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ABSTRACT

Therapeutic Camps as Respite Care Providers:
Benefits for Families of Children with DisabilitieDécember 2009)
Kyle James Shelton, B.A., Texas A&M University

Chair of Advisory Committee: Dr. Peter A. Witt

This study examines the utilization of a therapeutic sunwaep for children
with disabilities as a respite care provider for parehtamp participants. Interviews
were conducted with nine parents, from seven differentlifss of recent camp
participants at Camp LIFE, a camp for children with dig#ds located in Burton, TX.
The interviews were qualitative in nature, and utilized $tlaesearch software to guide
the data analysis process.

The findings centered on five areas: the dalily life faraily with a disabled
child, the respite needs of these families, the valuespite care in general, the value of
respite as provided by Camp LIFE in particular (both witiéechild attended camp, as
well as after the child returned home), the qualitie€arhp LIFE that contributed to
respite, and suggestions from parents for improvemesgreice provision. These
findings suggest that, as has been found in previousrcbseaising a child with a
disability is often difficult; however, this study foutitht none of the parents would opt
to alter their situation, given the opportunity. It vedso reported by parents that respite

care is often hard to obtain (for a variety of reayomst that it is a much-needed and



desired service. Interms of Camp LIFE, the intervisix®wed that the parents did see
the camp as a source of respite care, and that eadi fdid something” with the time
their child was at camp in such a way as to maximizeethespite benefits.

This study is in agreement with an argument raised déviquis research; that
overnight therapeutic camps are a much-valued sourcetdbresany parents, and that
without such respite, parents would report much higher lefeigess related to the care
of a disabled child. Further research should be conductethfhiher examines the
specific processes that allow parents to feel comfartaith obtaining respite from
therapeutic camps, as well as research into ways to prinvadecial support and

assistance to further the ability of these camps teigecsuch services.
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CHAPTER |

INTRODUCTION

With the advances in medical care over the past dadecades, the issues
regarding care of chronically ill children in a familgcdacommunity setting has never
been more pressing (Hamlett, Pellegrini, & Katz, 1992)sé&lslvances have enabled
families to care for their children in the home as opdds a hospital setting, which
places increased burdens on the family as a unit, affestich areas as family cohesion,
conflict, and problem solving skills (McClellan & Cohen, 2Q07)

It is estimated that 20 to 30% of children and adolescaoésd chronic iliness or
health condition, which often lasts indefinitely (Bno, et al., 2008). With such a large
number of children needing care, it is important thagetfamilies are given as much
support as possible, in order to alleviate any potentialssslated to family
functioning. Several studies regarding these issuesfbawud that respite care, where
the child is cared for by someone other than the parastpioven helpful in creating a
place where parents can “recharge their batteripgfigtime with their children who
are not ill, or do other necessary tasks, which coulge&#om employment to grocery
shopping (Cowen & Reed, 2002; McNally, Ben-Shlomo & Newnm&99). Jeon,
Brodaty, & Chesterson, (2005) found that respite care progieeeral benefits, “which
included time to rest and relax, freedom to pursue other &sivilmproved self-esteem,

feeling secure about possible breakdown of care arranggment

This thesis follows the style gburnal of Leisure Research.



improvement in family relationships, and sleep patterns.”

One area that has received limited research is thefissBnmer camps,
specifically designed for children with chronic illness,aaprovision of respite care.
Meltzer & Johnson, (2004) reported that most of the rekeam these camps had
focused on the benefits for the children, in areas aadheatment adherence and social
networking. These authors went on to report that oméystudy in their review had
specifically examined family functioning during and after engdor children with
cancer; that study demonstrated that maternal sociehatigns outside the family
improved, with the change lasting for one month afterdamp ended (Smith, Gotlieb,
Gurwitch, & Blotcky, 1987). Meltzer & Johnson (2004) positeat tmothers would
report less stress related to caregiving demands oncehiidireturned home from
camp, and that mothers’ general psychological distsessd improve while their child
was at camp. The study found that mothers did indeed beree subjective stress
levels for a month after their child returned home, thiedr levels of psychological
distress were significantly lower for the week aftex child returned home. The authors
also stated that additional research is needed to exarhgt@ev their hypotheses hold
true for other groups of chronically ill children, as wadlin other domains of family
functioning beyond mothers’ psychological stresss limportant to determine whether
the benefits found in the Meltzer study were releany to that specific group of
families, or if respite care at similar summer carafso extend the same benefits. The
present study seeks to examine some of these areasl] as @ extend the body of

literature regarding respite care and its impact onahely as a unit.



The purpose of the present study was to examine the lseoiféspite care for
family functioning. The study was performed through CanfEL la nonprofit
organization that provides summer camp experiencesiloren with a range of
ilinesses, including mental retardation, cerebral paisyal and hearing disorders,
autism, Down syndrome, and spina bifida, among others (L2BE9). A qualitative
research design was utilized, including semis-structutedviews with several families
of recent camp participants. Several recent studies tniflized qualitative measures
with groups of chronically ill or disabled children and thHamilies (Ainbinder, et al.,
1998; Brody & Simmons, 2007; Hummelinck & Pollock, 2006).

Rationale for the Study

The study is needed in order to help ascertain sonteartswers to the
guestions raised by Meltzer and Johnson (2004); namely, whbkéhkenefits found in
their study may be similar for other groups of parentsyedsas the other areas of
family functioning that may be impacted by overnight itespare services. In addition,
this study will benefit Camp LIFE in that it will hopgly provide supportive evidence
for the need for overnight camp services, especiallyiaraa (family functioning) that
has not been studied in depth. If evidence is foundpn@nts do report better family
functioning after their child returned home from cammwilit provide additional
ammunition to make the case that Camp LIFE should aontm offer its services to
children and their families. This is an argument fuetdoy Meltzer & Johnson (2004).
These authors relate that there is financial suppore&pite care programs at the

federal level (e.g., Lifespan Respite Care Act of 2002)yall as in over 30 states, and



through Medicaid waivers. If therapeutic summer cameslasignated as overnight
respite care providers, they may be able to apply for amivesfunding for existing or
new camp programs; the lack of funding from government agemas cited by several
respondents to this study as a reason why they wereeuioaibilize Camp LIFE as
often as they had hoped. Finally, the study hopes prewide information that will
help Camp LIFE tailor its services to maximize its béreef a respite care provider.
The Author's Frame of Reference

| have been involved with summer camps and similar faiysuth
development for several years, first as a camper amdas a counselor and staff
member. | attended camp for 10 years as a child and aelioieaad then worked as a
counselor for five years at several different camipsaddition, | was the Challenge
Course facilitator at a camp for one summer. Whileenmfithese camps were
specifically for children with disabilities, | did have tbpportunity to work closely with
several children with various physical and mental dig&sliduring my time as a camp
counselor. These experiences certainly influence mypoew on the possible benefits
of a therapeutic camp, as well as providing a lens througtimtuan empathize with
parents who are caring for a child with disabilitieshiM/I will try to maintain a sense
of objectivity around the research for this thesis itmpossible to remain completely
objective; such is the nature of qualitative work, espglcivhen interviewing
participants. My perspective on summer camps in gersetiadt they are positive places
for youth to gain social and experiential skills; tlastfseems even more apparent to me

when | consider that many of the children who attench€hIFE may not be able to



participate in activities that non-disabled children wowldsider a matter of course.
Thus, the benefits of Camp LIFE seem to be of everenmaport than those of a camp
that was not designed for disabled children. | tried itumize this viewpoint, however,
as it introduces a bias that the parents of Camp LIFicpants may not share.
Another bias that may be present are my preconceivémhsatgarding parenting a
child with disabilities. | cannot begin to fathom ttemplexities such a relationship
entails, so | have done my best to approach eaclviemewith an open mind,
understanding that every situation is different, andptaating judgments around any
particular system. In addition, | tried to be as olbjecas possible about any personal
beliefs about what the respite time these parents begn given while their child is at
camp “should” be used for. Chapter | has provided an inttoduto the purpose of
this research study, and provided a basis for the frankewygmm which this study was
conducted. Chapter Il will provide a review of the curigetature regarding childhood
disability, its impact on family functioning, models ofegiver burden, and an
explanation of therapeutic camps. Chapter Il providestimmary of the methodology
used to conduct this study. Chapter IV presents thesasiithe study. Chapter V will
conclude this paper by presenting a summary of study findandjscussion of those

findings, implications for practice, and suggestionduture research.



CHAPTER Il
LITERATURE REVIEW

Childhood Disability

There has been much research done in recent years that suggests that a child’s
chronic disability can adversely affect his or her family (Drotar, 1997; Pai, et al., 2007;
Shudy, et al., 2006). Chronic iliness and disability can range from mild asthma to
cancer, visual and auditory impairments, cancers, intellectual disabilities such as autism
and Down Syndrome, or other disorders; it is estimated that 20 to 30% of children and
adolescents in this country face a chronic disease or disabling health condition (Brown,
et al., 2008); a study by the American Journal of Public Health (Newacheck & Taylor,
1992) found that 31% of children under 18 had a chronic illness, or almost 20 million
children nationwide. This study also found that 9% of children had an illness with
moderate severity, and 2% experienced severe chronic illness. While only 2% of
children experienced a severe chronic illness, this group constituted 19% of physician
contacts and 33% of hospital days related to chronic illness (Newacheck & Taylor,
1992). Chronic iliness can be defined as a physical, usually non-fatal condition that 1)
interferes with daily functioning for more than three months in a year; or 2) causes
hospitalization lasting more than one month in a year; or 3) is thought at the time of
diagnosis to result in either of the preceding (Pless & Pinkerton, 1975). Quittner &
DiGirolamo (1998) estimated that more than one million children in America have a

serious chronic illness or disability that requires ongoing and comprehensive care.



The psychological aspect of these diseases, andrtigact on both the patient
and his or her family, has been studied increasinglstef IThere are a few reasons that
may explain this phenomena; the survival rate and quliife for the average
chronically ill child have improved greatly due to recentitel advances (Hamlett, et
al., 1992), and changes in healthcare, such as deinstilizadiman and the advent of
managed care, have contributed to an increase in homéocarhildren who have very
serious medical or developmental issues, yet are goireel to remain in the hospital
for extended periods (Sales, 2003). This, in turn movege feart of the care for these
children on family caregivers (usually their parents) wh®often required to perform
specialized medical tasks, take their child to the halsfot evaluations, and deal with
balancing finances, family life, and both psychological enedical aspects of their
child’s illness (McClellan & Cohen, 2007; Sales, 2003).

Researchers have shown that there is a need foneimgt study of the ways in
which a child’s illness places burdens on the family u@iildren are unable to provide
care for themselves when they are healthy; this situagieven more exacerbated when
the child is the victim of a serious, long-term diseasdisorder. Children with chronic
illnesses depend on their parents to provide them witth, fsleelter, and clothing, as well
as ensuring that they have proper medical care, and sapjbrt. Parents are often
required to take their children to frequent medical appointsp@nd in many cases are
unable to make their own decisions about proper medioalacat procedures. Thus, it
falls to the parents to become educated about the disamdenteract with medical and

other allied health personnel. In addition, parents mastage the care of any other



children present in the home, as well as allow themsdime to be “alone”, to
“recharge their batteries”, free from worries and eons about the welfare of the
family. In many cases, it is this time “alone” tiialls by the wayside. It is therefore
important for research in this field to examine ways lmcly parents can be allowed to
“recharge”, and thus continue to provide for their faamikat an optimal level. While
much of the research done in this area has focused Idrechivith a “chronic illness”,
the basic principles can easily be extrapolated to childtenhave a disability: for
example, autism, mental retardation, learning disabdityDown Syndrome.
Impact of Chronic lliness and Disability on Family Functioning

Recent research has borne out that families whidadea chronically ill or
disabled child are at greater risk for deficits in fanciyresion, adaptability, parent-child
interactions, family conflict, and problem solving sk{lldcClellan & Cohen, 2007). In
terms of family functioning, research has shown tlsatds may arise in many different
areas. One such area refers to maternal mental heakthe the presence of a disabled
child adversely affected mothers’ psychological fumatig (Breslau, Staruch, &
Mortimer, 1982). Other areas studied show an increasnity conflict (Pai, et al.,
2007) and issues related to maternal sleep and daytimeofuingtMeltzer & Mindell,
2007); significant disruptions in sleep patterns and asso@abdtems with daytime
functioning were found in this study, with both the requietrof nighttime care-giving,
as well as stress related to the child’s disabilitypaating for problems sleeping,
depression, and fatigue. Other studies have also foundt@mnehip between caregiving

stress and decreased physical health for parents ofeshildth a chronic illness.



