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Abstract

Parental coping with new CF diagnoses often includes religion; however, little is known about 

how the use of religion changes over time. Longitudinal grounded theory method, in which 

parents were interviewed twice the 2 years after their child’s diagnosis, was used. Parents 

constructed the meaning that parenting a child with CF is their vocation, in accordance with 

“God’s plan.” A shift from isolation to an outward focus and reentry into the community was 

clear. The use of faith evolved over time and continues to be a source of support and hope for 

parents. Clinical implications of parental religion are discussed.
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Introduction

After receiving the potentially devastating news that their child has been diagnosed with a 

life-shortening disease such as cystic fibrosis (CF), parents may use a variety of strategies to 

cope. Given the importance of religion in the United States, many parents use religious 

beliefs to cope with their child’s disease and make meaning of their experience (Newport 
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2008). This meaning-making may have an effect not only on parental distress but also in the 

way they respond to the challenge of managing their child’s disease. Despite this, while the 

psychological impact of CF has been well-documented, relatively few studies in CF include 

a religious or spiritual dimension (Bluebond-Langner 1996; Glasscoe and Quittner 2003; 

Glasscoe et al. 2007; Glasscoe and Smith 2008). Religion is “the feelings, thoughts, 

experiences, and behaviors that arise from a search for the sacred…and the means and 

methods of that search are validated and supported by an identifiable group of others” (Hill 

and Pargament 2003). Religion is a multidimensional construct differing from spirituality, 

which does not require that the means and methods arising from one’s search for the sacred 

be validated by others. One dimension of religion is called “religious coping,” which is 

defined as, “the search for significance, in ways related to the sacred, in times of stress” 

(Pargament 1997). Religious coping is one form of coping previously reported by parents of 

children with chronic diseases, including CF (Abbott et al. 2001; Tarakeshwar and 

Pargament 2001; Grossoehme et al. 2008, 2009). Pargament, who initially described 

religious coping, names three broad goals that people use in their search for significance: to 

control/problem-solve, to seek comfort/intimacy, and to make meaning (Pargament 1997). 

Coping by making meaning becomes more important in situations where problem-solving is 

not an option, as in a genetic disease (Park 2005). Religion then provides causal 

explanations for stressors, and the reappraisals it offers of stressors have health associations 

(Pargament 1997; Park 2005).

CF is a life-shortening, autosomal recessive, chronic disease with a mediate life expectancy 

of 37 years (in 2008) (Cystic Fibrosis Foundation Patient Registry 2011). The incidence in 

the United States is 1 in 4,000 and affects primarily Caucausians. Although frequently 

considered a pulmonary disease, CF is also associated with diabetes, pancreatic 

malabsorption, cirrhosis of the liver, infertility in males, and sinusitis and nasal polyps. The 

at-home treatment regimen is burdensome, including chest physiotherapy 2–4 times daily, 

inhaled antibiotics or corticosteroids, nutritional enzymes, insulin (if diabetic), and a high-

calorie diet (Wilfond and Taussig 1999). Parental response to the demands of caring for a 

child with CF, including adherence to treatment, is partly determined by the way this family 

crisis is experienced. Scholars have recognized the association between parents’ use of 

religious coping and their child’s health outcomes (Tarakeshwar and Pargament 2001). 

Prominent models of human behavior, such as the theory of reasoned action (TRA) 

(Fishbein and Ajzen 2010), suggest ways that religious coping may be linked to adherence 

behavior. The TRA (Fig. 1) suggests that people’s intentions reasonably follow from their 

attitudes about the behavior’s value, their motivations to perform the behavior, their self-

efficacy in completing the behavior, and environmental factors. Within the TRA, religious 

coping is a “background factor” affecting attitudes and motivations (Ajzen and Fishbein 

1980). We posit that parental religious coping is a potentially important variable in 

adherence behavior, and therefore potentially important to health outcomes for children with 

chronic health conditions such as CF.

