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Abstract

This study examined the utilization of a therapeutic summer camp for children 
with disabilities as a respite care service for parents of camp participants. Interviews 
were conducted with nine parents whose children had participated in a 3-day 
residential camp held at a fully accessible camp facility in Texas. Findings related to 
two major areas: the value of respite during and after camp, and the qualities of the 
camp that contributed to respite care provision. Parents reported that respite care 
is hard to obtain, but that it is much-needed.  Parents saw the camp as a source of 
respite care, and each family did something with the time their child was at camp in 
order to maximize these respite benefits.  Implications for further research include 
exploring the ways therapeutic camps can work to maximize respite care benefits, as 
well as examining differences in respite care usage across populations.
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Medical advances and a philosophical 
shift toward community inclusion have 
enabled children with chronic illness 
or disability to spend more time in the 
home and community while still receiving 
necessary personal and medical care 
(Hamelett, Pellegrini, & Katz, 1992; Sales, 
2003). As a result, parents of children 
with chronic illness or disability are 
being asked to take ever-more active roles 
in the provision of care (Hamlett et al.; 
Jackson, Tsantefski, Goodman, Johnson, 
& Rosenfeld, 2004; Pai et al., 2007). These 
advances have enabled families to care for 
their children in the home as opposed to 
institutional or hospital settings, but they 
also place increased stress on the family 
unit and affect the well-being of family 
caregivers (McClellan & Cohen, 2007). 
Thus, it is important to identify ways to 
support such families as they work to 
manage their everyday lives. 

Respite care has been identified as 
one possible way to alleviate the burden 
experienced by families with a child with 
a disability. Respite care gives parents the 
opportunity to “recharge their batteries,” 
spend time with their children who are 
not ill, or do other necessary tasks, such as 
work or grocery shopping (Cowen & Reed, 
2002; Jeon, Brodaty, & Chesterson, 2005; 
McNally, Ben-Shlomo, & Newman, 1999).  
Jeon, Brodaty, and Chesterson (2005) 
noted that respite care provided several 
benefits, “which included time to rest and 
relax, freedom to pursue other activities, 
improved self-esteem, feeling secure about 
possible breakdown of care arrangements, 
improvement in family relationships, and 
sleep patterns” (p. 300).

One area that has received limited 
research is the use of summer camps, 
specifically designed for children with 
chronic illness or disability, as a possible 
resource for respite care. The argument 
that summer camps have the potential to 

be an alternate source of respite care was 
furthered by Meltzer and Johnson (2004). 
The purpose of the present study was to 
examine the benefits of respite care for 
family functioning. The study focused 
on families of children who attended a 
three-day residential camp sponsored 
by a community organization utilizing 
a fully adapted camp in Texas run by 
a nonprofit organization that provides 
summer camp experiences for children 
with a range of illnesses and disabilities. 
A qualitative research design was utilized, 
including semi-structured interviews 
with families of recent camp participants. 
Meltzer and Johnson (2004) have noted 
that there is financial support for respite 
care programs, at both the federal and 
state levels, and through Medicaid 
waivers.  However, there is very little 
research on the potential respite benefits 
of therapeutic camps.  If therapeutic camps 
are designated as overnight respite care 
providers, they may be able to apply for 
and receive funding for existing or new 
camp programs. Thus, the purpose of the 
present study was to examine respite-
related benefits experienced by parents 
when their children attended a three-day, 
residential therapeutic camp for children 
with disabilities. The study results are 
discussed in relation to literature regarding 
the benefits of respite care, especially those 
resulting from a therapeutic, overnight 
camp experience.

Literature Review

Childhood Disability and Family Caregiving
There has been considerable research 

done in recent years that suggests that 
a child’s chronic illness or disability can 
adversely affect his or her family (Drotar, 
1997; Pai et al., 2007; Shudy et al., 2006). 
Chronic illness is defined as a physical, 
usually non-fatal condition that: a) 
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interferes with daily functioning for more 
than three months in a year, or b) causes 
hospitalization lasting more than one 
month in a year, or c) is thought at the 
time of diagnosis to result in either of the 
preceding (Pless & Pinkerton, 1975). 