(Blyth, Foerster, & Panepinto, 2006) found that mothexchddren with sickle-cell
disease were more fatigued, had more trouble concentratidgeported more
subjective levels of stress than mothers of children aithmot have the illness, while
(Brehaut, et al., 2004) found similar issues faced famaids a child diagnosed with
cerebral palsy. Cottrell & Khan (2005) found that masharchildren with epilepsy
reported issues related to lack of sleep, which in turtolgaoblems with marital
satisfaction and maternal health. Significantly lovesels on “quality of life” scores
were reported by parents of children with cancer (Gakib2006), neuromuscular
disease, renal failure and cystic fibrosis (Holroyd étl@ie, 1986), Rett Syndrome
(Laurvick, et al., 2006), cerebral palsy (Manuel, NaughtotkrBanan, Smith, &
Koman, 2003), as well as other chronic illnesses (Fldi&mulik, 1991). Other studies
also found that a child’s disability was negatively tedato the parents’ psychological
health (Hauenstein, 1990; Waddington & Buschrossnagel, 1992) n T@ether, these
studies suggest that there is a link between the stressiong for a child with a chronic
illness and a host of physical and emotional issuegdmnts.

Other studies, however, have found that family functioning atauallyimprove
after the presence of a child’s chronic iliness. Oundystound that fathers of young
children with cystic fibrosis rated their family’s fummning significantly higher than
fathers of healthy children (Cowen, et al., 1985). Inpharicular study, the fathers of
children with CF were found to report less difficulty ‘bask accomplishment, role
performance, affective involvement, and values and norm&ir, Freeman, & Cull

(1995) found that significantly more cystic fibrosis faeslwere rated as “good problem
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solvers” than the control group. Hamlett, et al., (1982 that there was no
difference on any family functioning variables when faasilwith a child with illness
were compared to healthy control families. Barbafinghes, & Chesler, (1985) found
that most of their respondents indicated that the tyuafiboth their marriage and their
overall family had improved after diagnosis of theildkiillness.

Models of Caregiver Burden

Recent research has suggested that there are sefferahti models that attempt
to account for the ways in which caring for a person withronic illness may affect the
family as a unit. According to Pearlin, Mullan, Sem@&eSkaff (1990), caregiving for a
family member with a serious, chronic iliness or disgbdan cause a “profound
restructuring of the established relationship can occur...iwamggwhich previously
might have been one fleeting component of an encompasdatgpnship, can now
come to be the dominant, overriding component”. Reaninhodel was designed to
describe the circumstances related to caring for anlglo@rient with Alzheimer’s;
however, it can easily be adapted to the needs of &faaning for a child with a
chronic iliness. Pearlin’s model has three major compsnstressors, mediators, and
outcomes (Pearlin et al., 1990).

Primary stressors, according to Pearlin, are “those that theg@rocess that
follows. By and large, they stem directly from tleeds of the patient, and the nature
and magnitude of the care demanded by these needs” (Petadin 1990). Pearlin goes
on to argue that these caregiving stressors lead to ateéssa's, which he termed

secondarystressors. These stressors include such things astnaites (found in roles
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and activities outside the caregiving situation), and pstyahic strains (competence and
gain). Secondary stressors can influence the famityainy different ways; for

example, there may be differences in viewpoints batwaeegiver and patient as to the
seriousness of the disability or in finding appropriatategies for dealing with it.
Another type of strain might be caused by the amourteht@on given to the person
with the iliness, and whether other members of the jaf@él slighted or “left out” from
receiving what they perceive as the appropriate amounteticat they need. This may
be particularly important in working with families witdthronically ill or disabled
children, as healthy siblings may sometimes feel that itheibling gets too much
attention. Issues related to occupation, or monetargeras may also play a part in
causing role strain, both for the parent (who may hateke off from work to care for
their child), as well as the family at large (the finahcost of care for their child, and
that cost’s effect on the family as a whole). HFindearlin argued that caregivers
themselves needed to fea@impetentenough to care for their child, and that having
competency increased their measure of personal gairriohment; this, Pearlin states,
is “testimony to the fact that many people manage to fimiesinner growth as they face
the severe challenges of caregiving” (Pearlin, e8b).

The second part of Pearlin’s model referenediators Mediators are the factors
that determine the ways in which a person will reastress, and are the reason why
people exposed to similar stressor can, and will, reactry different ways. According
to Pearlin, coping and social support are seen as the inopat mediators. These

mediators can alter the reaction of the caregivetressful situations, and can help the
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caregiver learn to focus on achieving both optimal caréheir loved one, as well as be
able to monitor and care for their own stress levelerdjpeutic summer camps, such as
Camp LIFE, can be seen as a type of mediator fosttlees process of parents with
chronic iliness.

Finally, outcomesare the effects of the interplay between stresmads
mediators. Pearlin relates that in social scienseareh, these usually involve “the well-
being of people, their physical and mental health, and ahdity to sustain themselves
in their social roles” (Pearlin, et al., 1990). In thiiady, we are interested in a specific
mediator; that is, the respite care provided to pagtkildren who attended a
therapeutic summer camp for children with chronic illr@esdisability. In addition, we
are hoping to examine the outcomes of the therapeutic egpgrience: what were the
benefits of the camp experience for the parents, whodatidttend camp, and whether
the benefits of that respite continued to last afieir tchild returned home from camp.

Table 1 examines Pearlin’s model from a visual standpoint:
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Table 1:Pearlin Model of Caregiver Burden

Stressors: Problems

Primary: Stem directly from need of patient

] - ) Secondary: Rale strain, Intrapsychic strain
(Pearlinet. al, 1990) Y : PsY

NS

Mediators: Solutions

Factors that determine the ways in which a

person will react to stress

Outcomes: The Interplay

Coping and Sacial Support

Respite Care? Push towards resiliency and adaptation

Patterson (2002) puts forth a relational view of stresisfamily coping that is
similar to Pearlin’s. Patterson was interested in adiye families, when faced with a
significant crisis (such as a child’s chronic illnesggre able to “bounce back” and
competently face the situation, while other familiesimilar situations were unable to
do so. Patterson’s research suggested that familiesowerésee-saw” type of
mechanism, where the “demands” of the crisis werenenside, and were balanced
against the “capabilities” of the family on the otheithwhe family’s ability to adjust
being the “see-saw”. Patterson found that when fac#dansignificant crisis, there
would be a discontinuity of family functioning, eithertive direction of more positive
functioning on one hand, or lesser functioning on therotRatterson also discovered

that this discontinuity is not set in stone for earhily, or even for a singular crisis, but
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that with the right benefits offered through what terened “resiliency processes”,
families can learn to adapt to and overcome significaseés, such as teen pregnancy,
chronic iliness, or divorce (Patterson, 2002). Pattdsuited specifically at the effects
of a child’s chronic illness, describing that the illnesslitcould be merely the
beginning of a laundry list of issues for the family taldeith: the illness may beget
issues dealing with medical professionals, which maytiedaks of a job, which may
lead to loss of social networking and social isolatéond so on (Patterson, 2002). This
theory echoes Pearlin’s theory of primary and seconstaggsors, in that researchers
and practitioners must be aware of the large rangdeadtefthat a child’s chronic illness
can have on a family and its ability to cope effedyiweith other issues that may arise.

Both of these models of family stress emphasizeitimtmportant to not focus
merely on the child’s chronic illness as a stresstiiwthe family, but rather to
examine that singular stressor as the starting paintiat may become a much more
extended network of issues for the family at largea &milar way, it is important to
see therapeutic summer camps as not merely a bendfiefchild who attends, but also
for the parents and other siblings, who may also betalidenefit from the services the
camp offers their disabled child.

Theodora Ooms (1996) argued that families, and especiallgtpahave specific
roles that they play for their younger members in geofrsocialization and support
throughout their growth periods. This is perhaps intuitiavever, it is the need that
vulnerable populations like children (and especially, disabdiddren) have, that makes

the family unit so critically important to a child’s déwpment. Table 2 displays the
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four “core functions” identified by Ooms as criticalmportant, as well as how they are

applied in daily life:

Table 2:Table of Family “Core Functions”

Core Functions How Applied

Membership and family formation Sense of belonging
Personal and social identity

Economic support Basic needs of food, clothing, and

Nurturance, education, and socialization | Physical, psychological, social ,and
spiritual development of children
and adults

Protection of vulnerable members Protective care and support for ill,
disabled, or otherwise vulnerable
members

Respite Care

Respite care, according to the Access to Respite &a Help (ARCH) National
Respite Network, can be defined as “temporary relietéoegivers and families caring
for those with disabilities, chronic or terminal illises, or the elderly” (ARCH webpage,
2009). Respite care provides benefits for family memiwglowing them time to
“recharge”, or “take a break” from the both the physarad emotional demands of
caregiving (Joyce, Singer, and Isralowitz, 1983). Botuck amshirg (1991)
researched the use of immediate and short-term etiéptanned-use respite care on 14

mothers and of school-aged and adult children with disi@kiliand found that mothers



16

indicated that they were “happier”, with increasedifeg of well-being and less
depressed mood) after the use of respite services. résegrch also indicated that
mothers spent more time resting, sleeping, grooming, ashéhiproved social personal
care, leisure activities, and more social interactishen their children were in respite
care. Similar findings regarding the efficacy of resg#ire have been shown in other
studies, with respite care showing benefits in terfmel@ving family stress (Joyce et.
al, 1983; Marc & MacDonald, 1988; Rimmerman, 1989), improving fafaitgtioning
and parental attitudes towards their child (Halpern, 1985), irsglgocial isolation,
(Joyce et. al, 1983) and decreasing parental depression (tH&rMarcencko, 1997).
Most of these studies have examined only in-home or diaystyle respite
opportunities; very few studies have examined the utiimadf overnight respite care
services for families of children with either disalel or chronic illnesses. Botuck and
Winsburg (1991) was one such study, which has been previouslyomeshin this
review has having reported positive benefits for mothelizing overnight respite care.
The only longitudinal study of overnight respite caradsits for families of children
with disabilities found improvements in psychologicatmiss and parenting stress after
1 month of respite care use, with parenting stresssleggurning to baseline 6 months
later (Mullins, Aniol, Boyd, Page, & Chaney, 2002).
Therapeutic Camps

There has been a large increase in the number opthdra camps for children
with chronic disabilities (Bluebond-Langner, Perkel, Goal, Nelson, & McGeary,

1990), with camps for children with burns, cancer, asthysiccfibrosis, mental



17

retardation, visual and hearing impairments, diabetes, HD@Aand many other
illnesses. These camps are, by and large, operated santieeprincipals as a camp for
children who do not have disabilities or ilinesses: tHiyweachildren to experience the
outdoors, and participate in activities that are “outiidenorm,” such as canoeing,
climbing a challenge course, boating, arts and craftsptrer experiences. However,
the difference in therapeutic camps is that they aregeblign, for children with illnesses
or disabilities that limit them from participating evarthings that children without
those disabilities view as a matter of fact. Thudf stambers at these camps must
always be cognizant of the specific needs of their campadsallow each child to
participate as fully as he or she is able, while alitiwing for safety and comfort. The
existing body of knowledge for the efficacy of these paimas shown that these camps
increase disease knowledge for children with diabetesédgret al., 1983), and
children with cancer (Bluebond-Langner, et al., 1990)e@msed medical regimen
adherence for children with diabetes (Spevack, JohiRatay, & Silverstein, 1989), and
cystic fibrosis (Rubin & Geiger, 1991). Only one previowslgf to my knowledge, has
focused on the benefit of therapeutic summer camps fen{s as respite care providers
(Meltzer & Johnson, 2004). That study related that thes®s can, in fact, be seen as
respite care providers, given that they “temporarilievel caregivers of the daily
demands of managing their child’s illness, reducing caregdemand and improving
psychological functioning while the child was at camp” (Meft& Johnson, 2004).