Studies in religion/spirituality and health have been hampered by cross-sectional, rather than 

longitudinal designs, thus failing to account for religious development over time (Koenig et 

al. 2001). Pargament has shown that religion may either facilitate psychological growth or 

block it (Pargament 2008). Fowler’s developmental theory of faith posits that beliefs evolve 
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due to experience (Fowler 1981). The present study attempts to address this handicap by 

presenting a longitudinal qualitative study modeling parents’ use of religion in the 2 years 

following their child’s CF diagnosis. When there are no a priori models offering hypotheses 

to test, the grounded theory method is frequently used in health care (over 3,000 articles in 

PubMed, although only 10 are in CF samples) (Pendleton et al. 2002). This method provides 

a structured means of obtaining, analyzing, and interpreting qualitative data leading to the 

development of an emergent theoretical model that is capable of later testing (Glaser and 

Strauss 1967; Charmaz 2006).

Methods

Participants

This study was approved by the hospital’s institutional review board. The study was 

conducted at an academic pediatric hospital with an accredited CF Center. The CF Center 

serves the population in portions of four states. Approximately 10–12 children are diagnosed 

annually at this Center, primarily through newborn screening. Purposive sampling was used 

to obtain the names of parents of children diagnosed with CF between June 1, 2007, and 

February 28, 2009 (15 diagnosed children with 21 parents with custody of them). Parents of 

children diagnosed with CFTR-metabolic syndrome were excluded. Non-participation is 

accounted for as follows: one parent was incarcerated; one did not have a functional 

telephone and did not bring their child to clinic during the recruitment period; two parents of 

one child did not keep interview appointments twice and were dropped from the study; and 

two children were diagnosed while data were being collected and analyzed and before data 

saturation occurred and were not contacted to participate. Given the reasons for non-

participation, there did not appear to be a pro-religious bias among those who agreed to 

participate. The length of the recruitment period was determined by achieving “saturation” 

as described below. All but one child was diagnosed by newborn screening (the other child 

was diagnosed following an ultrasound of the sinuses). The study and parents’ eligibility 

was explained to the parents during their child’s regularly scheduled clinic visit at least 3 

months after their child was diagnosed with CF. Opportunity to “opt out” of any further 

participation in this study was given; those who did not opt out were contacted by telephone 

within the next 2 weeks to answer any questions about the study, and to schedule an 

interview and obtain informed consent if either or both parents desired. Fifteen parents 

agreed to participate (71%); participation by both parents occurred in three cases, following 

the model of previous studies which included both parents (Mahoney et al. 1999; Myers 

2006; Yoshimoto et al. 2006). Parents were interviewed separately if both participated. 

Demographics of participants in both the first and second interviews are presented in Table 

1.

Procedure

One year after their initial interview, parents were re-contacted by telephone, reminding 

them of the second interview and inviting them to schedule one. Parents were again offered 

the choice of telephone or in-person interviews; all chose telephone interviews. Given the 

potentially sensitive nature of interviews regarding religious beliefs, interviews that are not 

in-person have been considered to yield better data and lack the perceived need for 
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participants to offer socially correct or expected responses (Midanik et al. 2001; Jaya et al. 

2008). Interviews were audio recorded, transcribed, and checked for accuracy. If both 

parents of a child participated in an interview, interviews were conducted individually to 

alleviate any potential spousal influence. The semi-structured interview guide was 

developed based upon the findings from the first year’s findings, consistent with the 

grounded theory method in which questions evolve based on emerging information. The 

interview guide focused on prompts to invite deeper reflection on the meaning of faith 

statements commonly made during the first interviews, while encouraging an open-ended 

discussion on how participants used religion over the course of the first 2 years. 

Recruitment, data collection and data analysis in grounded theory methodology continues 

until a sufficient quantity and quality of data are achieved. The criterion generally used is 

“saturation”—the point at which no new information was being gained (Morse 1995). 

Charmaz advocates adopting Christian and Denzin’s criterion of “interpretive sufficiency” 

(Charmaz 2005). We were guided by Charmaz’ proposal in evaluating the interpretive 

sufficiency of our data and defining the end-point to the recruitment period.