In recent decades, the survival 
rate and quality of life for the average 
child with a chronic illness or disability 
has improved greatly due to ongoing 
medical advances (Hamlett et al., 1992).  
Furthermore, changes in healthcare, such 
as deinstitutionalization and the advent 
of managed care, have contributed to an 
increase in home care for children with 
serious medical or developmental issues 
(Sales, 2003). Daily family life becomes 
inundated with performing specialized 
medical tasks, doctors appointments, 
financial stress, and other realities of the 
psychological and medical aspects of the 
child’s illness (McClellan & Cohen, 2007; 
Sales).

Impact of Chronic Illness and Disability on 
Family Functioning

There has been considerable research 
in recent years suggesting that a child’s 
chronic disability can adversely affect 
other family members as well as the family 
as a whole (Drotar, 1997; Pai et al., 2007; 
Shudy et al., 2006).  Research suggests that 
families that include children with chronic 
illness or disability are at greater risk for 
deficits in family cohesion, adaptability, 
parent-child interactions, family conflict, 
and problem solving skills (McClellan & 
Cohen, 2007).  Some of the issues related 
to family conflict and cohesion include 
physical or verbal abuse or neglect of 
the child with a disability (McClellan & 
Cohen, 2007).

Being a family caregiver of a child 
with a chronic illness or disability can 
also adversely affect one’s physical (Blyth, 
Foerster, & Panepinto, 2006; Brehaut et al., 

2004; Cottrell & Khan, 2005) and mental 
health (Cottrell & Khan). Some specific 
areas of difficulty include maternal mental 
health (Breslau, Staruch, & Mortimer, 
1982) and maternal sleep and daytime 
functioning (Meltzer & Mindell, 2007). 
Significantly lower “quality of life” 
scores have been reported by parents of 
children with cancer (Goldbeck, 2006), 
neuromuscular disease, renal failure 
and cystic fibrosis (Holroyd & Guthrie, 
1986), Rett Syndrome (Laurvick et al., 
2006), cerebral palsy (Manuel, Naughton, 
Balkrishnan, Smith, & Koman, 2003), 
and other chronic illnesses (Florian & 
Krulik, 1991). Earlier studies also found 
that a child’s disability was negatively 
related to the parents’ psychological 
health (Hauenstein, 1990; Waddington 
& Buschrossnagel, 1992). Taken together, 
these studies suggest that there is a link 
between the stress of caring for a child with 
a chronic illness and a host of physical and 
emotional issues for parents.

On the other hand, some studies 
have found that family functioning may 
actually improve after the presence of a 
child’s chronic illness. One study found 
that fathers of young children with cystic 
fibrosis rated their family’s functioning 
significantly higher than fathers of 
healthy children (Cowen et al., 1985). 
Blair, Freeman, and Cull (1995) found that 
significantly more families of children with 
cystic fibrosis were rated as better problem 
solvers than the control group.  Barbarin, 
Hughes, and Chesler (1985) found that 
most of their respondents indicated that 
the quality regarding both their marriage 
and their overall family had improved after 
diagnosis of their child’s illness. 

Respite Care 
Respite care can be defined as 

“temporary relief for caregivers and families 
caring for those with disabilities, chronic or 