However, as has previously been explained, there leasuaey little research on the
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benefits of these camps for the families of thedrkih who participate. It is this “hole in

the literature” that the present study attempts to phiitly
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CHAPTER 1l
METHODS

This study was implemented to examine how families déidm with
disabilities who attended a therapeutic summer campaditizeir respite time while
their child was away, as well as to explore soménefways Camp LIFE could tailor its
services to better serve its family stakeholderss @hapter outlines the study methods:
it includes a section on trust and ethics; the conte®baop LIFE; examines study
design; data collection procedures; and data analysis.
Trust and Ethics

In any qualitative research setting, but perhaps most tanudr in an interview
situation, it is imperative that the participants fe@ifortable and at ease with the
guestions being asked, the interviewer, and all of the waykich any data gathered
will be used. If a participant is not at ease withitherview process or the ways in
which the data will be used, he or she is likely to withhiformation that might be of
vital importance to the outcome of the study or, in astvoase scenario, refuse to
answer questions at all. In either case, the informatimtained may become virtually
useless. While this is a risk to any qualitative studg, pierhaps more so in this case,
where participants are being asked personal questions akouthildren and their
families. To help ensure that the participants weref@dable with all aspects of this
process, potential participants for this study wer¢ ¢ositacted by the director for
Camp LIFE, who had previous knowledge of and a rapport iétltampers and their

families; however, after the initial contact, allther communication was solely between
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myself and the participants. This was done to ensatenthparent felt “obligated” to
participate in the study, and did so of their own accdtdvas hoped that by using the
director as a “gatekeeper”, who saw a benefit for theysthe participants were more
likely to feel comfortable with the purpose of the stutlypotential benefits for their
families and Camp LIFE, and felt more encouraged to askjaestions they may have
about any part of the study design before the interviewls place. To help further this
inclusion, all of the interview questions were reviewedheyCamp LIFE director to
ensure that Camp LIFE’s goals were being met. By givingCalFE a feeling of
partnership in the decision process, it was hoped thaattieipants would be more
likely to engage in open and honest communication regatteir feelings about camp,
their use of respite care, and the issues surroundnegitpag a child with a disability.
Camp LIFE: Context

Camp LIFE was founded in 2004 by Texas A&M student Sterlingal ®ijth
support and assistance from Dr. Amy Sharp and the F&uapyport Network, part of the
Center on Disability and Development at Texas A&M Urmsitg. Camp LIFE is held
twice a year on the grounds of Camp For All in Buribexas, which has fully-
accessible facilities for campers with disabiliti#ecording to the Camp LIFE website
(Camp LIFE), the camp offers activities such as hordehding, a climbing wall,
swimming, canoeing, archery, and arts and crafts, amoegsotf he staff of Camp
LIFE is made up primarily of pre-service special educatiajors from Texas A&M.
The camp offers a one-to-one camper to counselor, kahich allows each camper to

receive individual attention and the support her or shdsieefully participate in all
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activities (Camp LIFE, 2009). Camp LIFE serves children aladescents (ages 5 to
21) with a wide range of disabilities, including autismgebeal palsy, Down syndrome,
epilepsy, mental retardation, visual impairments, ihgampairments, and spina bifida.
In addition, siblings of children with disabilities areaeligible to come to Camp LIFE.
Participants

Parents were contacted by the Camp LIFE director, kmeav the parents in her
role as camp director. Having the parents contactedllgity the director was done so
that the parents would feel comfortable with the studg'sign and potential benefits
once they met with the principal researcher. Intergiex@re conducted with parents
until saturation was reached in terms of identifyingriée and opinions.
Study Design

This study was performed using semi-structured, in-depthviates of parents /
guardians whose children had attended a session of Campwhth is a therapeutic
camp for children with disabilities. Approval from thestitutional Review Board for
Human Subjects at Texas A&M University was acquired leedory subjects were
contacted. The camp director sent out a mass e-onadlrents of previous camp
participants, explaining the rationale for the presardystand requesting their
participation. Another e-mail was sent out a weedr|dab garner further participant
support. The letter from the director asked specifidhlhy participants contact me,
instead of her, if they were interested in participatinghis way, we avoided the issue
of unintended coercion, whereby parents might feel predgorbe interviewed in the

mistaken belief that a choice not to participate woulthgyes limit their child’s ability to
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attend Camp LIFE in the future. Care was taken ateglssto ensure that participants
realized that they could choose not to participate, at their participation, at any time,
without loss of the ability to send their child to camap future sessions. In addition, all
participants were told that any information they gave duinterviews would be
considered confidential, and no members of the Camp LidfEveould have access to
the list of parents who chose to participate. Many parggemed not to worry if their
name was used; however, several did mention thatfélteayore comfortable with the
interview process once they realized that their infdionaand any data obtained would
be confidential. The interviews were held during thel fima weeks of July, 2009. All
of the interviewees were from College Station, Togrfinterviews took place at the
participant’s place of employment, while the other ¢hiak place in the participant’s
home.
Rationale for Qualitative Interviews

Interviews are one of the most commonly recognized fafhgualitative
research, and have been used to provide data that is haterand valid (Mason,
2002). Interviews are useful when the research questionsssulygepeople’s
knowledge, views, understandings, interpretations, exp@&seand interactions are
meaningful. In short, qualitative interviewing can bersas “conversation with a
purpose” (Mason, 2002), where the purpose is to seek o@txanaine the ways in
which the lives of the participants are shaped by the phemathat the research
guestions look to explore. The examination of the usegpiite time while a child is at

a therapeutic camp cannot exist without first seekingntterstand the ways in which
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that child’s disability impacts the family as a untt,vdhat “time away” from that child
means to the rest of the family. Thus, in-depth ingeving is a tool to examine the
context of the participant’s lives before, during, andrafie Camp LIFE experience.
Interviews

| prepared several leading questions regarding the hoanef lihe family, the
impact of the child’s disability on the family, and tianily’s use of respite care, both
previous to attending Camp LIFE, and since the date ofdaibee. In addition, there
were questions asking how Camp LIFE might better t@soservices as a respite care
provider. The interview questions were formulated with irfpuh both the principal
investigator's academic advisor, as well as the Campdiiiéetor. The interview
guestions were deliberately open-ended, in the hopes thiaigzants would feel
encouraged to expound upon anything that they felt was parlycungrortant to their
specific situation. The interviews were conducted aha &nd place amenable to the
participants; most were in-home, with a few during regoleiness hours at the
interviewee’s place of employment. The interviews tapgroximately 45 minutes to
one hour to complete. Following is a list of the iatew questions:

1) Please tell me a bit about what your daily life is:likerk experiences,
home/family life, and daily stressors?

2) | can imagine that having a child with a disability woultetf your family in
different ways in different ways — if you don’t minadyudd you talk about how
that has affected your family?

3) How have you had to make changes in your lifestyle totaddmving a child
with a disability?

4) Do you feel that having a child with this disability hasuglot your family closer
together — i.e., what positives are there that hawgedoom this experience?
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5) Please tell me about your opportunities for respite tatd, inside and outside
of the home. Do you utilize respite care? Why or wbi? Are there any respite
care opportunities that you would like to obtain that yolehaot been able to
utilize? What is the reason?

6) Please describe your experience with Camp LIFE. Howhasgyour child been
attending? Why did you first choose to send your chil@damp LIFE? Has it
been beneficial to them?

7) Please describe what you did while your child was at campe Wi able to
utilize this respite time in a way that was meaninggujou? Why or why not?

Is there something Camp LIFE could do to help you utiliz¢ time in a way
that provides more respite to you as a parent?

8) What were your expectations about Camp LIFE (or oth@iteesare), versus the
reality of that respite?

9) When your child returned from camp, did you notice any chaimgkis or her
behavior? Were there any changes in family life wbale? (Ex: fewer
arguments, more likely to maintain medicine adherenoeg time spent
together, etc.)

10)Is there anything else you can think of that Camp LIFEdcato help make
things easier on your family?

Use of Data

With the participants’ permission, the interviews waueio taped, and then
transcribed. Taping allowed the interviewer to focushenthe conversation with the
parents, rather than on trying to take notes and posstelyupting the flow of
conversation. Also, recording and transcribing data esshat the extent of the
interview is intact, and nothing of import was lost dugedor note-taking. In addition, |
recorded fieldwork memos after each interview. Thibthme to keep track of
anything that was particular to the interview, or to theigpant, that might be of note

when coding data.
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Data Analysis

Once the interview data was collected and transcribatiliZzed one of the most
popular qualitative research software packages to code amihexany data; ATLAS.ti.
This program has seen wide use in qualitative researciestiod several years (Lewis,
2004). The data was then be examined, as suggested by Str@assig(1998):

1) Interviews and field notes were transcribed

2) Data were microscopically examined, line by line, to dgvaiiial categories
and relationships between categories (p. 57)

3) Questions were asked and comparisons made to guide thelsatigpling and
to consider the categories’ ranges of properties andrdiimns (p. 73)

4) Data were open coded to identify and describe conceptsda@athe categories
(p. 101)

5) Data were axial coded to relate categories to their sedpoaes on the level of
properties and dimensions in order to integrate the steu@tanditional context
of the phenomenon) with the process (sequences involveghenomenon over
time) (p. 123)

6) Data were selectively coded to integrate and refinehnary, and to identify the
range of variability and theoretical saturation otitmcepts (p. 143)

7) Data were process coded to identify sequences involved ph#r®mena, and
to trace the changes in structural conditions of teegeences (p. 163)

8) A conditional/consequential matrix was constructed tusicier the relationships
between macro and micro conditions and consequencashmther and to the
process sequences, while considering contingencies (upateit events) (p.
181)

9) Indicators were theoretically sampled that represemglestant concepts, and
their properties and dimensions were compared until catedjeaturation was
achieved (p. 215)

10)Memos and diagrams were developed to illustrate theaedips between
concepts and create the logic model (p. 241).

After the data was open-coded, the transcripts wer@ agamined, with salient
codes being placed into code “families”, which included cdldasseemed to fit

together in a thematic way. This allowed me to rettba transcripts to ensure that |

had not missed any important information, as well @svallg me to examine patterns
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within the codes of data and see how similar “snippéttx related to each other. As
my advisor and | discussed, the attempt was made to “®dsidry” regarding how the
phenomena of raising a child with a disability affectshelamily, both in similar and
divergent ways. To that end, | examined the data witbya towards the ways in which
each story hit upon similar themes, while remaining opemi®d with the idea that each

family was unique, with differing experiences and issues.
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A total of nine parents were interviewed during the sixumsv sessions. Two

of the interviews included both the father and mothéhefsame child; another

interview was conducted with two parents, one for eadtvofchildren. The interviews

lasted approximately 45 minutes to one hour, and were heét aitbhe participant’s

place of employment or in their home. Table 3 providegp#geudonyms for each

parent, the sex and age of their child, their child’aldlgy, and the number of times

their child had previously attended Camp LIFE. All partictsamere given pseudonyms

to protect their identity. In addition, any proper nameshdfiren mentioned in this

study are also pseudonyms. The codes after quotatiores tiexthare to allow me to

trace the quotes back to the transcripts.