Analysis

The second year interview transcripts were analyzed one sentence or segment of sentences at 

a time, and the concept was named using the parent’s own words (Charmaz 2006). Coding 

of data was completed by at least two authors to counteract potential single-coder biases. 

This initial coding, using the constant comparative method, resulted in 737 coded segments. 

Focused coding proceeded by grouping data segments judged to be similar to one another 

into categories. Categorization was done initially by the first three authors individually, 

resulting in 32 categories, after which results were compared and the relationship between 

the categories clarified and conflicts resolved by consensus. Following Saldana’s 

longitudinal qualitative analytic method, the major categories from the second year 

interviews were compared to those from the first year interviews (Saldana 2003). The 

change over time, if any, of the categories was noted, and a central theme with five 

explanatory categories was developed. This central theme summarized parents’ use of 

religion during the first 2 years after their child was diagnosed with CF. The central theme 

and explanatory categories were then presented by e-mail or in-person to the parent 

participants as a form of member-checking to assure the trustworthiness of the analysis.

Results

Demographics

Twelve of the fifteen parents from the first study participated in second interviews (75%; N 

= 7 female); demographics are presented in Table 1. The average interview length was 32 

min. All reported being Christian (N = 4 Roman Catholic, N = 3 Baptist; N = 5 

nondenominational). Their 7 children (5 were female) had a median age at diagnosis of 70 

days (range = 1–1,653 days). All parents were Caucasian. These demographics are typical of 

this CF Center. Three of the original fifteen parents did not participate in second interviews: 

one moved and no contact information was available; and two parents agreed to the second 

interview but did not schedule one. During member-checking, three parents provided 

feedback on the emergent model, which led to the substitution of “faith” for “religion.” 
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Religion had negative connotations to them of denominational divisiveness; faith suggested 

an equality of means to reach the same Deity.

Central Theme: Parenting a Child with CF is a Vocation

Two years after their child’s CF diagnosis, parents continue to cope by making religious 

meaning of their experience. However, the meaning evolved over time. After the first year, 

the meaning was, “We can handle this devastating diagnosis” and articulated a belief in an 

active, benevolent, interventionist God who worked in their child’s best interest. Over the 

subsequent year, they constructed the meaning that parenting a child with CF is a vocation 

to which they have been called by God. Parents were far more outspoken after the second 

year that “God has a plan for us” or “This [CF] was put on us for a reason.” One father 

expressed perceiving God’s Plan as calling them to a vocation of parenting a child with CF: 

“We were chosen as a family to have CF…” A mother accepted her parental vocation by 

saying, “…if it takes me to have a baby with CF instead of a family that maybe doesn’t want 

to take the time to do the treatments, or just doesn’t have time in their life or has too much 

on her plate or whatever, I would rather do it.” Several parents commented on the purpose of 

their vocation as CF parents as being, “…to open our eyes to different problems, not only 

CF but different problems with little kids and people in general…” This represents a shift in 

how parents view themselves, evolving from believing that God is active, though somewhat 

mysteriously, in their lives, to believing that they have been selected for the special vocation 

of parenting a child with CF.

Explanatory Categories

Learning How God Works in this World—By the end of the second year, parents had 

begun to describe an educational aspect to their vocation. They spoke of learning through 

experience how God works in this world. A father said, “I can’t change God’s plan, I just 

need to learn what I need to learn” and another parent said, “I have to let God teach me what 

He needs to teach me…part of that is realizing that there is a purpose to it (CF)…” Some 

parents described their learning about God’s plan as, “an evolving revelation as we go on.”