20 Therapeutic Camps as Respite Care Providers

terminal illnesses, or the elderly” (Chapel-
Hill Training Outreach Program [ARCH], 
2009, para. 1) Respite care provides 
benefits for family members by allowing 
them time to “recharge,” or “take a break” 
from both the physical and emotional 
demands of caregiving (Joyce, Singer, & 
Isralowitz, 1983). Botuck and Winsburg 
(1991) found that mothers indicated they 
were “happier” (increased feelings of well-
being and less depressed mood) after the 
use of respite services. Mothers spent more 
time resting, sleeping, grooming, and had 
improved social personal care, leisure 
activities, and more social interactions 
when their children were in respite care. 
Similar findings regarding the efficacy of 
respite care have shown the benefits of 
relieving family stress (Joyce et al., 1983; 
Marc & MacDonald, 1988; Rimmerman, 
1989), improving family functioning 
and parental attitudes toward their child 
(Halpern, 1985), reducing social isolation, 
(Joyce et al.) and decreasing parental 
depression (Herman & Marcencko, 1997). 
Most of these studies have examined 
only in-home or day-care style respite 
opportunities; few studies have considered 
the utilization of overnight respite care 
services for families of children with 
either disabilities or chronic illnesses. One 
such study (Botuck & Winsburg, 1991) 
reported positive benefits for mothers 
utilizing overnight respite care.  Meltzer 
and Johnson related that at the time 
their article was published, the only prior 
longitudinal study of overnight respite 
care benefits for families of children with 
disabilities (Mullins et al., 2002) found 
improvements in psychological distress 
and parenting stress after one month of 
respite care use, with parenting stress levels 
returning to baseline six months later. 

Therapeutic Camps 
Therapeutic camps are generally 

operated on the same principles as camps 
for children who do not have disabilities 
or illnesses: They allow children to 
experience the outdoors, and participate 
in activities that are “outside the norm,” 
such as canoeing, climbing a challenge 
course, boating, arts and crafts, and other 
experiences. However, therapeutic camps 
differ from other camps in that they are, 
by design, for children who have illnesses 
or disabilities that may limit their ability 
to participate in activities that children 
without those disabilities are able to 
participate in without facility or program 
adaptations. Thus, staff members at these 
camps must be cognizant of the specific 
needs of their campers and allow each child 
to participate as fully as he or she is able, 
while still allowing for safety and comfort.  
Therapeutic camps usually have special 
accommodations that enable children 
with a wide variety of disabilities to 
participate. In addition, therapeutic camps 
often focus on increasing self-management 
skills, enhancing emotional adjustment, 
enhancing self-esteem, and engaging in 
one-on-one and group social activities 
(Hunter, Rosnov, Koontz, & Roberts, 2006). 

Research relating to camps often 
focuses on camper outcomes (Hunter, 
Rosnov, Koontz & Roberts, 2006; Tiemens, 
Beveridge, & Nicholas, 2007); however, 
one recent study focused on the benefit 
of therapeutic summer camps for parents, 
as a respite care provider (Meltzer & 
Johnson, 2004).  According to this study, 
camps can, in fact, be seen as respite care 
providers, given that they “temporarily 
relieve caregivers of the daily demands of 
managing their child’s illness, reducing 
caregiving demand and improving 
psychological functioning while the child 
was at camp” (Meltzer & Johnson, p. 
326).  Meltzer and Johnson reported that 
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most of the research on these camps has 
focused on the benefits for the children 
in areas such as treatment adherence 
and social networking. Only one study 
in their review had specifically examined 
family functioning during and after a 
camp for children with cancer; results 
indicated that maternal social interactions 
outside the family improved, with the 
change lasting for one month after the 
camp ended (Smith, Gotlieb, Gurwitch, 
& Blotcky, 1987). Meltzer and Johnson 
noted that mothers reported less stress 
related to caregiving demands once their 
child returned home from camp, and that 
mothers’ general psychological distress 
improved while their child was at camp. 
The study found that mothers did indeed 
have lower subjective stress levels for a 
month after their child returned home, 
and their levels of psychological distress 
were significantly lower for the week after 
the child returned home. The authors also 
stated that additional research is needed 
to examine whether their hypotheses 
hold true for other groups of chronically 
ill children, as well as in other domains 
of family functioning beyond mothers’ 
psychological stress. Thus, it is important 
to determine whether the benefits found 
in the Meltzer and Johnson study were 
relevant only to that specific group of 
families, or if respite care at similar summer 
camps also extend the same benefits. The 
present study seeks to examine some of 
these areas, as well as to extend the body 
of literature regarding respite care and its 
impact on the family unit.

Methods

This study utilized a qualitative 
research design. Semi-structured, in-depth 
interviews were conducted with parents 
of children who had attended a session at 
Camp LIFE. The purpose of the study was 

to understand the respite-related benefits 
experienced by parents whose children 
attended this three-day residential 
therapeutic camp for individuals with 
disabilities.  