Table 3:Interviewee Background Information

Pseudonym| Sex of Age of Child’s Disability Number of
of Parent Child Child Times Child had
gone to Camp
LIFE
Jeff and Female 10 ADHD/PDD-NOS 5
Sarah
Ashley Male 6 Down Syndrome Several
Mary Male 11 Down Syndrome 4
Michael Female 12 Down Syndrome 5
and Erin
Nancy Male 10 Auditory 3
Rebecca Male 13 Autism 2
Nicole Female 9 Learning Disability/ 1
Central Auditory
Processing
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This study was designed to examine several different espetamily
functioning: the daily life of a family raising a childtWia disability; the family’s respite
needs, both met and unmet (whether camp-based or oogsel®ased); the value of
Camp LIFE in providing respite for families in need (bdtiiing camp, as well as
potential benefits remaining after the child returned hoaregxamination of the
processes through which Camp LIFE benefits families;aaneixploration of possible
suggestions provided by parents as to how Camp LIFE mayldéoatailor its benefits
to maximize services to both children and family members.

Analysis of the transcripts of the interviews witlrgnts led to identification of
five major themes. Each of these themes and relatgtieames are discussed in the
following sections.

Daily Life

The first theme related to the daily life of famili@bo were raising a child with
a disability. Two sub themes were indented: FamilysStres and Benefits.

Family Stressors

When asked about the daily life stressors of raisingld with a disability,
parents had several different thoughts on what madg<iparticularly difficult.

Ashley, whose six-year old son has mental retardatedated that while all parents feel
like they're “on the go” all the time, it is particubadifficult for her, given that her son
is unable to explain his needs and desires, which forcde Halay detective:”
...we do a lot of therapy tutoring, different things téph@y son ... so, | work
part time right now and directly after work, my sors ba be at speech therapy.

We have to be at tutoring. We have a busy, hectiedidh but it's like we're
never at home...Most people are getting off work and thettisn | actually get



29

off work. I'm just not paid for that and so, healthy, iopstic....The mere fact
that he does not communicate as other six-year-oldishdtomes real stressful
for he and | both. Or the entire family because lelllus something. We don’t
know what he’s saying. So he gets frustrated. We get ftedtraverybody gets
frustrated. [1:4 11:17, 25:29]

Ashley’s comments were echoed by other parents, includany,M/ho said that
her son faces similar issues:

So anyway, probably with John the two major things are...wouldskehavior
and kind of his defiance. And then also he’s got reallytdichverbal skills. So,
anything that has to do with communicating his needs andsvaaudt just basic
communication is kind of a challenge from day to day. E25]

Another example was mentioned by Jeff, whose daughteADHD. Jeff
related that for his family, the stress is felt mmoghis “non-disabled” children, as well
as through the adaptations that are required to keep his dafightdecoming upset:

She’s very much a routine child. She likes everythingedomoutines, which
makes it somewhat harder for us. It makes any level chtangh but...and it's
something that we all have to deal with because eveyolmger brother and
sister have to learn to adapt to her so they can’t anger ligsturb her, put
stress on her. [2:1 15:20]

Jeff gave the following example of an instance involvihg tmportance and
difficulties associated with keeping a routine:

We don’t get to go out and eat in restaurants that muzduble of her, because
she doesn't like it and because she just doesn't...for ong,tand | don’t mean
this in a bad way because her eating skills, tablesskiitl that kind of thing is
good but | think it makes her feel a little off [2:1 21:24] . alsituation like that
with a lot of people. Now, we did go to that receptioa atedding and she did
just fine there but sometimes we’ll help feed her witleautsing attention,
drawing attention to the fact. But little things liketithat we try to adapt to her
to make sure that she feels comfortable, that shenddesl out of place. And
we’ll do special things for her and with the other two kitiey don't feel like
we’re favoring her. [2:4 25:41]

Other parents mentioned similar difficulties relat@daising a child with a
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disability. Mary explained that for she and her husbeaiding a boy with a disability
would be much more challenging if they were not able to edikeom work, since their
son would be unable to function in a “regular” after-s¢lppogram. In addition, she
highlighted something that several parents mentioned; nahalywere their children
“non-disabled,” they would be participating in after-sehactivities such as football or
soccer, that would allow their parents time to attendatly requirements such as
grocery shopping or cooking:
But like in our case, if we both work fulltime or wedht be in an office, then
Clinton would need to have some type of afterschool ¢aré.like the typical
afterschool program that they offer through the schasiksy. They do accept
kids with special needs but at least up to now, heyrbalin’t been able to
function in that environment because of his behavioessnd his

communication issues. [6:3 60-65]

Mary went onto say:

And | think, yeah, of course we didn’'t expect any of timd vouldn’t be dealing
with lot of this with a typical child...I think honestly féhe most part, we're
trying to do everything that we would normally do. But we...Isgulke maybe
if any other parents had a child, 11-year-old boy at thistptiat boy would
probably already be very active and at in least a gfi@gdme sort. [6:3 69:75]
Related to this, several parents explained that theyeapgle same rules and
expectations to their disabled child as they did fomthe-disabled siblings. Normalcy,
or the idea that parents wanted their children to livecasal a life as possible, was a
strong theme throughout almost every interview. THeviang is an example from a
joint interview with Rebecca and Nicole. They explotfeeir frustration with the school

system, which seemed to them to be pigeon-holing thddrehias not being “able” to

function independently.
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Rebecca: You know what? They're just like any other Kiéhey want to
help. They don’t want to be helped all the time. Theytwaimelp
too. They want to feel... | met with some counselors atafrour
meetings, and this was this last year, and getting theay fea
high school for next year, well, what do you expectyfour son?
What do you want? And I'm like, that’s a big question buttwha
do you want for your child? That's what | want for MY IchiI’'m
not limiting him. | want him to be a functioning member of
society. | want the best for him. | want the vergtiddat he can
have. And he didn’t know what to say.

Nicole: The minimum that they have to do are the marimwve have to
do to make you happy, yeah.
Rebecca: I've sat in so many of our meetings and lirgry; okay now, Ms.

Rebecca, the most you can ever hope is that maybenhaedn a
home of some kind. And I'm like, | started off with tsieeech
therapist. Ms. Rebecca, you can’t ever expect youtestalk.
And I'm like, heck, yeah, | expect him to talk. And ifyce a
speech therapist and you don’t expect him to talk, getubof

the room.
Kyle: Because you want to find somebody that’s...
Rebecca: Yeah! What do you mean? He has the time shbd&alent, he

has all the things that... there’s no physical reason. rédelling
me never to expect my child to talk?

Kyle: So you're looking for somebody that’s proactiveriirtg to get
these things done.
Nicole: Oh, yeah. [6:32 537-560]

This example portrays the frustration many of the parkeimterviewed felt
regarding the stressors of parenting a child with a disglithey felt “separate”, with
very few other people who understood their needs and \iaritseir children. It
seemed that the belief the parents held that thed cbilld, and should, be held
accountable for their own life came into oppositionmrrothers, either in the community
or in the school system, which directly related ® ltwvel of stress the parents felt
regarding parenting. The more likely a parent felt supddsyehis or her community,
the more likely he or she was to feel that they vedrle to successfully navigate the

difficulties of parenting a child with a disability.
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Several other parents made similar comments regarnsttessors involved in
raising a child with a disability, and these examples gicommon thread regarding
some of the “themes” surrounding this issue. The exasglen by parents seemed to
be centered around the idea that it was difficult torlwaacare of both non-disabled
siblings with disabled siblings, and the idea that there difficulty in accomplishing
daily living activities due to the need to care for a disalzhild. However, along with
the stressors of raising a child with a disability, pts@tso made a large number of
comments regarding the “benefits” of raising such a chidh for themselves and for
their other children. The next section will focus omatvparents said was beneficial to
their family as a whole.

Family Benefits

Often, people assume that raising a child with a disglslipurely stressful.
However, in some of the interviews parents providedrmétion that seemed to suggest
otherwise.

Several parents explained that raising a child witrsaldlity has brought their
family “closer together.” For example Ashley said:

And with Marvin, it wasn’t normal. It was a lot of hanrk. And so he’s

brought us closer together and the fact is, we taketomerk with him. We

take time to see what he’s capable of doing. So he hghkttene and my husband

both to be very patient and just to enjoy life. He doegeitagitated, like most

people get mad or angry with somebody and hold a grudge Mditvin, |

mean, he’s getting in trouble, 15 seconds later he’s givirghugy. [1:15 117]
Mary related that raising her son has provided more pedgwefits than negative

changes, because it has forced her and her husbagidtoto each other and

communicate effectively:
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| think the ways that we’ve had to change our lifestylealbise of Devon (note:
pseudonym) are probably in the end more positive than negatieg may seem
like an immediate hardship...Or it'’s like “I really wantedite doing this and
I’m not.” But in the end, it's like they’re probably @hges that are better for us
as individuals anyway. And then, as far as bringing usecltogether, | really
think so. And | think we probably would have been broughteclasgyether with
any child, but because we’ve had to work through so many &4 tkeues, some
of them are health related and some of them behav&leaéd and
communication related. We do it together.

Mary went onto also discussed some of the other immather marriage:

| mean, we really tackle it together. And | know ttiere are some couples that
don’t make it because of this. I'm just...in the last 1lrgehat I've had, I'm just
hearing stories and reading things. | know that somertatm some mothers
can't handle it and so they leave. But for us, thegithat our marriage where
other things weren’t going so well like employment issuasaving. We lived
overseas for a long time trying to move back and transiiaxk to the US
mainland where there was a lot of tension in our iagerand | don’t want to say
that it would have gone south but it's like with Clintdke no matter what, we
have to stay together and we have to figure it out. Aqebfadly, anyone would
say that if they had a child...But when you have a child ggtbcial needs, it just
really for us, it really takes both of us sometim808§ 103:115]

As a final example, Michael explained that after fimgdout his daughter was disabled,
he went through a “grieving process”, but ultimately cantgpeusonally stronger for it:

She’s opened up incredible opportunities for us as a fahalywe would’'ve
never had otherwise...things that we do, people that we ge¢¢t, you that,
well for example, that...never would have that. Life vablshve been very
different without her and yeah, they’'d say when yowehgur child, when you
realize she’s disabled and you go through a grieving proodsthat's true. But
then after you come to terms with that and you lookeptssitives of it. Yeah,
it’s a lot of work but I think for some of us...if you gm and look at other
families, you see that they have things a lot harder yba. So don't get real
quick on complaining. [4:12 341:345]

These examples illustrate that while families of cleifdwith disabilities do experience
some hardships and stressors that are unique to thaiosifubey are also often

transformed in a powerful and beneficial way by thategience.
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Respite Needs

There were three sub-themes related to this theme: Aaationships, daily life
(cooking, household chores, etc.), which included utilizadibhiexas A&M students,
and special needs related to parenting a disabled child.
Adult Relationships

As might be expected, several parents related thattirfjest be an adult” was
something that was sorely lacking in their daily liveage their children were unable to
be left at home with a neighborhood sitter, or werable to interact with peers (to
attend sleep-overs, etc.), parents often felt like tirene unable to ever get a break from
caring for their disabled child. Ashley utilized MHMR asliras Texas A&M special
education undergraduate students, to provide for respitec#natshe was able to
simply go out to a movie with her husband:

Ashley: Or whatever and so, | like my respite just beeaf me and my

husband want to go to the movies, we can...Like todaygwe’r

going to the movies. We can drop him off at day cavew@ can
actually go do something like that.

Kyle: So the MHMR respite, ishow is that? Do you take him
somewhere? Do they come to the home?
Ashley: You find your own person to come to the hometa®e him to

the park or whatever....Just so you can have your quialieywith
your spouse, and so we do have A&M students that comda watc
my son...A couple of hours a week just so | can do whagd ne

do.
Kyle: Because you can'’t just leave him alone.
Ashley: Without having to wonder what’s he’s into. Or Haeéng so busy

that | don’t have that time to say ... or | can jusf %o play
outside” because he can’t. ..My son just can’t leand,e
unsupervised. And so, it’s one of those, they comecouple of
hours a week and I'll go get my nails done or I'll go ggthmair
done and it’s like something for me... And so something that’s
just for me where he’s having fun but he’s supervised andke t
them before and try to get my nails done ..My toes domay
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hair done. It's an impossibility. It's like | don’t gt rest.

