher’s information and goals of the research
study along with a discussion of both the qualitative and quantitative portions of the study. If
they decided to participate, the researcher then initiated the consent procedure. At this time
consent was explained and the consent form was presented. Once parents signed the consent
form, the researcher asked if they would like to fill out the questionnaire in a private room at the
camp or if they would like to take the questionnaire home with them and return it to camp that
week. All parents chose to take the questionnaire home.

In this study convenience sampling was used. Because the number of eligible participants
was small, all eligible participants were recruited. Participants came from the same camp to limit
confounding variables that may have occurred from including other camps in the area such as
differing schedules, types of interventions, and overall environment. Specific inclusion and
exclusion criteria were implemented for this study. All participants had children enrolled in the
chosen respite summer day camp program at least 5 days a week. Inclusion and exclusion criteria
included the following characteristics: (1) parents of campers between the ages of 6 and 25 at the
time of camp participation; (2) parents were excluded if they have children with a comorbid,
possibly terminal illness such as cancer, because this may alter the parent’s perspective on the

child’s condition; (3) families of children with a special health care need must include at least
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one parent who resides in the same household as the child and speaks English; (4) chronic
conditions or disabilities may include autism, down syndrome, cerebral palsy, or any child who
has or is at risk for a chronic physical, developmental, behavioral, or emotional condition and
requires additional health services; (5) only parents of children between the ages of 6 and 17 may
participate in the interviews; (6) only children ages 6 through 17 whose parents had consented
may be observed in the camp setting during the field note collection. Only one parent from each
household was recruited for participation in the study to complete the FaMM. In accordance with
the research design, recruitment occurred at the camp setting and only one parent was present at
the camp and able to discuss participation in the study with the researcher. Because both parents
were not present at the camp to obtain consent, only the parent who brought the child to camp
was recruited for the study.

Purposive sampling was used to recruit participants for the qualitative strand of the study.
Teddlie and Yu (2007) wrote that purposive sampling is used to address specific components of
the research questions, so the researcher selects cases that are robust in information regarding the
research questions. Purposive samples can also be selected using the expert judgment of the
researcher. The researcher chose participants using theoretical sampling. According to Charmaz
(2000) theoretical sampling is used to develop categories and make them more useful during the
research process. It is used to redefine ideas and helps identify conceptual boundaries and
understand the relevance of certain categories. With this sampling the researcher is able to
examine certain aspects of the phenomenon to elaborate on current manifestations. The cases that
were chosen by the researcher lead to other logical cases (Teddlie & Tashakkori, 2009). In this
study the sample for interview was chosen based on the number of participants who completed

the pretest FaMM. All participants who met the inclusion criteria were invited to participate.
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These parents were contacted by the researcher via phone and invited to participate in qualitative
interviews.

The sampling for interview began once the first strand of data collection was completed.
When the researcher obtained consent, information was provided to the parents about the
possibility of participating in an interview regarding the impact of the therapeutic camp on their
family management and their view of their child’s condition. The interview process was
explained to the prospective participants.

Prospective participants for the interviews were contacted via phone to describe the
interview, discuss the importance of the interview to the study, and establish trustworthiness with
the participants. The researcher conveyed how interested she was in hearing their story and their
experience with the therapeutic camp and its effect on their family and child. Interviews were
conducted on site at the camp after approximately 7 weeks of participation in the camp activities.
Interviews were scheduled prior to parents picking up their children or after they were dropped
off in the morning.

Data Collection

In the first strand of data collection a demographic questionnaire was attached to the
FaMM that documented the special health care needs of the child, age of the child, length of time
since diagnosis, age of parents, race, previous participation in camp, participation in other respite
care activities, and number of people in the household (see Appendix D). One question
pertaining to whether or not the child had been diagnosed with a terminal illness was also
included in accordance with the inclusion criteria. A child’s terminal illness may affect the
parent’s perspective differently than the general perspective of caring for a child with special

health care needs. This possible variation in perspective was not accounted for in the study. The
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FaMM and the first demographic questionnaire were administered at the beginning (within 1
week) of attending the camp.

The second strand (qualitative phase) was used to provide further explanation of the
findings from the quantitative portion with the final inferences from the data based on the results
from both strands (Tashakorri & Teddlie, 2003). Qualitative data were obtained through
semistructured interviews with participants and observation of interventions occurring at camp.
The results from the quantitative phase led to the sampling and design of the qualitative portion
of the study in accordance with a sequential design. The qualitative portion occurred
approximately 7 weeks after the beginning of camp. In order to keep with the sequential mixed
methods design, the pretest FaMM (Appendix K) was used to assist in formulating some open-
ended guiding questions for the qualitative data strand. Field notes were taken while the
researcher observed therapeutic interventions or other experiences at the camp described by the
families in the interviews. Field notes were used to supplement the qualitative data.