Camp LIFE: Study Context
Camp LIFE was founded in 2004 by a 

Texas A&M student and a professor from 
Texas A&M, as well as the Family Support 
Network (FSN). The FSN is part of the 
Center on Disability and Development at 
the university. Camp LIFE is held twice a 
year at Camp For All in Burton, Texas. Camp 
For All is an ideal location for Camp LIFE 
because it offers fully-accessible facilities 
for campers with disabilities. Camp LIFE 
serves children and adolescents (ages 5 
to 21) with a wide range of disabilities 
including Down Syndrome, auditory and 
visual disabilities, Autism, and ADHD.  

Participants
Study participants included the parents 

of campers who had previously attended 
at least one three-day residential camp 
program.  Nine parents were interviewed. 
Two of the interviews included both the 
father and mother of the same child; 
another interview was conducted with two 
parents, one for each of two children.  The 
other interviews were held with a single 
parent (the mother, in all cases).   Table 1 
provides the pseudonyms for each parent, 
the sex and age of their child, their child’s 
disability, and the number of times their 
child had previously attended Camp LIFE. 

Recruitment
The camp director sent out a mass 

e-mail to parents of previous camp 
participants, explaining the rationale for 
the present study, and requesting their 
participation. All of the children had 
attended at least one session the previous 
year, during either the fall or spring.  The 
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interviews were conducted during the 
early summer, either seven months or two 
months after the child’s last attendance 
at camp. To ensure a wide range of 
disabilities and ages, no inclusion criteria 
were specified regarding age ranges or type 
of disability.  In addition, parents were 
recruited without regard to how many 
times their child had attended camp. 
Another e-mail was sent out a week later 
to garner further participant support. In 
total, 13 parents responded by e-mail 
and expressed interest in participation.  
Four interviews were not conducted for 
various reasons (inability to find a place 
to meet, no response after contact from 
PI, or parent chose not to participate after 
response from PI due to time constraints). 
As a result, nine total interviews were 
conducted. The letter from the director 
asked the parents to contact the lead 
researcher through e-mail if they were 
interested in participating. This helped 
avoid the issue of unintended coercion, 
whereby parents might feel pressured to 
be interviewed in the mistaken belief that 
a choice not to participate would perhaps 
limit their child’s ability to attend Camp 
LIFE in the future.  In addition, it was made 
clear in the initial correspondence and 
consent form that the lead researcher had 

no affiliation with Camp LIFE, and that the 
camp director would have no knowledge 
of who participated in the study.  This 
information was communicated again 
to the parents at the beginning of each 
interview session.  

Data Collection
The researcher discussed the project 

with the parents who had indicated an 
interest and set up a time and place for the 
interview amenable to the participants.  
Most interviews took place in-home, with 
three held during regular business hours 
at the parent’s place of employment.  The 
interviews took approximately 45 to 60 
minutes to complete. All of the interviews 
were performed by the lead researcher.  
Informed consent was obtained by 
signature on an IRB-approved form prior to 
the interview being conducted.  Permission 
was also sought from the parents for 
audio-taping the interviews to ensure 
transcription accuracy.  

During the interviews, preliminary 
questions were asked to solicit information 
regarding the home life of the family, 
the impact of the child’s disability on 
the family, and the family’s use of respite 
care, both previous to attending Camp 
LIFE and since the date of attendance. 

Table 1

Interviewee Information

 Parent Sex Age Disability Times attended

 Jeff / Sarah Girl 10 ADHD / PDD 5
 Ashley Boy 6 Down Syndrome 2
 Mary Boy 11 Down Syndrome 4
 Michael / Erin Girl 12 Down Syndrome 5
 Nancy Boy 10 Auditory 3
 Rebecca Boy 13 Autism 2
 Nicole Girl 9 Learning Disability/  1
    Central Auditory Processing 
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The main thrust of the questions was 
to discuss if camp provided a respite 
experience for the parents.  If they agreed 
that they did have respite time, they 
were asked to describe how they utilized 
that time, and any potential benefits to 
family functioning they felt were derived 
from their respite experience. In addition, 
there were questions asking how Camp 
LIFE might better tailor its services as a 
respite care service provider. The interview 
questions were deliberately open-ended, 
in the hopes that participants would feel 
encouraged to expound upon anything 
that they felt was particularly important to 
their specific situation (See Appendix A for 
a full list of primary interview questions). 
Interviews were conducted with parents 
until saturation was reached in terms of 
identifying themes and opinions.  