Ashley concluded by noting the impact of her having a disatiddd on her ability to
relax:

It's like that’s the relaxing things for adults and it's melaxing if you have child
with special needs specially one that's so on thdlgbeatime that can't sit still
long enough. For that half an hour to get something daris [L29-165]

In short, all of the parents recognized that raisingill was going to be
stressful and difficult at times. One type of méaligwhich helps to balance the
stressor, according to Pearlin’s model), is the usespiteecare. Thus, it is important
that parents were able to take time to participate iniae with friends, and take care
of other daily living tasks in order to not feel overwhelrgdhe strain of raising a
child with a disability.

Daily Life / Utilization of A&M Students

Several parents mentioned that respite care wassanted aspect of managing
their daily lives. In addition, parents often refertedhe quality of respite care provided
through local services, many of them based at Texas ABMersity. For example,
Mary mentioned that most of the respite care shigzediwas in short time frames,
enough for her to go out to eat, or shop for an hour aswhadish daily living tasks.
Mary also explained something that was echoed by almesy parent | interviewed;
that without respite care, things would be much mdfedit for their family:

...the city of College Station has challenger sports amoit all of these are

respite but a lot of them are. A lot of them are doffactivities where we can

go shop for an hour or go out to eat for an hour. Camp idfa weeklong camp.

And then we also are in a respite program through #te,shrough MHMR

where we signed up for about a year ago and we actwlhegnbursed for

resident funds. So we have a couple of Aggies who takeot@evon just when
we need it. Like when my husband has to go to meetingstaficand they will
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actually get reimbursed for their care. So, kind of depeuntikfeel like for the

most part that, | value all that respite so much arnbowi it, | think we might

have a lot of more problems. So it's there but we wstdad how lucky we are.

[3:9 160-162]

Mary also mentioned that much of the respite careesteved was due to the
presence of Texas A&M University, and the local collsgmommunity:

Yeah, we do and | have to give almost all the credithere we are and to Texas

A&M University and also the city of College Station.dAwe really didn’t know

what it was going to be like coming...we both went tcostinere. We're both

Aggies but we really didn’t know coming back here how goedctmmunity

was going to be for kids with special needs.. | justecdack for my job. And at

the time, my husband didn’'t have a job so...but we quifdkynd out mostly
through A&M’s Special Education Department but also Heatith Kinesiology
that there’s always programs out there....And so, honesith and I-I hope this
doesn'’t affect your study-but we’re just so lucky. And | khirs because of the

student population in A&M and all the programs that ateigenere. [3:9

143:163]

Several parents mentioned that they felt very happiyweere very “blessed” to
live in College Station, given the high number of collsgelents who were involved in
community service projects (including respite care programbBese parents mentioned
that if they were unable to access or utilize the prograffered by Texas A&M and
other local agencies, they would find daily life much endifficult. The belief that
Texas A&M and the local community was supportive of chiidréth disabilities and
their family situation also played a role in the corhfevel of parents when the time
came to take them to Camp LIFE. As noted in a laetian, many parents mentioned
that Camp LIFE’s partnership with Texas A&M was a degdactor in their decision
to send their child to camp.

Special Needs Related to Disabled Children

Erin and Michael related that they had difficulty hwiespite care, because they
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did not feel comfortable allowing “just anyone” to cawe their disabled child. This
was also a common idea with other parents; parenteraed to actively look for
opportunities for respite care, since the general, thalheighbor’s child from down the
street to watch him” idea was unacceptable to many oegmondents. According to
Michael, this lessened the amount of respite that doeilgtilized:

...It's not the kids down the street that typically ddbpsitting. If the sub is
somebody that is mature and is...and can take care ohildein the same way
that you will, fine, but you tend to be overprotective anywiyd so it's just
accentuates it. So it’s, no, it is so hard to fingbiteseven if it’'s out there, they
may not be what you feel comfortable about. [4:5 110:129]

Another example of special needs was one that wa#isfgea certain parent,
but one that was echoed in differing ways by other psrastwell. Parents who were
not as financially well-off faced a more difficult sftcircumstances when it came to
utilizing respite care; whether this was because ofddakformation being provided, or
the inability to pay for respite care services is unkndwi presents an interesting
avenue for further study. Ashley was the only parent stated specifically that she
utilized funds and respite services from MHMR, and #het had requested funds to pay
for Camp LIFE services. Ashley went on to relate thefNVR would not provide funds
for Camp LIFE because it was not respite care, gnnaent she disagreed with:

| don’t know if there’s a way that camps can writeitlcurriculum to what Camp
LIFE actually mean because MHMR doesn’t cover it beeahey said it's not
respite...And everybody | talked to is like “Well, itrisspite.” Because the
definition of respite...I know what'’s the definition adgpite is. And to me, how |
see it is respite. But they said because it’s notewriinto a format where it says
it's a respite. [1:43 489:490]

This example was interesting, because it was the anéyaiparent explored the

possibility of using government funding to help pay for overnighpite care services; a
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possibility raised as an avenue of future by Meltzer ahdshm in a 2004 journal article
published exploring the specifics of family functioning lasytrelate to respite care.
Their study mentioned that several avenues of bothidédrad state funding are
available to sites that are designated as “respité fzaniities, and that by becoming
designated as a respite facility, therapeutic campstrb@hble to benefit from these
sources of funding. Funding would allow these camps to pefii@vide more sessions
during the year, include more activities for camp partidigpeasr simply pass on the
savings to the parents of camp participants.

In sum, parents of disabled children are, as might peat&d, protective of their
children, and the way they are cared for by othersceSime usual avenues of getting “a
break” (such as calling a neighbor, or regular after-schimmrams) were unavailable to
these parents, the need for respite care was strialighy all of the parents interviewed.
This argument is echoed by several other studies oteasgrie needs, which found that
respite services are one of the most sought-after aukddorms of care for families of
children with disabilities. A national survey of respitee programs, conducted in
2001, found that almost 47 percent of respite programs hatiagMests, with 52
percent of the programs turning away families becaussckfdf space. There were
approximately 259,000 families who are on a waiting list in 206th, approximately
840,000 families turned away from respite services duringat gart of this decade
(ARCH website, 2009). These numbers include approximately 8[@den who are
turned away each week because resources to meet demaeshfite services are absent

(ARCH website, 2009).
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Value of Camp LIFE for Respite Care

There were two subthemes related to the Value of CdFRip theme: The first
sub-theme related to respite benefits “while” the chwéd at camp, and the second sub-
theme related to benefits that extended to the tinee dié child returned home (after-
camp benefits).
Respite Benefits - During Camp

Jeff and Sarah provided some information about what tidewlile they were at
camp, which coincided with data given by all of the parar@mely, that while their

child was at camp, they allowed themselves to relajecharge their batteries”:

Sarah: But still back to rest time, this spring is thetfiime that we
actually went to that concert and the other two nights...

Sarah: They spent the night at my parents.

Jeff: That’s right. They got to go spent the night &r parents. We

went to third day concert here so we got to...it was our nigte
and we got to go and enjoy ourselves and...

Jeff: And it was really neat. And the kids, when thayne back, they
found out. Mommy and daddy went to a concert. They weod
with it. They got to go spent time with Mimi and Popo.

Jeff: We didn’'t have those concerns or those obbgatat the time.

We were able to relax. We were able to have fun. [2:32 500-550]

Mary's comments echoed those of Jeff and Sarah, siemelated that for her,
it wasn’'t about taking a huge trip, but instead just spendimg with her husband:

So we just feel like it’s really essential for us todévat time together, and |
think probably when you ask these questions, you want to ‘fieawent on a
week vacation to Vegas”...But we never do...We're always...wet tastay
close enough so that if something happen and it did lasheuiand it did with
Camp LIFE, that we can always bolt and go pick him up. But. wandsually
have one really nice meal out which is, | mean thatealf you're not counting
the hours of a babysitter or waiting for the babysttiezall because he did
something, just having that respite. And then, a lot o ii's just hanging
around here and just enjoying each other’s company. [3:18: 310:317]
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Ashley mentioned that she and her husband make surepgahes®Camp LIFE”
weekend open from any obligations, so that they can éuljgy themselves:

And so it's one of those...it is a big deal. It's like get so excited. We make
sure nobody has to work the weekend....we take total aalyamf it from the
moment we drop him off to the moment that we havedk pim up. It's like we
only do adult things with no kids.

Other oft-given responses included time to complete houselstvities, like
weekend projects, or to catch up on work that needed torbpleted for employment
situations. Nancy explained:

Because we’re not as tired and we’ve also been able ¢towple things that
helped us connect better strengthen our bond as pareatspaple which then
strengthens our parenting, okay. Because we've beencasiteup and talk
without having to worry, without somebody always interingpand that kind of
thing, or we've been able like to think.

She went on to explain a particular instance as follows

This last time, | forgot what it was, but there was stiimg we needed to do on
our house. And we were able to take the time at ldebtoat, actually look at
and examine...All these different options that werdlakike. Versus “Where did
he go? Comeback here. Don’t touch that. We got to gou’ kfmw, we’re able
to take the necessary time to do that and then to balkt&Okay, let’s talk now
about our summer and what are the plans we’re going ®mtbawmake” without,
first of all, his input because his input is always Disneyld/g5:11 201:209]

Nicole stated that for her, the benefits of respibee simply time to enjoy being
with friends and family, a statement given by almastrg parent | interviewed:

And so whenever we had the Camp LIFE, that was juspaortunity that was
just awesome to be able to have that time to have selves and not have to
worry if she was going to be in a good environment or anytikaghat. We
knew, because she was having a blast and again, just likeRehatca said, you
feel guilty, you feel like you need a break, you need tagety but then you feel
like, well, like my son, the only outside activity kinéithings that he does is
with his family. And so you really feel that guilt but régspmakes a whole
difference in the world, it really does. [6:5 29]
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Rebecca echoed the comment by Nicole, that being able antique shopping with her

friend is something that she was unable to do while carinigeioson, and very much

enjoyed taking time to do:

Yeah. And absolutely like when they were going to Camp LNiEole and | got
a chance to go antique shopping and just not... all thibleethings in the back
of your mind when you have your kids. You know, worried. Okeyy | know |
got to go find somewhere where they have chicken nuggetsias@ifd I've got
| can’'t keep him out too long because he’s going to just\geirdielmed and so
you... That becomes such a routine in your life, you deven realize that it's
there all the time.

Rebecca also enjoyed the time she got to spend with“rier-disabled”

daughter, a sentiment mentioned specifically by everynpavbo had other children at

home:

The benefit, as far as I'm concerned, was my daugineérl got to spend some
time together and just enjoy our time together, have sootber-daughter time
where we were shopping and we didn’t have to worry atiGit,my God, where
did my son go” because he will wander. It was just kihdelaxing. Like | said,
we got to be silly and just have that time that we dgett My son is a constant
and so we just kind of got a taste of almost likenmadr What a lot of other
people get to do on a daily basis that they don't evka.tathey take for
granted. [6:18 245:249]

A final comment from Rebecca sums up the general fekingiced from every

parent | interviewed; respite care is important, no enathat you do to utilize that time:

It's great all the way around. And people that can’t ustdexd how a family can
benefit from it, | just, it amazes me. And with meving the time to have that
breather and to just kind of re-energize myself, | nteahmakes all the
difference in the world. [6:14 256]

These comments give credence to the data and reggaxatied in the literature

review, which have overwhelmingly found that respite qaosides recognizable

benefits to caregivers, without regard to how that isrectually spent.
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Respite Benefits - After Camp

Several of the interviewees responded that even agerahild returned home
from camp, benefits from respite care were extendeliffiering ways. Often, it was in
the way in which parents felt more relaxed and betiker t® handle the daily stressors
which come with parenting a child who has a disabilfgr example, Nancy shared the
following:

So it helped us be more patient in dealing with him. It dgthalped me
appreciate some of his quirks, we all have our littles@eality quirk. And it
helped me be able to appreciate this more from a humoroymeptve than
from an annoyance perspective. But when there weriffiailt times, | had
the patience to handle it the way | needed to and not ipo@r not get
frustrated. And so those are such important times bedassesry important
that, yes, she needs to be disciplined but it needs itodbeonstructive way
where she can learn from it, not me getting upset witloh&issing at her. [5:12
217]

Ashley commented that because the only time her sodspevernights” away
is during camp, she very much appreciates the relaxatidmecharging time, which has
to last until the next time he is able to attend camp:

...we're more relaxed and for a whole weekend it’s likerveut of routine
which we like, because the rest of the time we get baokroutine, it's okay,
speech therapy, tutoring and everything. So it's gettiog bao our routine,
where when he’s gone, we don’t have that....We got teebe, here, here, here
and it's just for my son and nobody else. And so wheegdts back, it’s like, I'm
good when we have to start doing speech and everythingebted. It’s like
“Okay, I've gotten my sleep.”