Articulating a Role for Genetics—The constructed meaning in the second year 

included an explanation for genetics. Four parents endorsed genetics’ role, and three of them 

held their understanding of genetics and God in tension. One mother said, “I’m a die-hard 

biology major…I know about prayer, and I know that God has given me strength and 

knowledge, but I also have a very firm grasp on the science behind CF…I just don’t feel that 

God can take CF away…” Another mother, while verbalizing that “genetics are genetics and 

that’s what it is” went on to say that “I also don’t think that I ended up with a child with CF 

for no reason…”

Religious Beliefs Have Adherence Implications—Religion’s implications for 

adherence/treatment continued to be a theme: “I think you kind of do what you can here, by 

doing treatments and medications and doing what works.” A mother said, “God created 

women (who) have these motherly instincts…I think God is always in our hearts telling us 

what to do. Even if it was the decision was to have the feeding tube but I knew it was the 

right thing, I would have felt a tugging on my heart that says, ‘Okay, you need to let the 
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doctors do what they need to do.’ But I just knew [she wouldn’t need it].” Adherence affects 

parents’ psychologically: “If I go to bed at the end of the day and say, I did all those 

treatments and everything she needed in regards to that, as well as being the mom to a 2-

year-old and what a 2-year-old needs, then I’m okay. If I were to go to bed and think I didn’t 

give her a breathing treatment–that would be a different story.”

Decreasing Isolation and Increasing Outward Focus—Parents described a shift 

from the first to the second years’ experience in terms of feeling less isolated, and more 

outwardly focused. Parents’ prayers shifted from the inward question “Why?” to the 

outward question, “What? One father’s described his prayers evolving from, “Woe is me” to 

“What do you want me to do now?,” and “How can I give back more than I’m doing?” 

Parents described ending their self-imposed isolation due to infection control concerns and 

the amount of time needed for home treatments. One mother said, “It was a pretty 

devastating blow…probably for the next year we kept him in a bubble. I was so afraid about 

anyone even breathing on him. We just isolated him from people and it was miserable for 

us…we would take turns going to church…(now) I don’t know if I do let my guard down or 

I said God won’t let you get sick there…and so we just go very early and wipe down the 

pews and books and he has every right to be part of that community just as everybody else 

there does.”

Discussion

We present results of a longitudinal study of parents’ use of faith to cope with having a child 

with CF (see Fig. 2). Their use of faith is important because parents used faith in medical 

decision-making as well as in coping. Parents used faith to cope by constructing meaning, 

which evolved over 2 years from a sense of survival expressed by the quote, “We can handle 

this” to developing a new identity: parenting a child with CF is their vocational calling. This 

meaning reflected increased parental self-confidence and self-competence: a movement 

from feeling a victim’s fear and anger, to feeling a sense of pride at being chosen and able to 

care for a special child. This implied a need to learn how God was active in their lives and to 

complete recommended treatments. By the end of the second year, parents experienced God 

acting internally, providing what they needed to face challenges, rather than God acting 

outwardly to cure their child’s CF. They also believed that God’s plan included “giving 

back” to others and learning to assert their child’s right to be in community rather than in a 

protective bubble. Their statements demonstrate how their faith played a role in adapting to 

living with a child’s chronic illness.

Although rarely expressed during the first interviews, parents uniformly connected their 

experience of having a child with CF to “God’s plan.” Attributing disease to God’s will or 

plan is common. Allen previously described this use of religious language as a means of 

preserving a sense of order in the world despite appearances to the contrary (Allen 1992). 

Mickelson and colleagues described attributions to fate/God’s will, and found that was the 

only attribution related to less distress among parents of children born with Down’s 

Syndrome, as well as the only predictor of decreased depression (Mickelson et al. 1999). 

Even if providers disagree with the parents’ attribution, it may be potentially harming to 

contradict or attempt to change their perspective.

Grossoehme et al. Page 6

J Relig Health. Author manuscript; available in PMC 2015 October 18.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Parental understanding of God’s plan as being progressively revealed allows new 

experiences to be readily integrated into their orienting system. This is consistent with work 

by Cadge and colleagues, studying written prayers in a hospital chapel, in which they noted 

that the desired outcome expressed in the prayers was frequently worded vaguely permitting 

multiple interpretations. They suggested a potential psychological benefit to this openness to 

God’s work; however, it proceeded, rather than insisting that there could only be one 

outcome in a situation (Cadge et al. 2008).