Data Analysis
Interview data were transcribed after 

collection.  ATLAS.ti software was used to 
assist in the data analysis (Lewis, 2004). The 
data were then examined using procedures 
suggested by Strauss and Corbin (1998), 
including the reiterative identification 
of categories and relationships between 
categories. Data were coded into categories 
based on answers to interview questions.  
For example, if an answer to a question 
included the term “government support,” 
or the phrase “I worry about my child 
falling out of bed at night,” possible 
codes would be “government assistance” 
or “issues related to sleep and overnight 
care,” respectively.  

After open-coding, the transcripts 
were again examined, with salient codes 
being placed into code “families,” which 
included codes that seemed to coalesce 
into a single theme.  While the parents 
were interviewed only once, during each 
interview, the lead researcher attempted 
to ensure he was attending to the focus 

and meaning of the responses by asking 
for further clarification of the parent’s 
statements and giving them opportunities 
to explain what they meant by each 
answer.  The analysis procedures were 
designed to “build a story” regarding the 
impact of respite care on these families, as 
well as the ways in which Camp LIFE could 
potentially better its respite care provision.  

The interviews were transcribed 
using a Texas A&M-approved professional 
transcription service, and coding was 
performed by the lead researcher, with 
input from and discussions with faculty 
at the university.  The lead researcher is 
a former camp counselor (though not at 
a therapeutic camp), and so likely had 
some biases regarding the efficacy and 
potential benefits a camp experience can 
offer children.  The researcher attempted 
to ask questions regarding camp benefits 
without “leading” the parent to the 
conclusion that there were benefits to be 
had.  In addition, as the interviewer had 
never worked at a therapeutic camp and 
had no first-hand preconceived notion 
regarding potential respite care benefits, 
there was little likelihood that his biases 
regarding camp benefits for children 
would extend to altering an interview 
that was researching benefits for parents 
and families not at camp.  The interviewer 
did ask some questions regarding different 
aspects of family functioning; however, 
the main thrust of the research questions 
were to ascertain the value of Camp LIFE in 
providing respite for families in need (both 
during camp, as well as potential benefits 
remaining after the child returned home), 
and an examination of the processes 
through which Camp LIFE benefits 
families.

Results

Analysis of the interview transcripts 
led to identification of two major themes.  
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The first theme related to Respite Benefits 
Both During and After Camp Attendance. 
The second theme dealt with Camp LIFE 
Qualities That Contribute to Respite Benefits.

Respite Benefits
During camp. A major benefit to 

parents while their child was at camp was 
that it allowed them to relax, or “recharge 
their batteries.” The respite opportunity 
allowed parents to spend time together as 
a couple, be with friends, spend time with 
their other children, complete household 
activities (like weekend projects), or catch 
up on work related to employment.  Rachel 
best summarized the benefits: “It’s great 
all the way around. And people that can’t 
understand how a family can benefit from 
it … it amazes me. And with me having the 
time to have that breather and to just kind 
of re-energize myself, I mean that makes all 
the difference in the world.”  

On four occasions, parents specifically 
mentioned being able to spend time with 
their other children as a benefit of Camp 
LIFE’s overnight program.  Jeff related that, 

We always try to take advantage 
of [the time].  We’re already trying 
to figure out how we’re going to 
spend our time.  We always try to 
compensate the kids.  Like I said, 
we go shopping … or we take the 
kids out to a restaurant so they 
don’t feel like they’re getting left 
out. 

Rebecca related that while her son 
was at camp, she and her husband “[were 
able to] to sleep in, and do adult things, 
with adult people.” Jeff also mentioned 
that, last year, they used the time that their 
daughter was at camp to re-decorate her 
room: “we used her camp time to re-do 
her room, because she wasn’t going to be 
there and we didn’t upset her day-to-day 
routine.” 