She went onto explain how the opportunity for respélps her recharge:

And it's like anything else. You work Monday through Frid&pu got home.
You recharged and do it again...And so when he is gonetd getharge and not
only recharge because that’s the only time he spends titewlgn he goes to
the camp. The only recharge, the two weekends a year..tAnitte, we're on
camp count-down when camp is coming around. It’s likdy iy God, we're
about to have a weekend for ourselves.” We have to hagkends for
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ourselves...It’s a big deal for us because he doesn’t spend the night anywhere.
He doesn’t go anywhere; he’s at camp or with us. [1:16 110-115]

These are two explanatory examples of several parents’ experiences related to
parents’ ability to better care for their children once they returned home, because they
were able to tap into the beneficial respite they received while their child was at camp.
Camp LIFE Qualities That Contribute to Respite Benefits

A fourth theme related to the camp qualities that contributed to the respite
benefits. Several parents related that they felt nervous sending their child to Camp LIFE
for the first time, as these comments by Ashley regarding why she chose Camp LIFE:

When he first went to Camp LIFE, | was really nervous because he had not left
the home before. So the first weekend at camp he went ... | didn’t do anything. |
just sat home by the telephone even though there are cell phones and cell phones
go with you...l was just a wreck. But after them sending home pictures and | got
to talk with the counselors and them telling me how much fun he had, it was like
okay. And | did go and inspect the camp and | went up there and checked it all up
to make sure.

Ashley went onto explain why she likes Camp LIFE so much:

We love the camp because when he goes, | tell other parents “You know, as soon
as your child is old enough, send them to Camp LIFE. You don’t understand how
much fun they have.” So, | like Camp LIFE. It's the mere fact that | know, my

son is being taken care of. He is safe. They make sure that he is being
independent because | tell him, I'm not sending him for ... as a babysitter
because | want him to take responsibility.

She also reinforced the idea that camp provides her with piece of mind through
providing respite care:

To me it’s respite; he’s having fun but he’s supervised. And so that’s what | see
Camp LIFE is all about. And that's why | sent my son because | think of Camp

LIFE as a place ...it's a lot to attend all sorts of different camps and a lot much
cheaper than Camp LIFE. But my son won't be going to them because they don’t
take that extra step...as Camp LIFE does. [1:46 520:524]
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Jeff stated that he felt comfortable sending his childamp LIFE because of its
partnership with the Family Support Network and Texas A&MvErsity:

Well considering that it was done through A&M, we...numbee,ove didn’t
feel as ... we weren’t as leery, because we knew tleatval at least in a good
care. We were hoping that she would get a chance taateith, not only the
counselors, but with all the other kids that she feefafortable with which is

definitely what happens. And she’s always looking forwari for that reason |
think.

Mary’'s statements also related to the benefits ofClRE’s relationship with
Texas A&M, but she also mentioned that she feels edatfle with her child’s camp

experience because of what her son gets out of cartgynis of life skills and

experiences:

And especially with Camp LIFE just...I think the...not only flaeility itself but
the counselors, the Aggies that they hire. They jeallyr make it easy for him.
So that process has been really easy. | just thinkvitisderful. | know that he
learned so much. He learned independence skills. He leasnid skills and |
have seen him grow in all those ways....This is somethigsthappened over a
number of years. But | think the fact that we send lmir€amp LIFE and other
camps during the summer. | really do think that theycheanging a lot about him
and | think probably the biggest thing is his social skills.

Mary went on to talk about some of the other thingssherhas learned as a result of
going to camp:

| think he’s learning more about how to interact in groups theen than what he
does at school because they're doing so many differeds kif activities and
they’re actually brushing their teeth, and taking showes gaing to bed, you
know. And this is something...just even showering or brustaathtand all that
stuff, basic hygiene has been a long, long process. A&rfldnetice when he
comes back that gradually that, “No, | don’t need yphelp anymore. | can do
it” and he can do it himself. [3:16 285:291]

Finally, Rebecca and Nicole related that they felt footable with Camp LIFE

from the very first time they took their children took gam
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Rebecca: | think everything | read pretty much was trwehi@t happened at
the camp.

Nicole: And exceeded expectations.

Rebecca: Yeah, it was... from the minute we got thexeas perfect.

Nicole: There was nothing that was unorganized.

Rebecca: It was comfortable.

Nicole: They directed you and did exactly what...

Rebecca: They kind of gave us the quick fill-in about wied going to
happen. And | was just really, really comfortable wiittWe got
to see the dorms and they were great.

Nicole: Well, the only thing with Camp LIFE that | thinkagrzan awesome
opportunity for our kids to experience and do things tharot
kids get to do and...kind of just be a regular kid.

These quotes suggest that the parents felt comfortathi€©amp LIFE for two
reasons. First, they felt that camp provided a benegaiagrience for their children, one
that was enjoyable, but that also taught them valuaklskifls. Camp was not simply a
place to “stay and play”, but rather “fun by design”, whadlowed the children to learn
skills, interact with others, and gain experiences irctvkihey otherwise not have been
able to participate. In addition, participants felt tinatir children would be “safe” at
camp, and that there was a structure and scaffoldiplaae in case of an emergency.
Several parents mentioned that they went and viewechihe first-hand before
allowing their child to attend, and all of the parentstfedt it was clean and
comfortable, and that the camp administration was ctenpand easy to contact if

needed. The belief that their children would be absglstagfe in the hands of Camp

LIFE staff allowed the parents to enjoy their respotés fullest potential.
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CHAPTER V
SUMMARY, DISCUSSION, AND IMPLICATIONS
Summary

There is a dearth of research in the area of fafuilgtioning, as it relates to
respite care provided to families of children with disab#git The focus of the present
study was to further the body of knowledge in examiningatégs in which therapeutic
camps provided respite care to parents and families alrehilwith disabilities; to
explore the daily life stressors and respite needisnoily caregivers; to examine the
respite care benefits provided by Camp LIFE, and to exatiénprocesses through
which Camp LIFE helped parents feel comfortable utilizimg form of respite care.

Parents indicated that they did, as might be exdettel stressed at times from
the requirements of daily caregiving for a child with sathility. Several parents related
that the inability to “take a break” was a major stogsthat is, that because of their
child’s disability, they were unable to take care ofotthaily activities, such as
shopping and home chores. This may help to explainevagy parent interviewed had
nothing but positive comments regarding the need for eespie, and thankfulness for
the opportunity to utilize opportunities like Camp LIFE.

The need for respite care services was similar fat mibthe parents
interviewed, and related to the stresses placed onlitresrby caring for a child with
special needs. Several of the parents stated thatitiizgd daily respite in order to
perform the most basic of daily living tasks, such asemoshopping and gainful

employment. Other uses of respite were that it abbtihhe parents time to spend time
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with their other children, or simply to “do adult things”.

Camp was viewed as a valuable asset by all of the panéstgewed, with
benefits of respite for several parents extending fiew days after the respite period
ended. Most parents related that once their child redurome, they got back into “the
routine”, and the peace and relaxation they felt wiidgrtchild was gone returned to
baseline; however, if there were no lasting benedier if they are just memories of
how that time was utilized), then respite care wouldhase been seen as beneficial to
these parents, at least after camp was over. Howénagwas certainly not the case;
several parents said that they looked forward to the tti@yschild spent at camp with
anticipation throughout the year.

Discussion

This section examines more closely the five themdsatinarged from this
research, and explores how those themes fit intodheext of respite care in general, as
well as respite care provided by Camp LIFE in particular.

Daily Life

All of the parents interviewed explained that they designificant daily
challenges when parenting a child with special needfesd; these statements lent
more weight to findings that have been confirmed in aberrof other studies (e.g.,
Ainge, 1995; Tunali & Power, 1993; Wilker, Hanusa, & StoychE986). It is also, as
one study noted, not inconceivable that the stress sometpanay experience as a
result of caring for a child with developmental disapitiould be disruptive to family

functioning, leading to family breakdown and ultimateitasbnalization of the child
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(Blacher & Bromley, 1990).

At first glance, the parents in this study seemed twifitin this framework.
Parents often explained that difficulties arose becthesechildren were behind their
peers developmentally. For example, where a non-éidddl-year-old boy would be
able to walk himself down the street to a friends’ houskepdany, or attend a sleepover
party, the children of these parents are unable to fungtithat way. Thus, the
requirement falls on the parents to always remainttierlookout” for their child’s
safety, as well as actively working to maintain an appate level of activity for their
child (once again, a non-disabled child would most likelglle to do this on his or her
own, or at the least explain his or her needs inyathat their parent can meet those
needs in a timely manner). This need to always behemgo” was one mentioned by
almost every parent; Jeff said that parenting a child special needs made things more
difficult in that, “we have three kids but it’s likaising five” [2:12 515].

Several parents related that they were very glad dagiean about positive
changes that had come about from caring for theibtidachild, and indicated dismay
that other adults often viewed them (the parents) withgo dismay at their
circumstances. The desire to raise their children @srial” as possible, given their
particular limitations, was an overarching theme througtitage interviews, with many
of the parents stating that it was Camp LIFE’s emphasilife skills, and the staff's
belief in the child’s ability to be as independent as iptessthat made them choose to
send their children to Camp LIFE in the first placeonBl of the parents who were

interviewed indicated anything but happiness with the fadtthey had a disabled child,
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and in fact a couple made mention that they felt “bt#¥'skbg the opportunity to love a
child with special needs.

In addition, almost every parent felt that their ctufdught something “special”
to the world. These strong feelings regarding the lodej@y they felt in their child’s
presence appeared to overshadow the fears and stregsitthdyput parenting a disabled
child, and each parent seemed to want to focus more qositéves related to their
experience, as opposed to the negatives. These dataisiisg, given the amount of
information in previous studies that has found that parenthronically ill or disabled
children are more likely to show depression and other symgbf stress-related
experiences (Hauenstein, 1990; McClellan & Cohen, 20073.uliclear why these
parents reported none of the increased levels of depnessaiher issues that have been
seen in previous studies. However, all of the paretgsviewed seemed to be quite
content with their life experiences. This would barderesting area of further study.
For example, research could be done to ask parentsevhbdy had consulted a mental
health professional for issues related to the stresarefjiving. In addition, the parents
in this study were self-selected, in that they inidlatentact with me in order to set up
an interview. This self-selection may have necelysarmited the respondents to the
parents who felt most strongly about raising a child withsability. In addition,
interviews are performative, in that participants ofjere “socially acceptable” answers
when asked questions face-to-face. Further reseagtit allow for observation reports
and field notes, in order to explore the family dynamias “normal” a setting as

possible.
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Need for Respite Services

All of the participants in this study reported a needréspite care, with the lack
of such care being an overarching theme throughout everyiewe The reasoning for
this need was similar in almost every case. Modt@piarticipants seemed to feel that
there just were not “enough hours in the day” to getyehigrg done, which left them
feeling overwhelmed at times. The use of local rega@tgices, such as those provided
by Texas A&M University or MHMR, was seen as essefityaome; however, the
supply of those services seemed, to most parents, taabéeun meet their demands.
An explanation of possible solutions to this problem yohbe the scope of this study.
This viewpoint does highlight the facts given earlier, beevr. There is a very large
demand for these services, and respite care is a highghtafter form of service for
parents of children with special needs or illnesses ekra time and stress placed on
parents who have a child with special needs was somettahgvas referred to time and
again in these interviews; thus, it would follow tha tieed for respite care is greater
for those parents with these children than on parenbsevbhildren are non-disabled.
The reasoning behind this was similar for most of the pangho expressed such a
desire; their children require more than the averagghtiberhood babysitter” can
provide. Thus, it falls to parents to juggle daily livingiaties with taking care of an
active, disabled child, or else to search out accepsdtielnatives, such as those
provided by outreach programs at Texas A&M. Several pamestsioned that without
the local services provided by A&M, daily living would be madecinmore difficult.