Emerging in the second round of interviews was the relationship between the genetic cause 

of CF and God’s plan. The parents who verbalized the genetic basis of CF described it as the 

means by which God’s plan for their child unfolded. This is a significant point with two 

implications. First, this attribution may explain the apparent lack of parental guilt for passing 

on genes with the mutations causing CF to their child: since the disease is part of God’s Plan 

for their child, they may be responsible for gene transmission but not culpable for the 

disease. Second, we suggest that attributing CF to God’s plan allowed these parents to move 

from isolated inwardness to more outwardly directed re-integration into community. 

Through “normalizing” the diagnosis as being part of God’s plan, they did not develop a 

sense of chronic guilt or shame but developed means of making their way back into 

important groups of people outside their homes.

The developers of the grounded theory method initially advocated delaying the literature 

review of a topic until after data analysis was completed. This attempted to minimize the 

influence of sources other than the participants’ own words (Charmaz 2006). We discuss our 

findings in terms of two topics of previous research: health care behaviors as modeled in the 

theory of reasoned action and the emotional impact of a having a child diagnosed with CF.

Extension of Theory of Reasoned Action

Religious beliefs and coping mechanisms are among many “background factors” in the 

TRA. While the TRA is typically shown as a linear model, this may fail to capture the 

dynamic and recursive nature of the relationship between religious beliefs and behavior and 

the influence of changing disease acuity. Park and Folkman presented a processive model in 

which religious coping is conceptualized as a meaning-making framework for coping with 

stressors such as illness (Park 2005). This model is especially helpful in understanding 

behaviors in cases where coping as “problem-solving” is unlikely to be helpful, such as in 

bereavement, trauma, and stressors which will not “go away,” such as a child’s CF disease. 

Parks suggests that coping with such stressors is principally the construction of meaning. 

Pargament has argued that the stability of religious beliefs for many adults is such that 

persons are more likely to construct a new meaning for a novel event rather than change 

their beliefs (Pargament 1997). Park’s model is a continuous cycle of assessing a stressor 

and any discrepancy between one’s current assessment and previous assessments of the 

stressor. When the current situation is appraised to be discrepant with one’s previous 

situation (e.g., realizing that the rule “children should outlive their parents” is threatened by 

a child’s CF diagnosis), the distress generated leads to changes in coping styles. The 

changing use of religion over the two s in this study suggests that the TRA should be 

extended to show that changes in how religion is used to make meaning may lead to changes 
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in any or all of the three determinants of adherence behaviors (utility, injunctive norms, and 

self-efficacy). Such changes may lead to changed adherence behavior which in turn may 

lead to a change in health status (decreased pulmonary function, or the slowing of such a 

decrease). A change in health status leads to reappraising the level of the stressor presented 

by a child’s CF and the cycle repeats. We depict this recursive process in Fig. 3.

Emotional Impact of Having a Child Diagnosed with CF

There are a limited number of in-depth studies concerning the impact of CF on parents. One 

well-known study was conducted between 1985 and 1986 by Bluebond-Langner. Her work 

described the time between a child’s diagnosis and their first anniversary clinic visit in terms 

of coping by developing a routine for CF-treatment tasks and compartmentalizing 

information about CF and its consequences. Thereafter, parents begin to avoid reminders of 

CF; redefine “normal”; reassess their priorities and reconceptualize the future (Bluebond- 

Langner 1996). As in the present study, Bluebond-Langner describes similar feelings to the 

“devastating” language and fear expressed in the present study during the first year after 

diagnosis and increased self-confidence thereafter (Bluebond-Langner 1996).