Other parents, like Mary, used their 
respite time to catch up on employment, 
because “I’ve got a job where a lot of times 
it’s better for me if I put in a few extra hours 
for my own sanity.”  Finally, Mary related 
that one of her favorite respite activities 
was just relaxing with her husband: “We 
usually have one nice meal out, and then 
a lot of the time it’s just hanging around 
here and enjoying each other’s company.”

After camp. Several of the interviewees 
responded that even after their child 
returned home from camp, benefits 
from respite care were evident in several 
different ways. Ashley commented that 
because the only time her son spends 
“overnights” away is during camp, she 
very much appreciates the relaxation and 
recharging time, the impact of which 
has to last until the next time he is able 
to attend camp.  She related that “when 
he gets back, it’s like, I’m good when we 
have to start doing speech therapy and 
everything.  I’ve rested.  It’s like, I’m okay, 
I’ve gotten my sleep.”  Ashley also found 
that her son was much more laid back 
after returning from camp: “he’s better 
at following directions … when he gets 
home, it’s really peaceful.  He’s relaxed and 
calm.  That makes things easier on us, too.” 
Nicole noted the following regarding her 
daughter’s return home from camp:

When there were the difficult 
times, I had the patience to 
handle it and not blow up or get 
frustrated. And those are such 
important times, because yes, 
she needs to be disciplined, but 
it needs to be in a constructive 
way, not from me getting upset 
with her.  

In addition, Jeff stated that the time 
away was good for his other children, and 
that when his daughter came home from 
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camp, “she is a lot more wanting to go play 
with her brother and sister and spend time 
with us, and they like that.” Finally, Ashley 
felt that one of the longer-term benefits 
was simply that her son was “worn out” 
from his experience at camp, since “even 
though he was gone for a few days, it’s like 
I get a week extra, even though he’s home 
because he’s worn-out. Which, if he’s 
relaxed, we all relax.”  

Camp LIFE Qualities that Contribute to 
Respite Benefits

The second theme related to the 
camp qualities that contributed to the 
respite benefits. Parents felt comfortable 
with Camp LIFE for two reasons. First, 
they felt that camp provided a beneficial 
experience for their children, one that 
was enjoyable, but that also taught their 
children valuable life skills. Camp was not 
simply a place to “stay and play,” but rather 
“fun by design,” allowing the children 
to learn skills, interact with others, and 
gain experiences that would otherwise 
not have been accessible to them. Nicole 
commented that for her daughter, “it was 
probably a big boost in her self-esteem 
and confidence, of what she can do.  And, 
actually, it showed me what she can do, 
because I think that sometimes being a 
mother I may be too overprotective.  So, it 
went a long way in building her up.”  Mary 
agreed, and stated that “I think the social 
skills are probably the most important 
for him, because with all the different 
activities he’s learning to be independent, 
as well as learning to interact in groups.” 
In addition, participants felt that their 
children would be “safe” at camp, and that 
there was an adequate structure in place 
in case of an emergency. Several parents 
mentioned that they went and viewed the 
camp first-hand before allowing their child 
to attend, and all of the parents felt that 
it was clean and comfortable, and that the 

camp administration was competent and 
easy to contact if needed. The belief that 
their children would be absolutely safe in 
the hands of Camp LIFE staff allowed the 
parents to enjoy their respite to its fullest 
potential.  Nancy shared the story of her 
son and his counselor meeting for the first 
time:  

He had a fantastic buddy 
assigned to him, and they hit 
it off like ‘that.’  She was very 
personable, and she was very 
quick to reassure us.  The next 
thing you know she’s racing him 
to the cabin, very high energy … 
so it was a very good match.  And 
so that made us feel a lot better 
about leaving him.