All of the parents interviewed for this study live in Byan / College Station area;
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however, there was a great deal of disparity in thezatibn of respite care services.
Rebecca, who works for Texas A&M, related that eveugh she is on campus, she has
been unable to find acceptable respite care servicesté€hiyears. I've been at this
university and around students, around all the kinds of infawméhat... | mean I'm
accessible. If it was out there, | would have sedtistjust not, it's not in the right
places [6:212]. Other parents, on the other hand, utieedral different types of daily
respite provision. The need for this type of care, h@wesannot be overstated; every
parent interviewed mentioned that they found it very irtgdrto have some type of
respite care support. It is interesting to note heae tontrary to my belief before
beginning this study, none of the parents intervieweddsthatd they went on vacation
while their child was gone. The reasons for that actean; however, even when the
respite provided is simply time to “recharge”, or spend twite one’s other children,
respite care is considered a necessity by all of trenminterviewed for this study.
Value of Respite Care

All of the parents interviewed had similar comments regarthe benefits of
respite care provision in general, and of Camp LIFE dpatiyf. Each parent mentioned
some aspect of respite care that was important tmhimer; however, the overarching
theme with their usage of this time is that they goteténormal’; sleep in on Saturday,
take their children out to a movie, have dinner withnfile or work on weekend home
improvement projects. The lack of “normalcy” was redd to several times by parents
when asked what they did with their respite time;ekample, the ability to go out and

have a quiet dinner without worrying about one’s child beogroverstimulated and
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anxious. As was related in the previous section, othenpafelt being able to spend
time with other children was of great importance, beedhgy often felt that their “non-
disabled” children got short shrift when it came to enjoyimg with their parents. This
relates back to the need for respite services, giveddlty stressors of raising a child
with a disability; not ever having enough time to do eveng that must be done.

As was explained by Pearlin’s (1990) model of caregiver louyrthe interplay
between stressors and mediators is what ultimatetgsfahe outcome for each
individual, and it is quite clear from these intervieWwattthe mediator of respite
provision is something that cannot be overstated. Tdpeteetime was not utilized in
any seemingly important way; no parents mentioned takinpg,ar even that they left
the Bryan / College Station area. However, the islead respite to get back on track
with daily living, as well as to recharge their battef@swhen their child returned
home, was something that every parent seemed to find dfigygartance. This
importance was further highlighted for those parents wéieewnable to make use of
any other overnight respite care services during the fegathose parents, Camp LIFE
represented the one or two times a year they werg@blke totally free from their
caregiving obligations, and they seemed to do everything possiblesure that they
were afforded that single opportunity. As Pearlin’s motiks, stressors may take
many forms, including monetary issues, inter-family st{aon-disabled siblings feeling
slighted), parents feeling incompetent as caregivetsaamong other issues. Respite
services such as Camp LIFE seek to balance those strégsgiving parents “breathing

room” and allow them to get their lives back on track.sTtocess may be different for
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each family. One couple, for example, may take then-disabled children to Sea
World, while another might work through the weekend on-gas employment or
household projects. Whatever form the respite takesaibreak from the norm, a
chance to catch up on things that have been put asideskeectstressors related to daily
living and parenting a disabled child.

Respite has consistently been seen as a beneficiafgamily life, and this
viewpoint was upheld by this study, as well. Without neatents begin to grow weary
and feel overwhelmed, and the see-saw balances towaodg@doad of stress. When
parents are allowed a chance to relax and be freedaoegiving duties, however, they
are able to view their life and its attendant stressditsa more focused frame of mind.
This helps parents to avoid the feelings of incompeteratyniight arise if they were
“always on the go”, without any sort of end in sights #everal parents said, they look
forward to Camp LIFE all year; it provides them with algoaeach, and helps keep
stressors in perspective. Thus, once the child rehamg from camp, the parents are
rested and ready to again take up the daily life of ugiohild with a disability. These
outcomes are beneficial to both the child and parentsghas to the rest of the family.
The benefits of respite care are also proven by Batier model (2002), in that it offers
parents a way to become more resilient in the fAstressors related to the challenges
of raising a child with a disability. Parents may galsécome overwhelmed by stress if
they feel that they are alone, or have no way ddialitg any help to better their
situation. Here, therapeutic camps such as Camp LIEE lodth respite from daily

caregiving activities, but also the idea that there aoplpeout there who do care about
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your family and how you are coping with stress. Thigpéenidea that “we are not
alone” can be a powerful tool in helping parents leamavigate raising a child with a
disability.

Along with the respite benefits parents received wthiggr child was actually at
camp, a few parents mentioned that they noticed tle their child returned home,
they were more likely to be patient with their childdavere better able to deal with
unexpected issues, as Ashley related: “I don’t have tamdrrun in the yard and to the
park and everywhere for at least three or four daysh&tstlike, he wants to just
relax...which is if he’s relaxed, we all relax” [1:36 386]. Mwmlso mentioned that she
was less apt to be “annoyed” with her son after higmdtom camp: “So it helped me
to be more patient in dealing with him. It actually helpeglappreciate some of his
quirks...and it helped me to appreciate this more from a housgerspective than from
an annoyance perspective” [5:12 217]. These “after-camp” ibedéf not last for an
extended time after their children returned home, but agoweviously mentioned, if
there was no lasting benefit (even if it is just memory of a relaxing weekend), then
there would be no desire for respite care serviceg. n€kd for respite care, as
evidenced by the parents interviewed in this study, isrésaite (in whatever form it
may take) is an integral part of maintaining positive faifioinctioning. The respite
benefits provided by Camp LIFE seemed to be greater thaa tfsimple day-care, or
drop-off activities; one suggestion for this is thatrégpite benefits are of longer
duration, which necessarily increases the overallfggelof relaxation and “time to get

other things done”, such as household projects or gainfollbgment. Camp LIFE
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provided parents with the ability to participate in a ldsdctivities that they were
normally out of reach, such as sleeping in, going shoppitigfriends, taking care of
other children, or merely “being silly”.
Camp LIFE Qualities
This study looked to examine the processes that allowedtsdo feel
comfortable with their respite opportunities; Camp LIBEcording to these interviews,
is viewed as being a program that fosters children’s abditye independent, work on
life skills, and have fun in a safe, non-judgmental spathe explanations given by
parents as to why they were able to fully embrace and émgaryrespite experience
seemed to flow from their belief that camp was a pface¢heir children to learn and
have fun; however, what seemed to be of most impoettmthese parents was their
child’s safety, both mental and physical. Severadp@rreferred to the safety of Camp
LIFE’s facilities, as well as the professionalismtefstaff, as reasons why they felt
comfortable sending their child to this particular campve®al parents explained that
they had either attended camp as a family, during a weekgedience, or that they had
gone to camp with their child and had closely scrutinizedvitndings of both the
camp’s facilities and its staff members. Accordiogishley, she had considered several
other camps (which were less expensive than Camp LIBEyltimately chose this
camp because she felt that her son would have a goedrtianprotected atmosphere:
And that’s why | sent him because | think of Camp LIFEa @tace and it's a lot
to attend all sorts of different camps and a lot muwaper than Camp LIFE.
But he won't be going to them because they don’t takiecttiea step, as Camp
LIFE does. | want him to go to learn something and heyslsaem to learn,

even if it's just learning to be more patient and slowiloHe always comes
home learning something different, something new and maybgist being a
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little bit more patient with us or with himself, where doesn’t get so frustrated.
| see that as a positive thing. [1:47 543:548]

Jeff's comments were similar, in that his daughteryagoher time at camp, and
felt comfortable with the facilities and the activitishe experienced, which seemed to
make him more comfortable, as well.

Because she gets a chance to be herself, whereas aewidewe go, she can't

do that. She’s really uncomfortable in heat and that &fritling. a clean freak

for the most part. But that’s a plus because sheyalfeels comfortable there

because it's always neat and clean, that she has cawvglained about it or

whatsoever. In fact she...like | said, she always looksdrd to it. And she

really feels like it is her camp. She would always‘@éhen do | get to go with

my camp? When do | get to go in my camp?” She fdedsitlis her camp. And so

we always notice that whereas in other things th&atewaking her to, wherever
she’s going to, she’s always nervous. Like | told you,gsts sick, that kind of

thing. [2:14 95]

These comments seem to suggest that there are twosaspeainp that parents
find important, at least in terms of feeling comfortad@ugh to actually enjoy their
respite time. First, they want to feel comfortablehwhe idea of the camp itself; its
facilities, staff members, medical personnel, etecofd, but no less important, they
want their child to have fun with the activities, andearn to be more independent and
gain life skills. It is the interplay between théa® concerns that came across in these
interviews: each parent believed that camp would beeapdace for their child to spend
the weekend, and that they would be better equipped to adadydife activities once
they returned home. This enabled the parents to fullgréeqce their respite, since they
were not limited by worries over their child’s safet@ther parents were comforted by

the fact that Camp LIFE was affiliated with Texas A&Miversity and the Family

Support Network, which gave those parents the feeling ltbatc¢hild would be in good
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hands. This partnership with Texas A&M, along with fdmlities of Camp For All and
Camp LIFE, meant that these parents could drop thed offilat camp and feel
somewhat guilt-free about enjoying themselves, becausdtiesy there was medical
staff on site, along with “fun” activities that woudatcupy their child’s time. Several
parents explained that the first time they took thieilddo camp, they were unable to
fully enjoy their respite time, as they were worragbut their child; however, on
subsequent camp outings, they felt much more comfortatietina overall experience,
and could thus enjoy their “free time” without worris an aside, several parents
mentioned that their children had attended other camps, psetadCamp LIFE; the
overall consensus was that after attending Camp LIy, hbd “raised the bar”, and
would choose not to send their children to another carap sdeing the benefits that
Camp LIFE had to offer their family. This belief (bkated as it is by a parent’s desire
to ensure his or her child’s safety) seems to offer ctimgevidence that Camp LIFE
is successfully fulfilling its goal of providing safe andmmrable experiences for the
children, which in turn allows the parents to feel fi®etilize their respite as they see
fit.
Implications
Overarching Experiences

This study, exploratory as it was, seems to providéiadél evidence that
furthers the basic ideas found in respite literaturshort, that respite care is not merely
a welcome change of pace for caregiving parents, buit ikatital to the welfare of

family functioning and the family unit as a whole. tRgpants in this study suggested
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that, at times, they felt overwhelmed and stressed byahstant demands of caregiving,
which has also been found in previous research (Drotar, P29¢€t. al, 2007).
However, overall, these parents intimated that ratiear view parenting a disabled
child as a difficulty to be shouldered, they view it agfato be welcomed. This is in
direct opposition to research performed by Blacher andaniy (1990), who found that
parenting a child with a disability might lead to famihgékdown and
institutionalization of the child. Whether this oppositismue to the self-selection of
the study participants (parents who chose to send théren to camp, and who chose
to participate in the current study), or for some othasaa is unclear; however, it
remains an interesting note that none of the parenteipresent study indicated that
they would alter their situations, given an alten&tilndeed, several parents felt upset
that other adults viewed them with pity. The parenerumewed for this study do not in
any way view themselves, or their children, as being waflpjty; in fact, several
parents explained that what they most desired for thdafren was as “normal” a life as
possible. To that end, these parents seemed to takerptr@ating their children no
differently, with the same set of consequences andedefair their success, as any
parent would treat a non-disabled child.