Bluebond-Langner’s study did not include discussion of religion or spirituality. This affects 

the comparisons which can be drawn between the two studies, since the present study 

reports on parental coping by constructing meaning through religious beliefs. Parents’ 

identity and to some extent their adherence and medical decision-making behaviors are 

based on religious beliefs. Given the 25 years that have elapsed since the field work for that 

study was completed, CF parents today face a different reality with CF. The average life 

expectancy in the United States in the mid-1980s was about 27 years; in 2008 it was 37 

years (Cystic Fibrosis Foundation Patient Registry 2011). Current airway clearance 

techniques now include alternatives unavailable to the parents in her study, which alters the 

parental burden, and therefore potentially the means of coping required to meet its 

challenges. One point of contact between the two studies is the redefinition of a normal life 

sometime after the first year post-diagnosis. One parent’s description of changes in their 

worship behavior exemplifies this: the mother asserted that her child, “…has every right to 

be part of that community as everybody else there does.” The same family integrated 

infection control practices and worship with their early arrival at the church to “wipe down 

the pews and books.” The movement from decreasing isolation and increasing outward 

focus in the present study is consistent with the adjustment described by Bluebond-Langner.

While our study did not intend to explore parental mood, parents did describe feeling 

“devastated” and isolation during the first year. This may be related to the increased 

vulnerability to depression of parents whose children were diagnosed with CF during their 

first nine months of life compared to parents of healthy infants (Glasscoe et al. 2007). The 

parents’ description of the isolating nature of CF was in terms of their infection control 

concerns that isolation may exacerbate dysphoria and contribute toward one’s vulnerability 

to depression by stretching a parent’s coping skills beyond what they are normally able to 

handle. Their use of the word “devastating” may be a means of giving voice to the 

hopelessness characteristic of depression.
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Clinical Implications

The clinical implications are three-fold. First, some parents’ faith provides motivation to 

adhere to recommended treatments and therapies as well as guide their medical decisions. 

This guidance and motivation are frequently hidden from view, as in the case of a mother 

who resisted discussing a g-tube for weight gain because she and her husband felt God 

would answer their prayers for their child to gain weight and obviate the need for a g-tube. 

Such tacit beliefs may be a driving force unknown to physicians and yet working at cross-

purposes to theirs. The inclusion of a chaplain in the treatment team may be helpful in early 

resolution of potentially conflictive encounters. Second, parents’ religious attributions of 

disease are common and do not suggest a lack of acceptance of a diagnosis or lack of 

understanding about the genetic causes of disease. In fact, such attributions may well confer 

a psychological health benefit that genetic attributions may not. Third, parents’ religious 

faith continues to be a source of support and hope and deserves to be a focus of clinical 

attention. Religious or spiritual assessment may be help identify parents whose beliefs are 

challenged by their child’s diagnosis or no longer providing them support and for whom 

suggestions or referrals for additional supportive services may be provided.

Limitations and Future Research

This study has limitations. The sample size is small; this Center serves a 4-state region with 

little religious diversity. Nonetheless, important conclusions can still be drawn. We present a 

longitudinal study of how parental use of religion evolved. Parental faith continues to play a 

positive motivating and guiding role in their child’s health care. Parents’ began attributing 

their child’s CF to God’s plan, understanding genetics in that light. Grounded theories are 

not generalizable; the findings are applicable to this study sample and will be used to 

generate hypotheses for future testing. Future research should test whether attributing CF to 

“God’s Plan” has positive or negative implications for parental decision-making or 

adherence to recommended therapies. Longitudinal studies of parental use of religion over 

the entire trajectory of a chronic disease are needed to fully understand its role in child 

health. Future studies should also include greater religious/spiritual diversity.
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Figure 1. 
Theory of reasoned action
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Figure 2. 
Model of parental use of religion
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Figure 3. 
Extended theory of reasoned action
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Table 1

Demographic characteristics of parent sample

Year 1 Year 2

Number of parent participants 15 12

Parent gender (% female) 9 (66) 7 (58)

Median child age at diagnosis (range) 0.25 mos (0.25–55mos) 0.25 mos (0.25–55 mos)

Religious affiliation

  Roman Catholic 5 4

  Baptist 6 3

  Non-denominational Christian 4 5
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