Ashley related that it was the 
“mere fact that I know he’s being taken 
care of. He is safe. They make sure he’s 
independent. … I’m not sending him 
for them to babysit him, because I want 
my child to take responsibility.” She also 
stated that she felt comfortable with the 
support staff: “They can reach me, but I 
get to know the counselors and meet the 
counselors, and I feel my husband and 
I just really need that.” Jeff stated that 
the cleanliness of the camp grounds and 
buildings was important not only to him 
and his wife, but to his daughter as well:  
“She always feels comfortable because it’s 
neat and clean, she’s never complained 
whatsoever.  In fact, like I said, she always 
looks forward to it.”  Finally, Rebecca and 
Nicole’s interview gave a fitting description 
of their overall feelings about Camp LIFE: 
Rebecca felt that: “Everything I read was 
true to what happened at camp. From 
the minute we got there, it was perfect. 
It was comfortable; they gave you a quick 
fill-in about what was going to happen.  I 
was just really, really comfortable with 
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it.”  Nicole then replied that, “it exceeded 
expectations, and there was nothing that 
was unorganized.” This seems to imply 
that because the parents felt comfortable 
with the staff, the facility, and the care 
their child would receive during their camp 
experience, they were able to fully enjoy 
their respite without feeling burdened by 
undue worry over their child’s time away 
from home. 

Discussion and Implications

All of the parents interviewed had 
similar comments regarding the benefits 
of respite care provision in general and 
of Camp LIFE in particular. Each parent 
mentioned some aspect of respite care that 
was important to him or her; however, the 
overarching theme regarding the use of this 
time is that they got to be “normal”; sleep 
in on Saturday, take their other children 
out to a movie, have dinner with friends, 
or work on weekend home improvement 
projects. The opportunity for “normalcy” 
was referred to several times by parents 
when asked what they did with their 
respite time; for example, the ability to 
go out and have a quiet dinner without 
worrying about one’s child becoming over-
stimulated and anxious. 

As several parents said, they look 
forward to Camp LIFE all year; it provides 
them with a goal to reach and helps keep 
stressors in perspective. Thus, once the 
child returns home from camp, the parents 
are rested and ready to again take up the 
daily life of raising a child with a disability. 
These outcomes are beneficial to both the 
child and parents, as well as to the rest of 
the family.

Along with the respite benefits parents 
received while their child was actually at 
camp, a few parents mentioned that they 
noticed that once their child returned 
home, they were more likely to be patient 

with their child, and were better able to deal 
with unexpected issues; as Ashley related: 
“I don’t have to run and run in the yard 
and to the park and everywhere for at least 
three or four days. So that’s like, he wants 
to just relax … which is if he’s relaxed, we 
all relax.” Nancy also mentioned that she 
was less apt to be annoyed with her son 
after his return from camp: “So it helped 
me to be more patient in dealing with him. 
It actually helped me appreciate some of 
his quirks…and it helped me to appreciate 
this more from a humorous perspective 
than from an annoyance perspective.”  The 
need for respite care, as evidenced by the 
parents interviewed in this study, is that 
respite (in whatever form it may take) is an 
integral part of maintaining positive family 
functioning. The respite benefits provided 
by Camp LIFE seemed to be greater than 
those of simple day-care, or drop-off 
activities; one possible explanation for this 
is that the respite benefits are of longer 
duration, which necessarily increases the 
overall feelings of relaxation and time to 
get other things done, such as household 
projects or gainful employment. Camp 
LIFE provided parents with the ability 
to participate in a host of activities that 
they were typically out of reach, such as 
sleeping in, going shopping with friends, 
taking care of other children, or merely 
“being silly.”

But, simply having a place for children 
to go for a few days does not necessarily 
constitute respite. Parents must view the 
setting, in this case camp, as offering a 
program that fosters children’s ability to be 
independent, work on life skills, and have 
fun in a safe, non-judgmental space. The 
explanations given by parents as to why 
they were able to fully embrace and enjoy 
their respite experience seemed to flow from 
their belief that camp was a place for their 
children to learn and have fun; however, 
what seemed to be of most importance to 
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these parents was their child’s safety, both 
mental and physical. Parents wanted to 
feel that they could drop their child off at 
camp and feel somewhat guilt-free about 
enjoying themselves, because they knew 
there was medical staff on site, along with 
“fun” activities that would occupy their 
child’s time. Several parents explained 
that the first time they took their child to 
camp, they were unable to fully enjoy their 
respite time, as they were worried about 
their child; however, on subsequent camp 
outings, they felt much more comfortable 
with the overall experience, and could thus 
enjoy their “free time” without worry. 