As far as respite is concerned, the parents inteedefor this study seem to be
aware of both a serious need for, and inability to obtdimof the respite services they
might wish were available. As it has been shown presly that there are several
hundred thousand families on waiting lists for respite sarvices, this finding is hardly

surprising. However, the desire for respite servicesttag@arents’ obvious enjoyment
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of and satisfaction with the respite services provideG@&mp LIFE, show that whatever
these parents may feel is lacking in respite carg nibt due to the quality of care
provided by this specific therapeutic camp. In addition,dhidy attempted to fill a

hole in the body of knowledge, which is the examinatibavernight therapeutic camps
as respite care providers. In that area, the pareresiw unanimous agreement: Camp
LIFE has successfully accomplished its goal of providing aatl enjoyable experiences
for its campers, which in turn allows the parents tty feihjoy their respite weekend
activities.

The processes by which camp allowed its campers’ fandiexperience respite
free from stress were two-fold: the parents statedthiesy felt comfortable with the
camp facility, staff and medical personnel; and that caropided a safe and enjoyable
experience, during which they learned new life skillsyied friendships, and got to be
“lJust kids”. These two processes drove the outcomajof/able respite care for each
parent, and while the experiences explained by each paeeatdifferent, the overall
effect was the same.

Respite care, as evidenced by the interviews in this sisidyneeded aspect of
holistic care for families of children with special dee Given that providing care for a
child with a disability can be a hectic, difficult, andimiately life-changing experience,
the opportunity to “recharge”, as several parents destiipaas found to be extremely
rewarding by all of the parents interviewed. Pearlih390) model can again be used to
explain this trend, in that parents utilized respite gaorder to adapt to stressors and

issues related to caregiving. Without the respite providedaoypd_IFE, these parents
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would never get a break; as one parent mentioned, hevasaither with her at night,
or at camp. Thus, the break from caregiving, small a&yt be, is vital in terms of
allowing parents to relax and focus on themselves anddwei needs. This helps them
feel more competent as caregivers, which hopefullgnaliely allows them to become
more conscientious and loving parents.
Suggestions and Recommendations from Parents
The final question asked parents whether they had any sioggetst improve
the provision of services that Camp LIFE provides. ThHeviohg examples are some of
the ways parents thought the camp could increase tha®ffof service provision,
although as previously stated, every parent interviewedhigdly satisfied with Camp
LIFE as a whole, and many of them stressed that theggestions were specific only to
their own children. One example, from Erin, was tieatents be able to write a short
note to their child’s counselor which detailed any speaifiermation they wanted to
ensure came across, since during the check-in procebadgfiergotten to explain a few
details regarding her child’s condition:
It was hard because it's a learning experience forttleests who are going to
be the counselors and we’re providing the children for tieelearn it and give
them fun, and give us respite. So somehow...you wilhléahow to do this
stuff and continue have to do it. And you learn from whney tare baby and
there are particular idiosyncrasies. So somebody’gmiog to take on that stuff
and they have, and just from talking to them for an hoaugds don’t in turn
expect them to do every little thing you would do to or femt to...but it would
be good to be able to write that down so that if §éay the counselor would still
know what’s going on with my child, the way they're agti[4:14 385-390]

Rebecca stated that with her own son, having the atoliyrite a short note to

the counselor could mean the difference between a @ndat miserable weekend:
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Yeah, because like | told you, when | got there, the thamng | wanted the
counselor to know was if my son starts acting out, tieds overstimulated, let
him have some alone time. | didn’t know how he would dad 80, it can be a
miserable weekend for him and everyone else around hyiouiflon’t take that
five or ten minutes to let him have some quiet time. St ythat would have
been great to have that opportunity to have it on pa@@6 [381]

Mary related that her child seemed to “get bored” withgactivities, because
they had not altered from year to year:

But I'm just like...I just think Camp LIFE, if there’s somay that they can mix
it up and | know they do. | know they probably do things thin’t even know
about but just keeping it for the return campers, keepaug activities. It would
be like if you went to a camp several times for duthmgyear. And it's really the
same things over and over, would you really want to ggb&o | think with my
son, it was kind of like I've been there done thatevéas to us, we're like, “No,
you have to go and you have to enjoy it and it’s fun” ama know... There are
other things like the rock climbing and the zip lining arelltbrseback riding
and all that. He’s just, you know, | know he’s all otteat.

Another suggestion, from Ashley, was regarding buses téramdBryan /
College Station to the Camp LIFE facility:

The only thing | could see different that would reallyph@lit my situation,

maybe others, | don’t know, is where...because a lotdsf #0 come from

Bryan-College Station area. If they have like, befateer camps that my other

kids have gone through, a bus picks them up and drops thatneolbcation,

instead of everybody having to drive. And come back wheuguyst check them
in here and then they brought them back. And | think tlmatldvhelp out a lot.

[1:31 330:334]

A final suggestion was provided by Rebecca and Nicole, wdr@ioned that
they would like for Camp LIFE to set up an e-mail &sts or even allow parents whose
children attended Camp LIFE to opt-in to a Facebook grodachange information
regarding local issues with receiving school support, infbrra websites or books, or

just to provide emotional support:

Rebecca: | would say that a networking through email vbalgreat, just
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because | mean even like a...

Nicole: Blogs and stuff like that.

Rebecca: Yeah, | mean with the autism, | found thHawabooks that |
really, really, really like, there are some like lmlidagree with or
some | did. So yeah, check this book out.

Nicole: Well, even with what, some of the battled tha've gone through
with the school...

Rebecca: And you think about it, you're talking about tegpite care, the

e-mail stuff is great. To meet as a group is so hard wberhave
kids with disabilities because they got to have the kid so...

Nicole: Well, emails or...like on Facebook or something tikat where

we create an account or have just a group that people Winere
to go when they look at the wall.

This final suggestion was one that seemed to particutatdyest both Nicole and
Rebecca; it would be interesting to see whether themyisnterest in such a group from
other parents whose children attended Camp LIFE.

Erin noted that being able to write a note to her chddisnselor would be useful
use, because she often forgot to mention things to thesetor in the hectic atmosphere
surrounding camp check-in. This viewpoint was shared byagvarents, who agreed
that while they thought check-in was as easy as it qmdgibly have been, they felt that
its very nature meant that they might forget to mensiomething that could be of
critical importance to their child’s experience at cantgnight be noted here that at
other camps which | have been a part of (for non-disaitigdren), the ability for
parents to write a short note to the counselor explaewiygchild-specific issues that
might arise (bed-wetting or homesickness, for exajnpées very useful in personalizing
and maximizing the experience for each individual camparnoted in the section on

personal bias, | have worked at summer camps befatdpand the notes from parents

to be extremely beneficial; however, | strove to remmagutral in attitude and conduct
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towards these interviews, and tried to refrain from cemtng on my own personal
beliefs about this suggestion.

Another suggestion, given by Mary, was that Camp LIE& ghe activities it
offers from session to session; this seemed partigipartinent for children who had
attended camp multiple times. Since these childrem dftenot have the inclination or
ability to participate in “mainline” sports or team adi®as (football or dance team, for
example), allowing them the freedom to pick from a widege of activities, or at least
choose a few activities to participate in more fregiyemight be an area worth
exploring. This suggestion, of course, is subject to thdadlity of camp personnel to
adequately staff each activity, and since these childreagiore a higher level of
supervision that their non-disabled peers, such an oppyrtuight be difficult to put
into practice. In addition, Camp LIFE must strive to pdevas equal an opportunity for
all participants as possible and allowing children to padie in activities seen as
“high-demand” might cause friction between camperswéi@r, one way to perhaps
alleviate this problem is to gage camper preference ftaineactivities, and alter the
schedule based on which activities are most in demandev#s, as was mentioned at
the beginning of this section, any possible solutions nadetk with parent concerns
must be made by Camp LIFE staff, and are subject to thartés and capabilities
inherent in the camp experience.

A final suggestion, mentioned during the two-person intervidtv Nicole and
Rebecca, was that Camp LIFE offer to set up an edisisiéry, or allow parents of

campers to join a blog or message board that focusedums isslated to parenting a
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child with a disability. This suggestion seemed to be ingobdto both women, since
both expressed displeasure with the amount of informahiey received from local
sources, such as schools, regarding services for childtielisabilities. Both of these
mothers seemed to think that if they were able to comméictother parents who were in
a similar situation (especially given that they weralized to the Bryan / College
Station area), that they would be able to both obtaihdassseminate information
regarding a wide range of topics, from books they foutyfileto ways of working
within the system to obtain services for their childirem local sources. | am unaware
of the legal ramifications of providing a Listserv oppoityfor parents of children who
have attended camp; however, such an issue might Istepgded by simply giving
parents the option of “opting-in” to such a group or Lists#ius reaching only the
parents who felt comfortable sharing their personal mé&iion. Since several parents
mentioned that they worried about their child receiving gmueite local services, such a
tool might prove invaluable in enabling parents to work togeto achieve common
goals. This tool might also serve to give parentsanfioior expressing emotional
support, or foster the exchange of information regardinig-clare or respite care
services.
Study Limitations

There are several limitations inherent in this stullyst, the sample size was
small (n=9), which necessarily limits the generalizapdif the findings for this study.
Second, the parents were interviewed several weeksladiechild returned home from

camp, so the ability to recall exact feelings and expeg®nught have been limited.
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Third, as has been noted, the study participants wersddetfted, and chose to contact
me in order to be part of the study; this might have negffect of skewing the study
sample towards parents who naturally felt inclined to beerparticipative and focused
on care in their child’s life. Finally, the disabiis of the children attending camp were
not examined in this study; several of the children waigect to the same disability,
which might have influenced the parent’s beliefs abouwttilisy in general, and respite
care in particular.
Suggestions for Further Research

This study seems to be consistent with findings from pusviesearch on the
subject of respite care, with one exception: while therga interviewed for this study
did recognize the inherent difficulties they faced in pamgra child with a disability,
they were quick to point out that they felt no desiralter their situation, nor did they
view parenting a child with a disability in a negativéntig This is, as has been stated
previously, in opposition to other research, which foundhigher levels of parental
stress could lead to a desire to leave the situation,eorigstitutionalize the child
(Blacher & Bromley, 1990). The reasons for this discrepane beyond the scope of
this study, but it would be interesting to see if the pieints expressed by the parents
interviewed here are held by parents of children exhibitingereerious forms of
disability; that is, whether the severity of the disbhas an effect on parental feelings
of adequacy or desire to continue in a parenting roleddtlition, further research should
examine closely the processes by which therapeutic caropsi@ra safe environment

for respite care to take place, since only when passtsomfortable with leaving their
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child at a camp will they be able to maximize their respére experience. Exploring
specific camp practices that maximize respite bengfitéch in turn help increase
family functioning) is vital to understanding how camps supfaonilies. Only by
studying more therapeutic camps are researchers goingataleb recognize which
practices are most beneficial in terms of increabmgefits for children, specifically,

and families in general. This study began to explorsetligsues, but more research is
certainly warranted in this specific area. Another afgaotential further research is in
examining how long the benefits from respite caresthsifter camp was over and the
child returned home. This study found some anecdotal evideatesspite benefits
lasted for at least a few days after the child returimeaeh but did not examine in depth
the length of time those benefits lasted, or howitegenefits gained during the child’s
absence were translated into benefits that were usatéetbe child returned home. For
example, one parent mentioned that she was bettetcabéendle the pressure of daily
stress once her child returned home, given that shbdedable to get more sleep and
“recharge her batteries”. Future research should food®w long these “after-camp”
benefits last, what benefits they provide for parentsfamily, and how to extend them
as long as possible past the time the child returns héinally, future research should
attempt to tease out specific information regarding agedssability type: whether a
child’s age influences his or her parent’s ability to emggpite, and what effect the type

of disability has on views towards and utilization ofpigscare services.
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