Once the pretest results were analyzed and the interviews had occurred, the researcher
saw a need to further investigate characteristics of the family that possibly compounded parental
stress related to caring for their child with special health care needs. Demographic data
pertaining to possible sources of parental stress were added to the posttest questionnaire based on
data that emerged from the qualitative interviews and the expert advice from the dissertation
committee. The demographic questions given to the parents along with the posttest questionnaire
included items pertaining to number of hours spent caring for the child, parental education, hours

spent working, and income (see Appendix E).

The researcher implemented several techniques to control for extraneous influences

during data collection. All participants attended the same camp in the Southeast area of the
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United States. They were all enrolled in the camp for at least five days a week for both sessions
in June and July to control for variances in camp attendance that may pose a threat to validity.
The participants varied in age, gender, and disability or special need, but this is typical of the
variety of children that are present in therapeutic camps in other areas that offer services to a
diverse population of children. Attrition is also considered a threat to internal validity (Polit &
Beck, 2012). In order to prevent attrition the researcher made face-to-face contact with the
families during the last week of camp and gave them the opportunity to fill out the questionnaire.
The use of the same measurement tool for pre- and postcamp data collection strengthened the

study design.

Quantitative Strategies
The quantitative portion of this study used a quasi-experimental, within-subjects design.
This type of design is appropriate because the study included an intervention (therapeutic camp)
without randomization or a control group (Creswell, 2009; Munro, 2005; Polit & Beck, 2012).
This design was also chosen because it is economical and will produce a rapid turnaround of data
collection and results (Creswell, 2009). The FaMM (Knafl et al., 2011) was administered to the
same group of participants within 1 week at the start of camp and within 1 week prior to the
conclusion of camp. Randomization was not used because the sample consisted of all consenting
participants who have children enrolled at the chosen therapeutic camp for the summer of 2014.
Qualitative Strategies
A descriptive phenomenological approach was used for the qualitative strand of this
research. This approach was used to understand people’s everyday experiences and grasp the
essence of the phenomenon while learning what their experiences mean (Polit & Beck, 2012).

Descriptive phenomenology was developed by Husserl (1962) to describe the human experience.
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Descriptive phenomenology is used to understand the most essential meaning of a phenomenon
of interest from the perspective of those who are directly involved in it while exploring their
lived experiences, which gives meaning to their perception of what is true in his or her life.
(Giorgi, 1997). This method was chosen for this research because it is used when there is little
known about the phenomenon. The impact of a therapeutic camp on the parents’ perception of
caring for their child is not widely discussed in the literature. Phenomenology is used to analyze
descriptions given by the participants and divide them into statements with meaning without
making interpretations (Giorgi, 1997).

This approach was chosen by the researcher because she desired to learn about the
parents’ experiences of caring for the child with special health care needs and the impact that
camp had on their perception of caring for their child. Van Manen (1990) concluded that
phenomenology must focus on common everyday life experiences. In this study the guiding
open-ended questions were made to better understand the specific life experiences of the parent
as they care for their child. Descriptions were made from the data in accordance with
phenomenological methods. The researcher remained open to the meanings given by the
participants throughout the interview process. This was accomplished through the use of open-
ended questions, listening to the views of the participants, and being aware of any biases by the
researcher that may have played a role in the interviews and data analysis.

Interviews consisted of the researcher and participant being coparticipants. The
researcher asked the participants to describe their overall experiences of caring for their child
within the context of family life. Benefits of camp and specific interventions that occurred at

camp were also explored.
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Interviews occurred at the camp site at a convenient time mutually agreed upon with the
parents. Permission to use a private room at the camp setting was obtained from the camp
director. This room provided a neutral location that was consistently available to each family. In
this study only mothers consented to participate in the interviews. Because the researcher had
already met all of the parents at the initial meeting and she had worked at the camp before, trust
between the researcher and the participants was established. Once consent was obtained for
participation, the researcher spent time at the camp interacting with the parents to demonstrate
her care and concern for the child and family to continue to build trust.

Prior to the interviews open-ended questions were formulated by the researcher. Open-
ended interviews are useful because they may lead to reconceptualization of the issues under
study (Teddlie & Tashakkori, 2009). This type of interview may assist the researcher in
uncovering certain unexpected aspects of camp that were beneficial to the family. Open ended
questions were developed using the Family Management Style Framework as a guiding principle
for question development. According to Deatrick et al. (2006) the FMSF has three components
that are the definition of the situation, management behaviors, and perceived consequences.
Through the interviews the researcher sought to assess how these principles are perceived within
the family to better understand the family’s ability to manage their child’s condition. A sample of
the guiding questions follows:

e How has your child’s condition affected your daily life? Your family life? Your
social life?

e What are some things that help you manage your child’s condition within your
family?

e How does the camp help you better manage your child’s condition?
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e Are there certain experiences at the camp that impact your ability to care for your
child’s special health care needs?

e How does the camp help you better manage your family?

e What are some specific things that occur at the camp that help you view your
child’s special need in a different way?

e How does the camp affect your family when camp is over?

e s there anything else you would like to tell me about how the camp has affected
your child and family’s ability to manage your child’s special needs?