Implications for Respite Care Service Provision
Simply enabling children to “go to 

camp” does not necessarily ensure respite 
for families. Parents must feel that the 
camp facility, staff and medical personnel 
provide a safe and enjoyable experience, 
including learning new life skills, forming 
friendships, and getting to be “just kids.”  
Respite care is a needed aspect of holistic 
care for families of children with special 
needs. Given that providing care for a child 
with a disability can be a hectic, difficult, 
and ultimately life-changing experience, 
the opportunity to “recharge” is critical to 
the parents, and ultimately the children. 

Parents also had some suggestions for 
improving the impact of camp as respite 
care. First, Nicole stated that she felt 
parents should be able to write a short note 
to their child’s counselor detailing specific 
information they feel is important for the 
camp staff to understand about their child.  
Being able to write such a letter would help 
parents feel more secure about sending 
their child to camp. Being able to write a 
note to the child’s counselor would also be 
useful since parents may forget or not have 

the opportunity to mention important 
issues to the counselor in the hectic 
atmosphere surrounding camp check-in. 

Suggestions for Further Research
Future research should examine the 

processes by which therapeutic camps 
provide a safe environment for respite care 
to take place, since only when parents are 
comfortable with leaving their child at a 
camp will they be able to maximize their 
respite care experience. Exploring specific 
camp practices that maximize respite 
benefits (which in turn help increase family 
functioning) is vital to understanding 
how camps support families. While this 
study began to explore those issues, more 
research is certainly warranted in this 
specific area. 

In addition, it is important to examine 
how long the benefits from respite care last 
after camp is over and the child returns 
home. This study found that respite 
benefits lasted for at least a few days after 
the child returned home, but did not 
examine in depth the length of time those 
benefits lasted, or how respite benefits 
gained during the child’s absence were 
translated into benefits that were usable 
once the child returned home. Future 
research should focus on how long these 
“after-camp” benefits last, what benefits 
they provide for parents and family, and 
how to extend them as long as possible 
past the time the child returns home. 
Finally, future research should attempt to 
tease out specific information regarding 
age and disability type: whether a child’s 
age influences his or her parents’ ability 
to enjoy respite and what effect the type 
of disability has on views toward and 
utilization of respite care services.

References
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Appendix A
List of Interview Questions

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

2) I can imagine that having a child with a disability would affect your family in dif-
ferent ways in different ways. If you don’t mind, could you talk about how that has 
affected your family both positively and negatively?

3) How have you made changes in your lifestyle to adapt to having a child with a dis-
ability?  

4) Do you feel that having a child with a disability has brought your family closer to-
gether—i.e., what, if any, positives are there that have come from this experience?

5) Please tell me about your opportunities for respite care, both inside and outside of 
the home.  Do you utilize respite care? Why or why not?  Are there any respite care 
opportunities that you would like to obtain that you have not been able to utilize? 
What is the reason?

6) Please describe your experience with Camp LIFE.  How long has your child been at-
tending?  Why did you first choose to send your child to Camp LIFE?  Has it been 
beneficial to them?

7) Please describe what you did while your child was at camp.  Were you able to utilize 
this respite time in a way that was meaningful to you? Why or why not?  Is there 
something Camp LIFE could do to help you utilize that time in a way that provides 
more respite to you as a parent?

8) What were your expectations about Camp LIFE; did the reality of the camp experi-
ence meet your expectations?

9) When your child returned from camp, did you notice any changes in his or her be-
havior?  Were there any changes in family life as a whole? (Ex: fewer arguments, more 
likely to maintain medicine adherence, more time spent together, etc.)

10) What would be the ideal length of time for Camp LIFE to provide respite care?  Is 
there anything else you can think of that Camp LIFE can do to help make things 
easier on your family?
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