After the interviews began a common thread of parental stress related to the child’s

condition began to emerge. Applying hermeneutical reasoning along with the expert

advice from the dissertation committee, the researcher added the following guiding
questions to the interview:
e How does managing your child’s condition create stress in your family?
e What aspects of camp (if any) help alleviate the stress surrounding caring for your
child?

Once the interviews were completed, some specific interventions that were discussed in
the interview process were observed by the researcher in the natural field setting. The field notes
were used to complement the interview data. Creswell (2009) states that observations may be
useful in exploring topics that participants may have a hard time articulating in the interview
process. Specific interventions were documented and led to a clearer understanding of certain
aspects of camp that benefitted the family. This strand of data collection offered a deeper
understanding of the subjective interview data that is important to mixed method research

(Teddlie & Tashakkori, 2009).
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Data Analysis and Management

Quantitative Data Analysis

In order to answer research questions 1-7, a paired sample t-test was performed. These

research questions are:

In families who have a child with a special health care need, what are the effects of respite care

through a therapeutic summer day camp program on parental perceptions in regard to:

1.

2.

The child’s condition?

Condition management ability?

Condition management effort?

Family life difficulty?

View of the condition’s impact?

Parent mutuality?

Are there differences in the family’s ability to manage their child’s condition (according
to the FaMM) prior to and at the conclusion of the child’s attendance at an 8-week
therapeutic summer day camp?

The paired samples t- test was used to compare the mean differences of the data. The

results of this test are discussed in Chapter 4. The instrument scoring of the FaMM was based on

a Likert-type Scale with values ranging from 1 to 5 with 1 being Strongly Disagree and 5 being

Strongly Agree. The sample was described using demographic and statistical data that included

frequencies and percentages of the sample participants as shown in Appendix A, Tables 12 and

13.
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Qualitative Data Analysis

Interviews with the participants were audio recorded and transcribed verbatim. The
transcription was cross-checked against the recording to ensure accuracy. Transcribed interviews
described the meaning of the camp experience to the family’s management styles. With
qualitative data analysis a back-and-forth process between the data collection and the data
analysis was used to analyze the data (Lincoln & Guba, 1985). Qualitative software for data
analysis was not implemented in this study. The interviews were studied holistically to determine
possible themes from the data. Themes were identified as the dominant feature of the data from
the interviews that define or describe the mother’s experiences. The researcher used
contextualizing strategies to analyze the data collected from the interviews. This strategy
interprets the narrative data within the context of the whole text that includes interconnections
between statements, events, experiences, and other occurrences (Teddlie & Tashakkori, 2009).
Moustakas (1994) wrote that this will involve looking for patterns across the connecting
narratives and will seek to focus on the wholeness of the experiences rather than fracturing into
parts. This approach allowed the researcher to better understand the description by the participant
in the particular situation or specific setting (Moustakas, 1994). In this study the setting was the
therapeutic camp. Similarities and contrasting ideas were compared from the interviews to look
for similarities and differences within the data. Codes were developed from these comparisons
through a contextualizing coding process that led to a more detailed analysis. This included the
development of categories and subsequent themes from the initial codes. A codebook was kept to
assist the researcher in keeping detailed and consistent codes. Initial codes were general
statements of the therapeutic camp experiences, management efforts, perspective of the child’s

condition, and any changes that may have occurred as a result of the camp. Codes became more
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specific as the data were continually compared until categories were formed and themes were
clearly identified from the data. The coding process involved revisiting the data very frequently
to continue to understand the data and identify specific themes. Van Manen’s method for
phenomenological research was implemented in the study to better understand the lived
experiences of parents who have a child with special health care needs. This approach to
thematic analysis for phenomenological research was used to attribute meaning to the data (Van
Manen, 1990). The codes, categories, and themes developed from this method were used to
describe the family’s experience caring for a child with special health care needs and their
experiences at the camp and its effect on their family. The researcher also collaborated with an
expert in qualitative methods on the dissertation committee and an outside expert to check the
accuracy of the categories and themes to enhance confirmability (i.e. process check). The expert
checked the codes against the transcripts to ensure they were representative of the original data.
The categories and themes were also ch